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Preface

The medical terms “supportive and palliative care” and “quality of life” in oncology
refer to the two branches of medicine that address the emotional, social, ethical,
spiritual, and treatment needs of cancer patients and their families, relatives, and
healthcare providers. Additionally, the terms refer to the broader fields of palliative
care and medicine that focus on helping individuals (sick and healthy) cope with the
unpleasant side effects of cancer and its treatment and the proper way to enhance or
maintain quality of life at an acceptable level.

Maintaining or enhancing cancer patients’ quality of life is just as crucial as whatever
survival boost a pharmacological or non-pharmacological treatment may offer.
Moreover, increased quality of life makes it more likely that patients and their families
will stick with their treatments and that recovery will improve.

This book focuses on palliative and supportive care and quality of life to assist physi-
cians, pharmacists, nurses, and researchers in improving their knowledge, awareness,
and practice in these areas. It provides up-to-date information and studies focused on
these two aspects as they pertain to cancer patients.

Bassam Abdul Rasool Hassan
Department of Pharmacy,
Al-Rafidain University College,
Baghdad, Iraq
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Chapter1

Introductory Chapter: Supportive
and Palliative and Quality of Life
among Cancer Patients

Bassam Abdul Rasool Hassan

1. Introduction

Cancer has risen to prominence as one of the century’s leading killers, second
only to heart disease in terms of mortality rate. Many scientists are now talking about
“lifetime risk” in relation to cancer patients, which might mean either the time it takes
for the cancer to develop and spread or the time it takes for the patient to die. Cancer
diseases, whether solid or hematological in nature, are accompanied by a plethora of
issues (i.e., several side effects).

Therefore, for these reasons, cancer is considered to be one of the most significant
diseases that can negatively impact human life expectancy [1].

2. Impact of cancer on patients’ quality of life (QoL)

Cancer sufferers’ symptoms tend to be quite varied. If symptoms are not properly
managed, it can interfere with a person’ ability to go about their regular routine. The
suffering can be lessened and quality of life (QoL) enhanced through the manage-
ment of symptoms. Patients with cancer report significant decreases in QoL due to
their symptoms. High levels of emotional distress, low levels of physical and social
functioning, and a generally lower QoL have all been linked to a greater symptom
load. As aresult, QoL in cancer patients can be enhanced with careful symptom
control [2].

Malathi and colleagues conducted a survey study among 768 Indian patients
suffering from several types of solid cancer diseases. The aim was to detect the impact
of cancer on patients QoL. Results showed that patients between the ages of 51 and
60 made up 30.2% of the total, and the majority of those patients had head and neck
cancer (40.1%), with 57.7% having advanced stages of the disease. Most patients
(82.3%) reported that their symptoms reduced their QoL, i.e., cancer disease nega-
tively impacts their QoL [2].

A review study included 82 review articles focused on QoL of breast cancer patients
published between 2008 and 2018. The aim was to expand current understanding of
how breast cancer affects patients’ QoL. Overall, this review showed that the QoL of
women with breast cancer has improved over the past decade. The QoL of this cohort
was significantly enhanced by a number of relatively straightforward interventions,
including increased physical exercise and psychosocial support. However, there are
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many other aspects that need to be taken into account, including the management of
symptoms such as pain and lymphedema, concerns associated to worry, sexual func-
tion, especially for young patients, and future outcomes. This review also found that
there has been significant progress in addressing methodological concerns related to
evaluating QoL in breast cancer patients; however, there is still much work to be done
before we have a complete picture of what matters most to these individuals [3].

3. Supportive and palliative care and QoL among cancer patients

A patient’s quality of life (QoL) is the primary emphasis of palliative care treat-
ment. The importance of measuring QoL in palliative care is starting to be recog-
nized. QoL is an open-ended concept, with a wide range of interpreted meanings and
associated nuances [4].

The physical pain, emotional stress, and financial hardship caused by cancer
and its treatment significantly lower the QoL of sufferers (i.e., cancer patients). As
aresult, in 1990, the WHO launched the palliative care (PC) project, which stands
for medical care aimed at enhancing the QoL of people living with life-threatening
illnesses by alleviating their symptoms. Assessment, early identification, and
treatment of pain, assistance with physical or psychological problems, and spiritual
support are all ways in which PC enhances QoL. Patients with cancer often keep
taking medications that are no longer helping them because they fear the alternative.
Patients with cancer can get the help they need and reduce their symptoms with the
right PC approach [5, 6].

Amal and colleagues conducted a prospective study among 240 cancer survivors at
King Hussein Cancer Center in Amman, Jordan. The aim was to determine shortage in
supportive palliative care and QoL among adult cancer survivors’ QoL. Unfortunately,
results showed the presence of shortage in several needs of this population, which
significantly led to drop down in their QoL [7].

Another prospective study by Antoine and colleagues was conducted in mono-
cancer care center in France. The aim was to determine the relationship between
meeting their needs (i.e., supportive and palliative care) with both their QoL and
decreased unscheduled hospital care. Authors detected that there is a direct relation-
ship between cancer patients QoL and meeting their needs only [8].

Author details
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Chapter 2

The Quality of Life in Cancer
Patients

Neeraj Gour and Meenakshi Chaudhary

Abstract

Cancer is a disease mainly caused by uncontrolled division of body cells in any part
in the human body. Cancer is epidemiologically one of major non communicable
disease and considered to be main health issue in the community across the world. In
medicine, we are often interested in how disease or its treatment affects quality of life
(QOL), which is generally considered health-related quality of life. All cancer patients
should be subjected to attain all dimensions of quality of life i.e. Physical, Mental,
Social & Functional Health. QOL is not easy to measure but despite this, there are
many models and scales available to assess & ensure QOL among cancer patients.
Good QOL also ensures more life expectancy among cancer patients and they can live
more social & productive life. Maintenance of good QOL must be integral part of all
cancer prevention & treatment.

Keywords: cancer, quality of life (QOL), models of QOL: Scales of QOL, dimensions
of QOL

1. Introduction

Cancer is a disease mainly caused by uncontrolled division of body cells in any part
in the human body. Normally the cell growth remains under control by the body’s
immune system. It is the time, when these cells start dividing uncontrollably, forming
lumps or growths, that Cancer is caused. Growths like this are called tumors. There
are two types of tumors malignant and benign [1].

2. Burden of cancer

Needless to mention that Non-communicable diseases (NCDs) are now well
known leading cause of morbidity and mortality worldwide, accounting for approxi-
mately 36 million deaths annually around the world, with a rapidly rising prevalence
due to population growth and fast changing socio demographic characteristics includ-
ing aging of population. Moreover, chronically ill patients often suffer from multiple
co- morbidities, which can be defined as the co-occurrence of several chronic condi-
tions within one person & one patient [2].

7 IntechOpen
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Cancer is epidemiologically one of major non communicable disease and very
rapidly becoming to be main health issue in the community around the world. Around
the world, cancer is becoming one of the most common causes for morbidity and
mortality. Data from GLOBOCAN year 2012 mentions that around 14.1 million new
patients were diagnosed with cancer and approximately 8.2 million deaths occurred
due to cancer and it is estimated to rise approximately 70% by the year of 2030 [3].

3. What is quality of life (QOL)?

We all have a rolling question all the time that, what is meant by the phrase
“quality of life.” We know that being free is better than being imprisoned, being
healthy is better than being sick, and being relaxed is better than being stressed. There
are people who choose to live in the city because they give value access to cultural and
social offerings. On the other hand some people choose to live in rural areas because
they value the slower pace, lack of traffic, and access to nature. These features affect
the inherent goodness of our lives, or our wellbeing, referred to in the medical and
scientific arenas as quality of life.

In medicine, we are often interested in how disease or its treatment affects quality
of life, which is generally considered health-related quality of life. Health-related
quality of life, also abbreviated as HRQOL or HRQL, has evolved over the time into a
broad, multidimensional concept that includes both physical and mental health, and
also includes social factors.

Quality of life information can be used in different ways in medical practice. Deci-
sion of Cancer treatment making is one of the major areas in where quality of life
considerations are applied in cancer. For example, a patient and his or her physician
may be attempting to decide between two treatments that show virtually no differences
in survival or other disease-related outcomes. Quality of life over the time has become
deciding factor in selecting one treatment over another. Alternatively, patients may also
be provided autonomy to choose two different types of cancer treatment based on the
expected toxicity, convenience, or other factors that impact quality of life (Table 1).

4. Definition of quality of life

If we talk about root of the QOL concept goes way back to the 1947 World Health
Organization (WHO) definition of health as a “state of complete physical, mental and
social well-being, and not merely the absence of disease and infirmity [5].

It is not easy to define QOL in single sentence QOL is such a broad domain with lot
of subjective perceptions. Many researchers have tried to give one definition of QOL
and tried to make it more objective & measurable but neither of definition could
explain QOL completely. Nevertheless QOL has been defined by various researchers/
organizations differently. Some of the definitions may be accessed by referring the
available literature [6].

5. Various dimensions of quality of life

Broadly dimensions of QOL may be explained as Physical, Mental, Social and
Functional Health. These dimensions of QOL have certain components so that every
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Treatment decision making

Quality of life considerations can often be important in selecting between
two or more treatment options.

Preparing for treatment
experience

Information about how treatment affects quality of life can help patients
prepare for and help them cope with the treatment experience

Identifying and prioritizing
problems

If patients have multiple problems, quality of life reporting may help their
providers to identify which are the most significant.

Facilitating communication

Quality of life measures may help patients communicate problems to
healthcare providers and help staff focus on concerns that are most
important to patients

Screening for hidden
problems

Quality of life information can help identify problems such as depression
or sexual dysfunction that may otherwise be overlooked.

Facilitating shared clinical
decision making

Quality of life measures can identify patient goals, outcomes, and
expectations; healthcare providers can address whether treatment is likely
to meet patient expectations and discuss discrepancies between probable
outcomes and patient expectations

Monitoring changes or
responses to treatment

Quality of life information can help determine whether treatment is
leading to improvements that are relevant to patients.

Source: [4].

Table 1.
Uses for quality of life information/measures in medical practice.

Dimensions of Components

QOL

Physical health  Somatic sensations, disease symptoms, treatment side effects/Adverse effetcs

Mental health May vary from a positive sense of well-being to non-pathological forms of psychological
distress to diagnosable psychiatric disorder/disease.

Social health Quantitative and qualitative aspects of social contacts and interactions with each other
& their assessment

Functional Physical functioning like self-care, mobility, and physical activity level and social role

health functioning in relation to family and in relation to working.

Source: [6].
Table 2.

Dimension of QOL and their respective components.

dimension may be attained more objectively. Table 2 mentions each dimension of
QOL along with their respective components. Every cancer patient should be
subjected to attain all these dimensions in all possible manners [6].

6. Quality of life among cancer patients

Cancer patients tend to experience a variety of signs & symptoms. Inadequate &
Improper medical management of these symptoms does hamper the performance of
the day today functioning of a cancer patient including disturbed quality of life.
Effective management of these symptoms will surely help in relieving the suffering
from dreaded cancer and improve the quality of life (QOL) either.

9
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These Symptoms led to major impact on QOL among the patients with breast
cancers as well. This high symptom load has always been associated with the more
levels of emotional suffering, poor physical & societal functioning and deteriorated
QOL. Hence, effective clinical management of these symptoms can improve the QOL
in cancer patients [7].

A study from India showed that cancer patients were in the below average cate-
gory of QOL and the QOL of the cancer patients was influenced by reported symp-
toms. Very low-level QOL was observed in general, physical, psychological well-being
of cancer patients. They were also suffered with below average economic well-being,
pain, sleep problems and fatigue.The psychological health was affected by feeling
very much depressed and they were not feeling comfortable in attending the social
functions [7].

7. Parameters of quality of life

Various literatures have also explained various parameters of QOL. All treating
doctors must ensure that patient to attain as many parameters as possible. Following
parameters may be considered to ensure and measure quality of life among cancer
patients (Table 3) [7].

8. Scales for QOL

Health-related quality of life is a subjective state of cancer patients and
therefore must be reported or rated by individuals (patients) themselves. This
QOL rating is usually done using a questionnaire. Individuals are asked to answer
one or more questions in a variety of areas that include physical, emotional, and
social health [8].

Physical Health: Physical functioning, satisfaction with physical ability, mobility,
pain effects, pain severity, role limitations due to physical health.

1. Psychological well-being

2. General well-being

3. Physical well-being

4. Familial relationship

5. Sexual and personal ability

6. Cognitive well-being

7. Optimism and belief

8. Economic well-being

9. Informational support

10. Patient-physician relationship

11. Body image

Table 3.
Parameters for ensure and measure quality of life among cancer patients.
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Mental Health: Psychological distress (anxiety and depression), psychological well-
being (positive affect and feelings of belonging), cognitive functioning, role limita-
tions due to emotional problems.

General Health: Energy/fatigue, sleep problems, psychophysiologic symptoms,
social functioning, role functioning (e.g., unable to work), current health perceptions,
and health distress.

Some of the scales are also available to measure the QOL among cancer patients as
mentioned below [8]:

1.Functional Assessment of Cancer Therapy (FACT) scale for breast cancer
(FACT-B)

2.Memorial Symptom Assessment Scale (MSAS)
3.European Quality of Life-5D (EQ-5D)
4.Kornblith Fear of Recurrence Scale

5.Decision-Making and Risk-Benefit Evaluation

Objective Evaluations:

Outsider
Utilities objective
Societal standards Disability adjusted life years view
& priorities: Quality adjusted life years
Domain importances
Standards
Values
€ P> Achievements:
Status
Possession
Relationship
Accomplishments
Characteristics
Individual <€ > Health etc.
expectations &
priorities:
Domain importances
Goals, aspirations
Values, standards Subjective evaluation &
Desire, needs, wants reactions:
etc
Subjective well being Insi
Life Satisfaction sun;f;';v
Self esteem J€
Negative & positive effect OV
Happiness
Utility

Figure 1.
Source: [9].
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9. Models of quality of life

Various models have also been suggested for assessment of QOL among patients
including cancer patients. Following are the various models of QOL:

1. Dijkers’s model of quality of life and its evaluation (Figure 1)
2. Wilson and Cleary model of quality of life (Figure 2)
3.PROMIS conceptual model (Table 4)

4.Function-Neutral Health-Related Quality of Life Measure (Table 5)

10. Impact of screening of Cancer disease & QOL of cancer patients

Screening will ensure early diagnosis among cancer patients. Early diagnosis and
treatment gives sense of confidence among cancer patients that they may either be
cured or if not, may have good survival probability. This all psychological effects of
screening will surely add in to QOL of cancer patients [1].

Characteristics of

Individual
. . . General Overall
Blologlcal Symptoms Functional Health Quality of
Functions status Perceptions life
Characteristics of
environment
Figure 2.

Source: [10].
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Physical Health  Mental Health Social Health
PROMIS Profile Physical health Depression Ability to participate in social role
domains Pain intensity Anxiety and responsibilities

Pain interference

Fatigue

Sleep disturbance

PROMIS Pain behavior Anger Satisfaction with social roles &
Additional Pain quality Cognitive functions activities
domains Sleep related Alcohol use, Social support

impairment consequences, Social isolation

Sexual functions  expectancies Companionship

Gastro intestinal ~ Psychosocial illness impact

symptoms Self-efficacy

Dyspnea Smoking

Source: [11].

Table 4.
PROMIS conceptual model.

Health Related Quality of Life Ancillary
Physical Mental health  Social health Life satisfaction/ Environment
health Belief

Energy/ Distress Civic engagement Livings ones values Safety & security
fatigue Affect/mood Social engagement ~ Meaning of life Access to service &
Stamina Memory Relationship Life satisfaction transportation

Pain Decision making Intimacy Recreation Public policies

Sick /well Emotional Oppression/ Meaningful Societal attitudes
Rest regulation discrimination activities Air /water/climate

Source: Krahn et al. [12]

Table 5.
Function-neutral health-related quality of life measure.

11. Impact of QOL on life expectancy of various cancers

Different cancers have all range of life expectancies, some of them are having very
good life expectancy and some are having very less. This life expectancy is always
influenced by the quality of life a cancer patient live after getting diagnosed and when
on treatment. Cancer treating medical professional must never forget role of QOL in
survival of cancer patients. Maintenance of good QOL should be integral part of pre-
vention and control on all cancers. Good quality of life among cancer patients will also
have an impact on DALY (Disability adjusted life years) and this reduction of morbid-
ity will provide opportunity to cancer patients for their social and vocational rehabilita-
tion. This will also ensure to live most productive life among cancer patients [7].

12. QOL improvement among cancer patients

Cancer patients tend to experience array of signs & symptoms which can affect
their QOL. The Medical & clinical management of cancer pain is one of most critical

13
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& priority issue in the care & effective treatment of patients with cancer. All health &
medical professionals must make sure that all cancer patients must receive education
and care adequately & well on time. There is always a felt need to develop measures &
policies for effective management of sign & symptoms in a bid to improve the QOL
among cancer patients. Predominant issues for cancer patient’s management are the
adequate & effective management of symptoms and embark on policies & strategies
that will empower the cancer patients to have a better sense of control & wisdom over
their illness and treatment [7].

13. Conclusion
1. Cancer is one rapidly rising non communicable disease worldwide. Cancer is not
only affecting patients physically but also affecting psychological, mental &
social health of patients. Cumulatively, it will impact upon the quality of life of

patients.

2.There are various dimensions and models of QOL which may be followed to
ensure & measure QOL among patients.

3.QOL is not easy to measure, despite this many researchers have coined the
definition of QOL and certain scales are also available to measure the QOL more

objectively.

4. Cancer treating medical professionals must also consider this aspect of QOL
along with curative treatment of cancer patients.
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Chapter 3

Anxiety, Depression, and Delirium
in Terminally Ill Cancer Patient

Susana Villa Garcia Ugarte
and Luis Envique Miranda Calderon

“The truth is, once you learn how to die you learn how to live.
—Mitch Albom, Tuesdays with Morrie

Abstract

Most terminally ill cancer patients present some degree of anxiety, depression, or
delirium. In many cases family concerns, the prognosis of the disease, the type of
treatment, and its adverse effects aggravate these emotional symptoms to the point of
turning them into severe affective disorders which severely complicate their emotional
state, their physical condition and their disposition and response to treatment.
Although these are high prevalence disorders in terminally ill cancer patients, they
often go undiagnosed and therefore do not receive treatment. An early diagnosis and
adequate treatment, that includes emotional accompaniment, can greatly help to
maintain the quality of life or even improve it and make these patients and their
families move in a dignified way toward death. The scope of this chapter is to establish
the presence of anxiety, depression and delirium in terminally ill cancer patients
through scientific evidence; review the opinion of experts in the field on the most
appropriate treatment, and the influence on the beneficial impact of interventions with
family members or support people to ensure a more positive approach to the circum-
stances of these patients and serve as support for the treatment of medical personnel.

Keywords: anxiety, depression, delirium, terminally ill patient, oncology, quality of
life, good death

1. Introduction
1.1 Cancer: definition and prevalence

Cancer is defined as the pathological tissue growth caused by a lengthy and persistent
proliferation of abnormal cells which causes invasion and destruction of body tissues [1].

Cancer, neoplasm, or malignant tumors are generic terms used in an indistinct way
to designate a wide group of diseases that can affect any part of the organism. But
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cancer has a definite characteristic: the accelerated multiplication of abnormal cells that
extend far beyond their usual limits, even invading other body parts, which is called
metastasis. The metastatic extension is the principal cause of death by the disease [2].

According to the World Health Organization (WHO), cancer is the principal cause
of death worldwide, being almost one of six deaths registered annually and in 2020,
the total amount of cancer-related deaths was nearly 10 million [2].

Approximately 400 thousand children get diagnosed with any type of cancer
annually. However, the incidence rises with age due to the loss of cellular repair
mechanisms and the accumulation of risk factors [2].

Besides age, smoking is another important cancer risk factor, being almost one-
third of cancer-related deaths. Other risk factors are increased body mass index, a
sedentary lifestyle, alcohol intake, and low fruit intake [2].

2. Anxiety: definition, prevalence, and clinical characteristics

Anxiety is a natural adaptive mechanism that allows the human being to be alert to
potential dangers. In a way, it delivers a sense of precaution for usual dangers and, in
moderate intensity and short intervals, can help us focus, maintain focus, and face
challenges.

As with other emotions, when the anxiety presents disproportionately for a specific
situation or even in the absence of any evident danger, the beneficial effect is exceeded.

According to WHO, in 2015 the world prevalence of anxiety disorders was 3,6%.
As with depression, anxiety disorders are more frequent in women than in men (4.6%
versus 2.6% worldwide) [3].

It is calculated that approximately 13% of the general population has a phobic
anxiety disorder, like social phobia, whereas 7% of women and 4.3% of men have
specific phobias. Generalized anxiety disorder (GAD) is presented in 3-5% of the
adult population. Obsessive-compulsive disorder (OCD) affects almost 2.3% of adults.
Panic disorder is less frequent and is diagnosed in less than 1% of the population.
Posttraumatic stress affects at least 1% of the population, with higher incidences in
war veterans and survivors of physical or sexual abuse [3].

As physical signs and symptoms, we can find palpitations, tachycardia, hyperven-
tilation, excessive sweating, the feeling of chest oppression or dyspnoea, tremors,
dizziness, and fainting. As mental signs and symptoms, we have constant worry,
weariness, irritability, and trouble focusing and falling asleep [4].

The anxiety that occurs in a high level of intensity and extends for long periods begins
to produce a psychosocial functioning deterioration, interfering with normal activities
and in more than one sphere (social, family, academic, and work, among others). On the
other hand, the intensity and duration also produce physiological damage.

It is important to promptly recognize these signs and symptoms and have an
integral medical evaluation.

3. Depression: definition, prevalence, and clinical characteristics

Mental health problems, especially depression, represent a public health concern
due to their high prevalence, morbimortality, and incapacity generated in a long term.

Depression is different from mood changes and brief emotional responses to the
problems of daily life and can become a serious health problem, especially when it
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occurs recurrently and with moderate to severe intensity, being associated with
suicide in some cases.

Depression is a common disease throughout the world, as it is estimated to affect
5% of adults and 5.7% of elderly adults (over 60 years of age) [5]. According to the
WHO, it is estimated that, in 2015, the proportion of the world population with
depression was 4,4%. Although since the start of the 2019 COVID pandemic, the
prevalence of anxiety and depression has increased by up to 25% [6].

In general, depression is defined as a disease characterized by a state of persistent
sadness that is accompanied by a loss of interest in previously enjoyed activities. In
addition, the patient loses the ability to carry out daily activities. All of this occurs for
at least two weeks. In many cases, when depression is chronic, it is difficult for the
patient to identify sadness or even remember what activities generated enjoyment: the
only thing noticeable is the difficulty to participate in their different spheres (social,
sentimental, work, academic, etc.) [7].

People with depression often have several of the following symptoms: loss of
energy, disturbances in sleep pattern, sleeping more or less than usual; changes in the
appetite; anxiety; decreased concentration; indecision; concern; feeling worthless,
guilty, or hopeless; and frequent thoughts related to death, with self-harm, suicidal
thoughts or attempts that often lead to death [8].

People exposed to violence frequently experience a variety of reactions including
anxiety, stress, frustration, fear, irritability, anger, difficulty concentrating, loss of
appetite, and nightmares [9].

Depression interferes with daily life, the ability to work, sleep, study, eat and enjoy
life [9]. On the other hand, people with depression present cognitive distortions, such as
negative thoughts about themselves, the environment or the future, and alterations in
cognitive performance such as difficulties with concentration, memory, and the ability
to make decisions, which also influence the overall functioning of the person [8].

When talking about mental health, it is always important to emphasize that
depression is not a sign of weakness. It can be treated with psychotherapy, antide-
pressant medication or with a combination of both methods, the latter being what has
shown better and longer-lasting results. A second sphere that must be targeted, within
the treatment, is the generation of healthy lifestyles.

It is very common for patients with depression to have a family history of the
disease. However, depression can also occur in people without a family history.

The causes of depression are multiple since several genetic, biological, and envi-
ronmental factors intervene in it.

Regarding genetic factors, several studies have reported that around 200 genes are
related. These genetic factors are related to alterations of neurotransmitters, cytokines
and hormones, whose actions induce structural and functional modifications in the
central nervous system, the endocrine system, and the immune system, which
increase the risk of suffering from major depression [10].

The biological causes are explained both by structural alterations in the brain as
well as functional alterations in neurotransmitters (serotonin, norepinephrine, and
dopamine). However, more studies are still needed to understand the mechanisms of
the efficacy of antidepressants [11, 12].

Among the environmental or psychosocial factors, it has been observed that depres-
sion is associated with previous stressful events, especially when these occur at an early
or older age if the subject has been subjected to prolonged stress. The stress that accom-
panies the first episode produces long-term changes in brain physiology that can produce
variations at the structural level and in the functioning of different brain areas [13, 14].
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4. Terminally ill patients

The importance of determining that a patient is in the terminal phase (end of life)
of the disease is aimed at early identification of the needs and special care that help the
patient and his family [15].

Thus, the terminal patient is the one who has an advanced, progressive, and
incurable disease, with a lack of reasonable possibilities of responding to a specific
treatment, who presents numerous problems or intense symptoms, with a loss of
autonomy or progressive fragility that represent a great emotional impact for
himself, his relatives and the therapeutic team that cares for him, and his situation
being related, implicitly or explicitly, to the presence of death and a life expectancy
of fewer than six months. All of this is associated with high demand and use of
resources [16, 17].

5. Cancer patient in terminal phase

On the other hand, the cancer patient in the terminal phase is the one with a
histological diagnosis of cancer demonstrated in clinical stage IV; brain, spinal cord,
liver or multiple lung metastases; who have received effective standard therapy and/
or are in a situation of little or no possibility of responding to active or specific
treatment [18].

Medicine attempts to preserve life, we see life expectancy rates are increasingly
higher, however, it is inevitable getting to prevent death in spite of the multiple
human and technological efforts and the advance in science.

It is in light of this reality that medical practitioners face patients in terminal, a
human being that encounters great fears—resulting from the disease itself — to face
death as an imminent situation and along with the patient, relatives and friends
surrounding them.

Just there is where the medical practitioner and the therapeutic team are faced to
great challenges, on the hand, relieving physical symptomatology, and on the other
hand, dealing with those psychological needs. Therefore, the awareness of healthcare
personnel facing this critical situation is essential to effectively help in the relief of
patient and their family.

According to the Institute of Medicine, the “Good death” is one that is: “free from
avoidable distress and suffering for the patient, family and caregivers, in general
accord with the patient’s and family’s wishes, and reasonably consistent with clinical,
cultural, and ethical standards™ [19, 20].

The objective of the health personnel who oversees the patient in palliative care
must be to reach the “Good death” and the steps to get to that state are aimed at
relieving the mental, physical, family state, etc. It is there that psychiatric disorders
take on great importance, because, although they are very frequent and with a high
incidence, many times they are not detected early [15].

6. Psychiatric disorders in cancer patients

Within the main psychiatric disorders, we focused on the most critical three,
which are anxiety, depression, and delirium.
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It is evident that assessing the symptoms and signs of the different psychiatric
disorders is difficult in an oncological patient in a terminal state of illness, which is
why it requires greater knowledge of the most frequent psychiatric pathologies, as
well as the earliest possible management of the patient to achieve a better result that
improves the quality of life of our patient, as well as a “good death”.

As Stiefel et al. mention underdetection and undertreatment of depression is a
serious problem in palliative care [21]. In palliative care patients, anxiety and
depression need to be actively screened for and dealt with using a multidisciplinary
approach [22].

7. Anxiety in cancer patients

It is also important to refer to specific situations that cancer patients experience,
such as radiotherapy treatments, which will be an important factor in the patient’s
quality of life. When the patient is presented with the different types of treatments,
the first reactions to the proposed treatment arise first and special attention must be
paid since many patients have preconceived ideas about side effects. This is where the
role of the doctor is essential to start the new therapeutic approach, clarifying doubts
[23, 24].

In the case of patients undergoing radiotherapy, some degree of anxiety has been
observed, expressed mainly as concern about the treatment, side effects, what is going
to happen in the near future, depression and social isolation caused mainly by fear of
the treatment and its side effects and impact on quality of life [23, 24].

In this chapter we focus on the cancer patient in a terminal situation, therefore, the
intention of the therapeutic treatment with radiotherapy will have the objective of
improving the quality of life and not a curative intention.

Most of the effects of radiation therapy on normal tissue are attributed to
cytotoxicity [25].

In the terminally ill cancer patient, the approach of the health personnel and
especially of the doctor must be even more global than in any other circumstance.

We must always remember that we are dealing with a patient who not only has a
feeling of uncertainty, of fear of what is going to happen, who has faced the diagnosis
of “cancer” and who is also now in a terminal situation, with a logical and under-
standable increase of their fears, concerns, denial, physical and psychic pain, fear for
their loved ones, with a very large and deep mixture of feelings that translate in a large
majority of patients to some degree of anxiety, depression that the sooner we diag-
nose, we will be able to offer the patient and their family better adherence to treat-
ment, a better quality of life and a more dignified death.

In studies such as the one carried out by Jung-Ah Min et al., it is observed how a high
level of resilience contributes to less emotional stress in hospitalized patients. Likewise,
they observe the same relationship in patients with metastatic cancer. Thus, it appears
that the influence of resilience is independent of and not attributed to the potential
effects of a well-known variety of factors contributing to emotional stress [26].

Resilience is defined as the dynamic capacity to successfully maintain or recover a
healthy mental state in the face of significant life risks or adversities [27].

In the article published by R.L. Gould et al. evidence is shown for the feasibility
and acceptability of acceptance and commitment therapy (ACT), an acceptance-
based behavioral therapy, with a strong evidence base in pain and a growing evidence
base in mental health conditions [4].
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8. Depression in cancer patients

The diagnosis of cancer is often related to emotional and mental disorders such as
depression and anxiety [26].

Psychiatric disorders, mainly anxiety and depression, occur between 25 and 50% of
patients with advanced cancer; however, many of these are underdiagnosed since they
are considered a part of the disease’s own discomfort [28].

The comorbidity between cancer and psychiatric problems can generate several
complications, ranging from non-adherence to any treatment, isolation of the
patient, greater symptoms and suffering, and increased complications of recovery
from surgery [29].

However, making a psychopathological diagnosis of depression in cancer
patients can be difficult, due to the confluence of psychological and somatic
symptoms typical of neoplastic disease. The very nature of cancer generates emo-
tional discomfort that can range from a normal adaptive reaction to the disease to
the presence of a set of signs and symptoms that, depending on the intensity and
psychosocial involvement of the patient, could require psychotherapeutic and
psychopharmacological treatment [30].

Insomnia, and in general, sleep disorders associated with anxiety/depressive dis-
orders are one of the most prevalent symptoms, affecting 40-60% of cancer patients.
Despite the importance of adequate sleep in cell repair processes, insomnia is one of
the most common symptoms and one that generates high levels of stress but often
does not receive the attention it deserves when compared to other problems presented
by these patients such as nausea and pain, etc. [31].

The use of antidepressants and other psychotropic drugs is necessary for the
presence of feelings of worthlessness, guilt, or hopelessness associated with frequent
thoughts of death, self-harm, or suicide attempts. Pharmacological treatment can also
help with irritability, anger, loss of appetite, insomnia, and difficulty concentrating
and making decisions [32].

9. Depression in terminally ill patients

The incidence of major depression in terminally ill patients is between 25 and 77%
[33]. Treatment should be started as soon as possible, since a lapse of time is needed
for the treatment to begin to take effect, and in terminally ill patients we do not have
time, we must be able to early recognize the signs and symptoms of depression that
allow us to start the most appropriate treatment for each patient [34].

The sign that can help physicians in diagnosing the presence of depression is when
there is a poor response to pain management, despite using different treatments. In
these cases, as Robert L. Fine MD points out in his article “Depression, anxiety and
delirium in terminally ill patient” [33], revising the dose of analgesics and increasing
it, as well as adding antidepressant treatment, has very good results.

10. Consequences of depression in cancer patients

Cancer by itself produces enough physical and emotional discomfort in those who
suffer from it, as part of its own clinical picture and as a consequence of treatments.
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However, the sum of psychosocial stressors and physical alterations can trigger a
depressive disorder. The association between cancer and depression worsens the
suffering and quality of life of patients [34].

The association between cancer and depression also reduces therapeutic adherence
and increases mortality and morbidity [35]. Depression also decreases the patient’s
ability to cope with the disease and exacerbates the number and intensity of physical
symptoms. In this way, the hospitalization time is prolonged, it can lead to suicide and
the psychological burden on the family increases [34].

In a systematic review of patients with breast, lung, brain, skin, and blood cancer,
mortality was 25% higher in patients with depressive symptoms and 39% higher in
patients with major or minor depression, even when the known survival clinical
prognostic factors are controlled [36].

It is common to find cancer patients with suicidal ideation. People with cancer are
about 2 to 3 times more likely to commit suicide than the general population. This can
be caused by the specific situations of each case, such as the location of the tumor, an
advanced stage, the prognosis of the disease and obviously the presence of a depres-
sive disorder that is not identified and treated in time [37].

For this reason, it is important to diagnose depression and other psychiatric disor-
ders in oncological patients, since not treating them can seriously complicate the
prognosis of the patient [37].

11. Depression assessment in cancer patients

Through this chapter, the great importance of timely detection of depression in
cancer patients has been established. Achieving the correct diagnosis helps us carry
out better management, not only of the symptoms caused by the oncological
disease but also an adequate intervention regarding the symptoms of depression,
allowing us even to achieve an intervention of some family members in the
process [38].

Even though the diagnosis is clinical and the ICD 10 or DSMS5 criteria can be used,
it is also possible to use some evaluation questionnaires that also allow the case to be
documented properly.

For more accurate detection of depression, an evaluation in which some
exploratory questions are used at the beginning is recommended; if significant
symptoms are detected, it is desirable to apply some specialized test that has been
previously standardized [39].

The hospital anxiety and depression scale (HAD-Hospital Anxiety and
Depression Scale-HADS, Zigmond and Snaith, 1983; see Table 1), has been
the most used self-assessment instrument to detect emotional distress
(anxiety and depression) in populations with physical illness. It is a short
instrument (with 14 items) that has shown reliability and validity, being
used both for diagnosis and for assessing the severity of the disorder and that
has been adapted and validated in various populations and cultures, always
showing adequate sensitivity and specificity to discriminate anxiety and
depression [39].

It consists of two subscales, HADA for anxiety and HADD for depression, of seven
items each with scores from 0 to 3. It includes cognitive and affective dimensions and
omits somatic aspects such as loss of appetite, fatigue, insomnia, and others to avoid
attributing them to depression and not to the disease itself.
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Hospital Anxiety and Depression Scale questionnaire. To evaluate anxiety and depressive state of
patients with physical symptoms, they were asked to attempt a questionnaire comprising 14 items.
Note: Copyright © 1983. John Wiley & Sons, Inc. Zigmond AS, Snaith RP. The hospital anxiety and
depression scale. Acta Psychiatr Scand. 1983 Jun;67(6):361-370.14

A. Do you feel tense?

B. Are you able to enjoy yourself to the
same extent as you used to?

Almost always

I enjoy myself exactly the same as before.

Usually I enjoy myself less pleasure than before.

Sometimes I enjoy myself only a little compared with
before.

Never I do not enjoy myself at all.

C. Do you have the dreadful feeling that something
completely terrible might happen now?

D. Do you laugh to the same extent as you
used to?

I have a clear dreadful feeling of something terrible
happening.

I laugh the same as before

I sometimes have a dreadful feeling, but the degree is not
terrible.

I do not laugh like I used to

I occasionally have a dreadful feeling, but I do not lake any

notice.

I definitely do not laugh as much as I used to

I never get such a feeling.

I do not laugh at all

E. Do you ever feel worried?

F. Are you in a good mood?

Almost always Not at all
Usually Not often
Sometimes, but not frequently Sometimes

Only occasionally

Almost always

G. Can you sit peacefully and relax?

H. Do you feel that you have delayed
thoughts and reactions?

I can

I almost always do

I usually car

1 often do

I can, but not frequently

I sometimes do

Not at all

I never do

L. Do you every feel so dreadful that you feel sick in the
stomach?

J. Have you lost interest in your appearance?

Never Yes, clearly

Sometimes I do not pay enough attention to my
appearance

Often I may not pay enough attention to my
appearance

Very often I give plenty of attention to my appearance

K. Do you lack peace of mind to the extent that you must
constantly move around?

L. Are you able to look forward to the future?

Very much so

To the same degree as before

Considerably so

Somewhat less than before

Not very much

Clearly less than before
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Hospital Anxiety and Depression Scale questionnaire. To evaluate anxiety and depressive state of
patients with physical symptoms, they were asked to attempt a questionnaire comprising 14 items.
Note: Copyright © 1983. John Wiley & Sons, Inc. Zigmond AS, Snaith RP. The hospital anxiety and
depression scale. Acta Psychiatr Scand. 1983 Jun;67(6):361-370.14

A. Do you feel tense? B. Are you able to enjoy yourself to the
same extent as you used to?

Not at all Almost not at all

M. Do you ever get sudden anxiety attacks? N. Do you enjoy good books, radio, and

television programs?

Yes, very often Yes, often

Yes, somewhat often Sometimes

Not often Mot often

Never Very rarely
Table 1.

HAD-hospital anxiety and depression scale-HADS, Zigmond y Snaith, 1983.

The authors themselves recommend the original cut-off points: eight for possible
cases and > 10 for probable cases in both subscales [40].

“The advantage of the HADS over other instruments that assess anxious and depressive
symptomatology is that it does not include somatic symptoms that can be explained by
cancer ov its treatment. Being a brief, easy-to-apply and reliable instrument for
clinical practice and vesearch in the cancer population, it is velevant to determine

the magnitude of the problem, prevention and implementation of actions for
treatment” [41].

On the other hand, the Beck Depression Inventory-II (structured by Beck, Steer
and Brown, 1996; see Appendix A), a self-report instrument composed of 21 items
developed to evaluate the symptoms corresponding to the diagnostic criteria of
depressive disorders of the Manual Diagnosis and Statistics of Mental Disorders
(DSMD5) has also demonstrated to have good psychometric properties, being able to
detect the presence of depressive symptoms with significant clinical levels, allowing to
timely intervene in the comprehensive care of cancer patients to achieve a better
prognosis and better quality of care [42].

12. Treatment of depressive symptoms in cancer patients

The treatment of depressive symptoms in cancer patients is not different from that
of patients with depression. The recommendation is always a multidisciplinary inter-
vention that includes the medical treatment of the underlying disease and mental
health interventions (psychiatry and psychology), social work, physical therapy, and
others that speed up the recovery process or delay patient deterioration [34].

Regarding mental health, pharmacological treatment is as important as individual,
group, and family psychological interventions.

It is interesting to point out that in the systematic review carried out by Dwin
Gayatri et al., on “Quality of life of cancer patients at palliative care units in develop-
ing countries” [43], they find that in developing countries, patients in palliative care
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over 65 years of age, married or ever married, with a high level of education, users of
complementary or alternative medicine, who practice religious or spiritual activities,
are more likely to obtain high levels of quality of life scores.

Also, they mention that spirituality and religiosity positively affect the ability of
cancer patients to cope with this situation, among other things because it gives the
patient greater social support and a belief system, offering a coping mechanism and
influencing neuroendocrine and neuroimmunology mechanisms.

From the medical point of view, the main way of approaching depression from the
somatic area is pharmacological management. There must be coordination between
the medical oncologist and the psychiatrist to choose the appropriate medication
based on the patient’s symptom profile, tolerability and risk-benefit, with the aim of
designing a strategy for each patient [34].

Selective serotonin reuptake inhibitors (SSRIs) are effective in treating depression
in cancer patients. However, it is important to consider the pharmacological interac-
tions with antineoplastic agents that can reduce their efficacy or increase their toxic-
ity. Fluoxetine, sertraline, paroxetine, and fluvoxamine inhibit transformation
through CYP450 3A4 [44].

Other drugs like citalopram, and escitalopram, are weak inhibitors, which makes
them a safer choice. Dual antidepressants have also shown efficacy due to their speed
of action and their usefulness in collateral symptoms, such as vasomotor symptoms
and pain. Mirtazapine is very useful in symptoms such as pain, nausea, insomnia, and
anxiety [34].

Regarding the psychological approach, an intervention is important from the
moment the patient is diagnosed with cancer. It should not be expected that the
cancer patient manifests a psychological disorder. Primary prevention helps prevent
the occurrence of subsequent clinical psychopathological conditions, such as depres-
sion [44].

Individual cognitive-behavioral psychotherapy is the one that has been more stud-
ied, proving its effectiveness. Its help is based on the restructuring of the exaggerated
negative beliefs that the patient has about himself, the world and the future. The
objective is that the patient can have a more realistic vision, which helps him to face
life in general in a healthier way [45].

On the other hand, strategies such as mindfulness, or full attention, have become
highly relevant in recent years for managing stress and somatic pain. Other strategies,
such as relaxation and other imagery-based therapies, have been used in successful
interventions, reported in numerous publications. Music therapy has also been shown
to relieve patients’ pain and psychological symptoms [46].

Among the beneficial effects of these psychological interventions is the reduction
of the stress impact on the body, reduction of fear of the illness, activation of the
immune system, increased motivation for lifestyle changes, strengthening the “desire
to live”, coping with despair and evaluation and modification of the patient’s beliefs
regarding the disease [44].

Another important point to keep in mind is the role of family and friends as a
source of social, personal, emotional, and financial support. For this reason, it is
extremely important to carry out an adequate family/or social psychological approach,
addressing the concerns and difficulties that arise in the family or social support group
of the cancer patient [47].

Many times, family conflicts, the sadness of losing a loved one and feelings of guilt
can worsen the course of the disease, while mutual supportive relationships, unity,
and family skills in caring for the sick are important protective factors [47].
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13. Delirium

Delirium is a complex neurocognitive and behavioral syndrome, characterized by
alterations in the level of consciousness and attention, associated with cognitive and
perception alterations [48]. It has an abrupt onset and a fluctuating course.

Although its presence is very frequent, it is highly underdiagnosed. In patients
with oncological and terminal pathology, its frequency varies between 26 and 44%
and in recent days up to 80-90% [49].

Predisposing and precipitating factors of delirium have been described that we
must consider for an early diagnosis. As described by Rolfson D, a powerful model
that encourages clinicians to delineate multiple predisposing factors or vulnerability
aspects and also to clearly list the acute triggers [50].

As predisposing factors, we have advanced age, male, visual disturbances, demen-
tia, depression, physical dependence, immobility, fractured femur, alcoholism, seri-
ous physical illness, and stroke [51].

As acute triggers, we have drugs, organic involvement of the central nervous
system, severe acute illness; cardiac, renal, respiratory or hepatic failure, infections,
metabolic disorders such as hyponatremia, hyperkalemia, hypomagnesemia, and
hypoglycemia; dehydration, anemia, disseminated intravascular coagulation and
major surgery [49, 51, 52].

Opioid and nonopioid psychoactive drugs have been identified as clear precipitat-
ing factors. Also, dehydration is associated with reversible delirium [53].

Knowing its high incidence, it is necessary to always have the suspicion of being
faced with this pathology, even more so when there is a reversibility chance in 50% of
the cases [49] and in the ones that are not reversible, symptomatic treatment can
always be carried out. Hence the importance of making a correct diagnosis and a
prompt treatment that help us avoid early deaths and reduce the suffering of the
patient and their families.

The diagnosis is clinical, for which we have The Diagnostic and Statistical Manual
of Mental Disorders, Fifth Edition (DSM 5), (DSM 5) criteria described in Table 2
[54, 55]. A differential diagnosis must be made with depressive episodes, psychotic
events, and dementias.

DSM-5

a. Disturbance in attention (i.e., reduced ability to direct, focus, sustain, and shift attention) and
awareness (reduced orientation to the environment.

b. The disturbance develops over a short period of time (usually hours to a few days), represents an
acute change from baseline attention and awareness, and tends to fluctuate in severity during the
course of the day.

c. An additional disturbance in cognition (i.e., memory deficit, disorientation, language, visuospatial
ability, or perception).

d. The disturbances in Criteria A and C are not better explained by a pre-existing, established or
evolving neurocognitive disorder and do not occur in the context of a severely reduced level of
arousal such as coma.

e. There is evidence from the history, physical examination or laboratory findings that the
disturbance is a direct physiological consequence of another medical condition, substance
intoxication or withdrawal (i.e., due to a drug of abuse or to a medication), or exposure to a toxin,
or is due to multiple aetiologies).

DSM-5 Diagnosis and Statistical Manual of Mental Disorders, fifth edition.

Table 2.
DSM-5 delivium diagnosis criteria.
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Once the delirium has been diagnosed, an evaluation of the causes must be
initiated, provided that the patient is not in a state of agony. All tests must be
consistent with the patient’s clinical status and with the expected benefit of their
practice [48, 49, 56].

Among the complementary tests to request we have hemogram, coagulation, blood
biochemistry (ions), kidney function, liver function, urine sediment and culture,
oxygen saturation, chest X-ray, and brain CT [57].

Regarding the pathophysiology of delirium, we know that there is a wide range of
causes, ranging from pharmacological to alteration of cerebral metabolism [57].

Pharmacological as a consequence of exceeding the therapeutic margin, especially
with those with anticholinergic action. Opioids can cause delirium by increasing
dopamine and glutamate activity and decreasing acetylcholine activity. Corticoste-
roids have been related to the appearance of delirium due to alteration of the
hypothalamic-pituitary-adrenal axis. The neurotransmitter Gamma-aminobutyric
acid (GABA), activity is decreased in delirium due to benzodiazepine and alcohol
deprivation, while in hepatic encephalopathy its levels are increased by the increase in
ammonia that induces the elevation of glutamate and glutamine [58, 59].

Alteration of cerebral metabolism due to a deficiency of the substances required to
maintain it (mainly glucose and oxygen), toxins, or excessive metabolic demand as
occurs in fever.

Likewise, cytokines also seem to be involved in the appearance of some types of
delirium.

Lesions on diffuse structures composed of the thalamus and bilateral hemispheric
pathways have been related to the appearance of delirium. Other structures composed
of the frontal and parietal cortex of the right hemisphere and damaged by infarction of
the middle cerebral artery and the right cerebral artery have also been related [60, 61].

* Hypoglycemia and hypoxemia also reduce acetylcholine [49, 53].
¢ Decrease or increase in brain serotonin levels.
* Infections.

* Serotonin syndrome and hepatic encephalopathy.

14. Clinical manifestations of delirium

Three types of delirium have been established according to their clinical manifes-
tations: hyperactive, hypoactive, and mixed [51, 62].

We must take special care when facing a hypoactive type of delirium, since it is
often difficult to diagnose, leading to a misdiagnosis and thus inadequate treatment.

The consciousness alteration usually fluctuates throughout the day. Alertness can
be both increased and decreased. There is an attention deficit, the patient does not
usually follow the dialog and responds with answers that do not correspond to the
questions. The thinking process is usually incoherent or disorganized. It can also be
accompanied by a language disorder that can range from dysarthria to mutism: the
patient has difficulty finding the right word (dysnomia) or confuses some words with
others (paraphasias). There is an alteration in immediate, short-term, or long-term
memory. Disorientation, paranoid ideas, or hallucinations can also be present. The
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sleep-wake cycle is also usually altered. The patient may manifest an increase in pain
with increases in analgesic requirements, and constructive visual apraxia (inability to
copy geometric figures or more complex drawings) [49, 51, 56].

The hyperactive type predominates a psychomotor agitation, hallucinations, delu-
sions, and a state of hyperalertness and agitation. While in the hypoactive type, a state
of hypoalertness, lethargy, drowsiness, decay, and bradypsychia predominates. The
mixed type is the most frequent, representing 66% of cases, characterized by alter-
nating periods of lethargy and agitation [51, 56].

15. Treatment of delirium

Nonpharmacological measures are essential. With the environment, education and
support should be carried out with the family group and close friends. Sleep hygiene,
restoration of circadian rhythms, adequate environment with natural light, reducing
extreme light, acoustic or thermal stimuli; avoiding if possible or at least minimizing any
physical, manual or mechanical restriction, hearing and visual aids. Facilitate
reorientation, transmit security and confidence to both family members and patients [57].

Neuroleptics are the drugs of choice and among them, haloperidol is the most used:
it can be administered orally, intravenously, intramuscularly, and subcutaneously.
Low doses of haloperidol 1-10 mg/day may usually be necessary. If it is started by the
subcutaneous route, it can be started with a dose of 1.5-2.5 mg every 8 hours. It is
necessary to schedule a rescue dose of 1.5-2 mg subcutaneous every 20-30 minutes. If
necessary, at least 3 rescue doses can be used before switching to another, more
sedating neuroleptic [49, 56, 57].

Chlorpromazine has a greater anticholinergic and sedative effect than haloperidol.
However, its use is avoided subcutaneously because it is very irritating. It starts with a
dose of 12.5 mg PO, IV, and IM every 4-12 hours. The same rescue dose can be used
every 15-20 minutes up to a maximum of three doses before considering the use of a
benzodiazepine [49, 56].

Levomepromazine has a greater sedative effect than chlorpromazine and can be
indicated when the use of the subcutaneous route is needed and haloperidol is inef-
fective. It begins with doses of 12.5 mg PO, IM, IV, and SC every 4-12 hours, with
rescue doses of 12.5-25 mg every 15-20 minutes [49, 56].

Olanzapine is an atypical neuroleptic with anxiolytic and sedative effects. The
initial dose is 2.5-10 mg every 12 hours.

Risperidone is another atypical neuroleptic and can be used PO in the form
of tablets or orodispersible and as an oral solution. The dose ranges between
0.25-3 mg/12-24 hours.

Benzodiazepines are indicated when neuroleptics fail to control agitation, when
quick deep sedation is required, and as the first choice when delirium is precipitated
by alcohol withdrawal or sedatives. Midazolam is commonly used since it can be
administered by any route. The initial dose is 2.5-5 mg sc/ev every 5-10 minutes
followed by a continuous infusion either sc or ev [49, 56].

In refractory cases of agitation, the use of anesthetic agents such as barbiturates or
propofol may become essential.

Those cases in which the underlying cause is the use of psychotropic drugs,
including opioids, and dehydration have a particularly good prognosis. We must not
forget that 50% of cases of delirium are reversible, so an early and accurate diagnosis
is essential.
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16. Conclusions

Cancer is the principal cause of death worldwide and mental health pathologies
represent a public health concern due to its high prevalence, morbimortality, and
long-term disability.

The three most critical psychiatric disorders in terminally ill cancer patients are
anxiety, depression, and delirium. Despite their frequency, they tend to go
undiagnosed and undertreated.

The comorbidity between cancer and psychiatric disorders generates several com-
plications, ranging from non-adherence to any treatment, social isolation of the
patient, greater symptoms and suffering, increased complications during recovery
from surgery, high risk of disease progression and decrease of quality of life and other
issues being observed in terminally ill cancer patients. We must bear in mind that 50%
of all cases of delirium are reversible, so early, and accurate diagnosis is paramount.

The early detection and management of both psychic and psychological symptoms
will improve patients’ quality of life and good death, positively impacting not only the
patients but also their caregivers.

Treatment of mental health problems in cancer patients is no different than in other
patients. The recommendation is always to provide a multidisciplinary intervention that
includes medical treatment of the underlying disease as well as of the mental health
(psychiatry and psychology), social work support, physiotherapy and others that speed
up the recovery process or delay the deterioration of the patient’s health.

Psychotherapeutic interventions should also be included for family and support
group to help maintaining and improving the quality of life of these patients and allow
them and their families to transition to death with dignity.

Appendix A: Beck’s depression inventory

This depression inventory can be self-scored. The scoring scale is at the end of the
questionnaire.

1
0. Ido not feel sad.
1. I feel sad
2. I am sad all the time and I can’t snap out of it.
3.1 am so sad and unhappy that I can’t stand it.
2.

0. I am not particularly discouraged about the future.
1. I feel discouraged about the future.
2. I feel I have nothing to look forward to.

3. I feel the future is hopeless and that things cannot improve.
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3.

0. I do not feel like a failure.
1. I feel I have failed more than the average person.
2. As I look back on my life, all I can see is a lot of failures.

3.1feel I am a complete failure as a person.

0. I get as much satisfaction out of things as I used to.
1. I don’t enjoy things the way I used to.
2. I don’t get real satisfaction out of anything anymore.

3. Tam dissatisfied or bored with everything.

0. I don’t feel particularly guilty.

-

. I feel guilty a good part of the time.

N

. I feel quite guilty most of the time.

W

. I feel guilty all of the time.

0.Idon’t feel I am being punished. .
1. I feel I may be punished.
2. I expect to be punished.

3. Ifeel I am being punished.

0. I don’t feel disappointed in myself.

=

. I am disappointed in myself.
2. I am disgusted with myself.

3. I hate myself.
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10.

11.

12.

0.

1.

2.

I don’t feel I am any worse than anybody else.
I am critical of myself for my weaknesses or mistakes.

I blame myself all the time for my faults.

. I blame myself for everything bad that happens.

. I don’t have any thoughts of killing myself.
. T have thoughts of killing myself, but I would not carry them out.
. I would like to kill myself.

. I would kill myself if I had the chance.

. I don’t cry any more than usual.
. I cry more now than I used to.
. I cry all the time now.

. I used to be able to cry, but now I can’t cry even though I want to.

. I am no more irritated by things than I ever was.
. I am slightly more irritated now than usual.
. I'am quite annoyed or irritated a good deal of the time.

. I feel irritated all the time.

. I have not lost interest in other people.
. Iam less interested in other people than I used to be.
. I have lost most of my interest in other people.

. I have lost all of my interest in other people.
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13.

14.

15.

16.

17.

0. I make decisions about as well as I ever could.
1. I put off making decisions more than I used to.

2. I have greater difficulty in making decisions more than
I used to.

3.1 can’t make decisions at all anymore.

0. I don’t feel that I look any worse than I used to.
1. T am worried that I am looking old or unattractive.

2. I feel there are permanent changes in my appearance that make me look
unattractive

3. I believe that I look ugly.

0.1 can work about as well as before.
1. It takes an extra effort to get started at doing something.
2. I have to push myself very hard to do anything.

3.1 can’t do any work at all.

0.1 can sleep as well as usual.
1. I don’t sleep as well as I used to.

2. I wake up 1-2 hours earlier than usual and find it hard to get back
to sleep.

3. I wake up several hours earlier than I used to and cannot get back
to sleep.

0. I don’t get more tired than usual.

1.1 get tired more easily than I used to.
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18.

19.

20.

21.

N

. I get tired from doing almost anything.

3. T am too tired to do anything.

0. My appetite is no worse than usual.
1. My appetite is not as good as it used to be.
2. My appetite is much worse now.

3. I have no appetite at all anymore.

0. I haven’t lost much weight, if any, lately.
1. T have lost more than five pounds.
2. I have lost more than ten pounds.

3. I have lost more than fifteen pounds.

0. I am no more worried about my health than usual.

1. I am worried about physical problems like aches, pains, upset stomach, or
constipation.

2. I am very worried about physical problems and it’s hard to think of much
else.

3. Iam so worried about my physical problems that I cannot think of
anything else.

0. I have not noticed any recent change in my interest in sex.
1. I am less interested in sex than I used to be.
2. I have almost no interest in sex.

3. I have lost interest in sex completely.
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Interpreting the beck depression inventory

Now that you have completed the questionnaire, add up the score for each of the
twenty-one questions by counting the number to the right of each question you
marked. The highest possible total for the whole test would be sixty-three. This would
mean you circled number three on all twenty-one questions. Since the lowest possible
score for each question is zero, the lowest possible score for the test would be zero.
This would mean you circles zero on each question. You can evaluate your depression
according to the Table below.

Total score Levels of depression

1-10 These ups and downs are considered normal
11-16 Mild mood disturbance

17-20 Borderline clinical depression

21-30 Moderate depression

31-40 Severe depression over

40 Extreme depression

http://www.med.navy.mil/sites/NMCP2/PatientServices/SleepClinicLab/Docume
nts/Beck_Depression_Inventory.pdf
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Palliative Care for Patients with
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Field and Perspectives on

the Implementation of Care

Yuk-Chiu Yip, Ka-Huen Yip and Wai-King Tsui

Abstract

This chapter aims to explore the key developments in palliative care for patients
with lung cancer. Lung cancer has high morbidity and mortality rates and is a leading
cause of cancer-related death in the United States. Substantial evidence supports the
adoption of a palliative care approach for patients with lung cancer. Palliative care
aims at preventing and relieving suffering by identifying and treating debilitating
symptoms early, supporting patients and their relatives to optimize coping and active
living, and addressing any physical, psychosocial, and spiritual problems. An increas-
ing number of studies show that introducing palliative care at an early stage can be
beneficial for patients with advanced malignancies, including advanced lung cancer.
Currently, newer palliative care approaches are being adopted, including multidisci-
plinary clinics and home- or community-based care. Furthermore, alternative care
delivery models, such as telephone and telehealth-based approaches and outpatient
palliative care, are becoming increasingly popular. However, further research is
required to determine the best palliative care approach for patients with lung cancer.
This chapter is a valuable contribution for both researchers and clinicians in this field,
providing a more profound understanding of the existing findings in many key areas,
from the developmental milestones to the adoption of holistic approaches in palliative
care services for patients with lung cancer.

Keywords: lung cancer, palliative services, palliative interventions, service models,
holistic care, symptom management, models of delivery, candidates for referral

1. Introduction

As a discipline, palliative care (PC) has developed rapidly since the launch of the
pioneering hospice movement by Dame Cicely Saunders in the 1960s. It has become
inextricably connected to optimal care for patients with serious illnesses and is now
widely considered a key component of oncologic therapy in patients with advanced
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tumors. Moreover, it is widely agreed that patients with advanced malignancies
should be referred to a PC physician at the earliest possible instance [1]. Many stud-
ies have shown that PC can improve the quality of life (QoL) of patients and their
families and caregivers [2, 3].

Lung cancer is associated with high mortality and morbidity rates. It is the lead-
ing cause of cancer-related deaths in the United States, accounting for 25.9% of all
cancer-related deaths in 2017 [4]. Currently, the anticipated 5-year survival rate for
patients with lung cancer is only 18.1%. Even for patients with stage 1 non-small cell
lung cancer (NSCLC), the 5-year overall survival rate is 73-90%, while for those with
stage 4 NSCLC, it is a dismal 0-10% [5]. A meta-analysis including more than 5,000
patients with lung cancer showed that the average survival time of patients who do
not undergo antineoplastic treatment is approximately 7 months [6]. Although lung
cancer incidence and mortality are now declining, its prevalence remains high, with
more than 500,000 people in the United States currently living with the disease [7].
For patients with advanced lung cancer, the burden of the disease, its consequences,
and treatment side effects can dramatically reduce the QoL.

Lung cancer can take various forms, ranging from a silent or minimally symptom-
atic illness with a low burden and/or moderate progression to an aggressive and fast-
progressing disease with severe symptoms. Survival rates and QoL tend to be worse in
patients with advanced lung cancer experiencing severe symptoms [8]. Lung cancer
symptoms include pain, nausea, dyspnea, fatigue, anorexia/cachexia, depression, and
confusion/delirium [9]. Because of the high prevalence and symptom burden of the
disease, the impact of PC on patients with lung cancer has attracted great research
attention in recent years.

This chapter is structured to offer readers a coherent, systematic overview of the
current developments and practices in the field of PC for patients with lung cancer.

It starts with a brief introduction of the concepts underpinning PC, followed by

an overview of research evidence that supports the role of PC in patients with lung
cancer. Next, we discuss the criteria for identifying potential candidates for PC refer-
ral and explore various PC delivery models. Finally, we examine how holistic care is
provided to the patients through different interventions.

2. Defining PC

The meaning of the term PC has been widely debated among healthcare profes-
sionals and the general public. The term is frequently used interchangeably with
hospice care. However, hospice care focuses specifically on end-of-life practices
prioritizing patient comfort over prolonging life. Patients undergoing hospice care do
not usually receive disease-modifying treatments (such as antineoplastic therapies for
patients with lung cancer) designed to prolong survival. This is further complicated
by the fact that, in oncology, the term “palliative” is used to describe treatments
that are not intended to cure, even if the key objective of the treatment is to prolong
survival.

For clarity, the WHO definition of PC is employed here [10]. The WHO defines
PC as a treatment approach designed to enhance the QoL of patients suffering from
long-term fatal illnesses and their families by identifying, preventing, and relieving
suffering as early as possible, as well as addressing physical, psychosocial, and spiri-
tual problems. The key features of PC include a team-based approach that provides
pain and symptom relief, supports patients and their relatives to optimize coping and
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active living, and addresses the psychological and spiritual aspects of care. PC can
be delivered at any stage during an illness and used in combination with treatments
designed to cure diseases or prolong survival. Although it is in no way intended to
hasten death, PC does involve recognizing that death is a normal process and must
be carefully thought out in advance. Specialized PC is ideally delivered by an inter-
disciplinary team including healthcare providers (physicians and advanced practice
providers), nurses, pharmacists, chaplains, social workers, physical therapists, and
dieticians.

3. Evidence supporting the role of PC in patients with lung cancer

A growing body of evidence supports using PC in patients with lung cancer. Temel
etal. (2010) performed a study on early referral to PC specialists for patients newly
diagnosed with advanced NSCLC [2], which is probably the most formative study
on PC to date. The findings of this study showed that patients assigned to early PC
combined with routine oncologic therapy had a better QoL, lower depression levels,
less aggressive end-of-life care, and a significant albeit moderate improvement in
overall survival. The advantages of early PC involvement in advanced lung cancer
care attracted substantial research interest after this trial.

Numerous studies have found that early PC can have a positive impact on survival
and QoL. For example, in the ENABLE randomized control trial, four educational
sessions were held with advanced practice nurses trained in PC over the course of
a week, which was followed up with monthly phone consultations. The findings
showed that patients with advanced cancer undergoing PC had improved QoL [11].
Furthermore, the survival rates were found to be improved in patients with advanced
cancer who were given access to a PC specialist at an early stage with monthly follow-
ups [12]. Early PC was also found to reduce caregiver depression scores and stress
burden [3]. In another randomized controlled trial, medical oncology clinics were
randomized into PC team consultation and monthly follow-up groups [13]. The
findings indicated significant improvements in end-of-life care and patient satisfac-
tion at the primary 3-month endpoint, as well as vast improvements in the additional
QoL metrics at 4 months (secondary endpoint) [13]. A recent retrospective analysis
including a large cohort of patients diagnosed with advanced lung cancer who had
been referred to a PC provider following their diagnosis found that survival rates
were improved (i.e., the likelihood of death was reduced) in acute care settings [14].
Notably, this positive relationship with improved survival was only evident in patients
who were seen by a PC specialist more than 1 month after diagnosis (but within a
year). Contrarily, a negative relationship was observed among patients who were seen
within the first month. Interestingly, patients referred within a month of diagnosis
were seen in inpatient settings, which indicates that such appointments may have
been in the end-of-life setting. The higher chances of death in such patients may be
due to poor functional status, extensive disease burden, and/or poor prognosis, which
may have ultimately hastened the PC referral process.

Researchers have investigated the different components involved in a PC visit
to determine the optimal ways to achieve the benefits listed above. Many different
patient outcomes are impacted by a PC provider’ area of focus during each appoint-
ment. For instance, outpatient PC consultations can help with symptom manage-
ment, prognostic information, psychosocial support, and elucidating patients’
end-of-life care objectives. A prior study revealed that patients who had more
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consultations focusing on coping with symptoms reported better QoL and depression
scores, whereas those who had more consultations focusing on treatment decisions
were less likely to receive aggressive end-of-life care. Furthermore, patients with
more consultations focusing on advance care planning were more likely to relocate

to a hospice [15]. Studies have also shown that early PC referral improves prognostic
understanding in patients with advanced lung cancer [16].

The above evidence confirms the advantages of early PC introduction.
Consequently, there has been a significant increase in the number of patients referred
to PC within 1 year of diagnosis of metastatic lung cancer [17]. Nevertheless, despite
the increase in the proportion of patients referred to PC from 3% in 2001 to over
30% in 2013, most patients did not receive a PC referral at all, and only one-fifth of
those who did, received outpatient PC services [17]. Thus, research indicates that
most people with advanced lung cancer are not able to see a PC practitioner regularly,
despite the well-documented advantages of this treatment approach.

4. Candidates and timing for PC referral: meeting patients’ needs within
the boundary of existential challenges

According to the current American Society of Clinical Oncology (ASCO) guide-
lines, patients with advanced cancer (and their caregivers) should be given access
to PC services within 8 weeks of diagnosis and while undergoing treatment [1].
However, in reality, such volume of referrals would rapidly overload the existing PC
services and further impede care for patients living in places where access to PC is
limited. Moreover, there is currently a global lack of PC providers, further hindering
the service.

Many attempts have been made to determine acceptable PC referral criteria for
patients with cancer [18, 19] due to the misalignment between the number of patients
who are eligible for referral and the number of patients who can actually be seen.

For instance, Hui et al. employed a panel of 60 experts worldwide and performed a
Delphi analysis to establish the major and minor criteria for guiding outpatient PC
referrals [20]. Ultimately, 11 major criteria were identified, namely, (1) severe physi-
cal symptoms; (2) severe emotional symptoms; (3) requests for hastened death by the
patient; (4) spiritual or existential crisis; (5) a need for help with advance planning
and decision-making; morbid complications, such as (6) spinal cord compression,

(7) brain or leptomeningeal metastases, or (8) delirium; (9) referral requests by the
patient; (10) the passing of 3 months since diagnosis with an expected survival time
of less than 1 year; and (11) disease progression following second-line therapy [20].
Moreover, 36 minor criteria were identified in cases where 70% of experts reached an
agreement. This further emphasizes the difficulty of creating a list of specific criteria.

A recent observational study examined the feasibility of applying these criteria to
specific groups of patients with lung cancer [21]. In this study, the previously defined
Delphi criteria were reduced to six, namely, (1) severe physical symptoms; (2)
emotional symptoms; (3) brain or leptomeningeal metastases; (4) cord compression/
cauda equina; (5) within 3 months of cancer diagnosis and a projected survival time
of less than a year; and (6) disease progression after second-line therapy. The findings
showed that 82.4% of the 28,164 patients who met the criteria for PC referral based
on these indicators obtained PC referral, with a median wait time of 56 days. Thus,
the findings of this feasibility study indicate that this condensed list of criteria may be
effective if adopted nationally.
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The current guidelines proposed by the National Comprehensive Cancer Network
and the American College of Chest Physicians recommend that PC be introduced at
an early stage for all patients with metastatic NSCLC [22, 23]. The ASCO also advises
that PC is initiated early for patients with advanced malignancies [1]. However, there
are no recommendations regarding the timing of PC referral, and few studies have
explored the effect of varying time points of early referral. In the study of Bakitas
et al. [12], patients with advanced cancer referred for PC at the time of diagnosis and
those referred 3 months later had similar scores in the QoL, mood, or use of health-
care resources evaluations. One of the many reasons for providers to delay referrals
until symptoms are deemed refractory may be the absence of well-defined guidelines
regarding the timing of PC referral. As a result, the time points at which referrals are
made are inconsistent, and in many cases, referrals are tardy.

We propose that a compromise position be adopted, one that recognizes real-
world workforce issues and the absence of clear guidelines setting out the ideal refer-
ral time point yet considers cancer staging at diagnosis, patients’ prognosis, and the
burden of symptoms. Assuming resources permit, patients with advanced lung cancer
should be referred to the PC team within 3 months of diagnosis. This will give the
team the opportunity to treat symptoms as they arise and enable the patient and team
to build a relationship, which will be invaluable over time as the patient’s condition
deteriorates. If this is not possible, patients with a high symptom burden should be
prioritized regardless of the prognosis. Other patients who should be prioritized for
PC referral include those with complex psychosocial stresses, those with an estimated
survival prognosis of no more than 1 year, and those with disease progression fol-
lowing first- or second-line treatment. In our opinion, it is critical that healthcare
providers have developed primary PC skills, as they will need to fill the inevitable
delay between disease diagnosis and PC referral. In particular, it is recommended
that healthcare providers working with patients with lung cancer develop their
primary PC skills and make efforts to ensure other members of the team are similarly
skilled. Symptom assessments used in oncology practices should be standardized yet
modified to meet the conditions of the practice and local resources; furthermore,
these should incorporate psychosocial stress assessments that can be administered
routinely. Using assessments to detect stressors early can advance referrals to case
managers or social workers. Similarly, informed by assessment findings, oncology
nurses and advanced nurse practitioners can hold timely consultations regarding care
goals and future directives. Combined, these measures would promote communica-
tion about the care goals and support patients and caregivers in end-of-life settings.

5. Diverse models of PC delivery: existing trends and future opportunities

When patients with lung cancer are admitted to the hospital, PC is traditionally
provided by consultation teams in inpatient settings [24]. As PC can largely reduce
hospital expenses, fee-for-service bundled payment systems have a large influence
on the development of PC delivery models [25]. Specialist consultation services
and inpatient PC facilities, in which the PC team members are the primary patient
caregivers, are the two most common models in hospital settings. Consequently,

PC is expected to be centered in inpatient settings in the USA [26, 27]. More recent
models of PC include multidisciplinary clinics [2, 28-31], home- or community-
based care [32, 33], alternative delivery models (such as those that employ telephone
and telehealth methods [7, 34, 35]), and outpatient PC clinics [36-38]. These newer
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models are favored over traditional inpatient delivery models because the focus is

on the upstream incorporation of PC in outpatient settings. Additionally, the care
coordination and follow-up settings are better established [39]. Some of these newer
PC delivery models are discussed in depth below.

5.1 Multidisciplinary PC or oncology clinics

Although the timing of PC introduction should be based on patients’ needs, it is
important that assessments include factors such as the patient’s prognosis, time from
diagnosis to median survival age (based on cancer stage), treatment trajectory (such
as first or second line of treatment), and performance status [40]. Delivering PC to
patients with lung cancer at the same time as their lung cancer treatment in outpatient
oncology clinic settings is a well-established delivery model that has been found to
improve patient outcomes [2, 28]. Similarly, breathlessness clinics also provide a
multidisciplinary integrated service that often combines respiratory, physiotherapy,
occupational therapy, and PC examinations and management as a one-stop treatment
paradigm. Although it is not limited to patients with lung cancer, this approach has
increased the patients’ mastery of breathlessness (i.e., patients’ feelings of control
over their respiratory condition and its impact on their QoL and function) by 16%
as compared with the control group [31]. Furthermore, a systematic evaluation of
37 research articles covering 18 different breathlessness services found a substantial
reduction in distress due to lower breathlessness and depression ratings compared with
the control groups [41]; however, no variations in the health status or QoL could be
identified. PC integration in outpatient multidisciplinary settings could be the most
effective model for coordinating the care of patients with lung cancer, particularly if
they are also being given disease-directed treatments like radiation or chemotherapy.
Nonetheless, there is a major shortage of PC professionals, as well as a lack of capacity
in outpatient cancer settings at present, and these have been reported to be significant
barriers hindering the widespread implementation of such approaches [26, 42, 43].

5.2 Community-based PC

The interdisciplinary community-based care offered by registered home health
or hospice agencies may have influenced the development of this approach. Previous
studies have shown that this model can enhance patient satisfaction, reduce care
demands in emergency departments, reduce the number of hospital days, and
minimize the number of skilled nursing facility days compared to administering
PC in general care settings for those with serious illnesses, including approximately
61% with advanced cancer [44]. Moreover, healthcare costs dropped by 45% due to
areduction in the use of healthcare resources. In the future, community-based PC
will likely become an increasingly important PC delivery model [33]. Nonetheless,
evidence supporting the use of community-based PC for patients with lung cancer is
limited.

5.3 Telehealth

Patients and their families, particularly those living in rural areas, have been
advised to use delivery models that involve telephone and telehealth technologies
to reduce travel demands. In the ENABLE trial, telephone-based assessments were
employed to facilitate the delivery of PC in a rural population of patients with
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advanced cancer, and the results demonstrated improved QoL [2, 45]. Another study
found that a nurse-led, completely telephone-based PC intervention for patients
with lung cancer is feasible [35]. Although alternative PC delivery models will almost
certainly include a combination of treatments (including telemedicine), existing
evidence is limited to observational non-controlled research and a few quasi-exper-
imental studies [46]. A more recent umbrella review revealed that there is still a lack
of evidence to support the use of telemedicine techniques in PC [47].

Technological issues are a significant drawback of telehealth approaches, par-
ticularly when live video platforms are used. Commonly reported issues include poor
connectivity and connection, slow video feed, or problems with understanding how
to use the technology (particularly among older patients) [48]. These issues are more
prominent among patients from lower socioeconomic groups, non-Caucasians, and
those living in rural areas. Moreover, clinicians have reported that the most severely ill
patients gained the least benefits from the telehealth symptom management options
[49]. Thus, there is a significant research gap regarding the intersection of PC and
telehealth. Nonetheless, several well-established innovative PC delivery models have
been developed for patients with lung cancer. Inpatient delivery models are preferable
for such patients due to the symptom burden and their frequent inpatient clinical
encounters. However, research has shown that outpatient models also enable early PC
integration and enhance patient outcomes. Thus, combined delivery methods based
on available resources and context are critical in providing timely PC based on the
guidelines proposed by the ASCO, which recommend that PC is initiated within 8
weeks of diagnosis of advanced lung cancer [1].

Based on the above, further research is required to determine the optimal meth-
ods for delivering PC to patients with advanced malignancies. The best approaches
are likely to be multidisciplinary in nature and accessible to all patients in need. In
order to understand the barriers hindering the universal provision of specialized PC
to patients with advanced lung cancer, oncological care providers must be able to
identify and address the needs of such patients as much as possible. Standard guide-
lines outlining the factors involved in PC (specifically in the field of oncology) have
been put forward by the ASCO and the American Academy of Hospice and Palliative
Medicine [50]. Experts agree that symptoms must be evaluated and managed, with
a specific focus on common oncologic symptoms, such as pain, nausea, diarrhea,
vomiting, and dyspnea.

6. Patient care and therapeutic interventions in PC services for patients
with lung cancer

Although there are benefits to applying PC as an additional or alternative approach
to improve patients’ QoL even if they are not receiving cancer-directed therapy,
directed treatments have been developed to alleviate disease-related symptoms, and
these are discussed below.

Pain is one of the most common and debilitating symptoms in advanced malig-
nancies. Additionally, pain tends to be a multifaceted experience of suffering that is
related to psychological distress. Thus, in such cases, a multidisciplinary approach is
recommended. Opioids are one of the most commonly used medicines for managing
cancer-related pain, and an aggressive titration is often necessary to control pain
effectively. However, given the widespread opioid abuse problem, it is important that
practitioners and/or caregivers remain vigilant about any abuse/misuse while also
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avoiding undertreating pain. Pain caused by bone and/or liver metastases, as well as
neuropathic pain, can be relieved using low-dose corticosteroids [51, 52].

Disease-related complications, including malignant effusions (pleural and peri-
cardial) and airway obstruction, can cause dyspnea and cough in those with locally-
advanced NSCLC or lung cancer metastases. Thoracentesis, pleural drain placement,
and pericardiocentesis with a pericardial drain/window are examples of therapeutic
procedures that can be performed for palliative reasons [53, 54]. Furthermore,
methods such as bronchoscopy, photodynamic treatment, laser therapy, and stent
implantation (endobronchial or vascular) can be used to ease airway obstruction [53].
Hemoptysis can be treated with arterial embolization.

Patients with advanced NSCLC, as well as those with lung metastases from other
advanced cancers, may experience a sensation known as air hunger. Various pharma-
cologic and nonpharmacologic therapies can be considered to reduce this discomfort
as much as possible. Morphine has been found to alleviate the feeling of air hunger
in some people. Other opioids, such as oxycodone and fentanyl, have been examined
in this context, but the findings have been conflicting [55]. A motorized fan aimed
toward the face can alleviate this symptom for some individuals [56]. In such cases,
benzodiazepines can also be administered as an adjuvant or a replacement for opioids
to alleviate dyspnea [57].

Anticholinergic medications can be administered to minimize excessive secretions,
such as scopolamine, atropine, hyoscyamine, and glycopyrrolate [58, 59]. Patients
with substantial appetite and weight loss may benefit from appetite stimulants and
dietary counseling. Although the effectiveness of low-dose corticosteroids in stimu-
lating appetite is unknown [52], these drugs are often used for this purpose and as an
antiemetic [51].

Fatigue is also a common symptom in those suffering from advanced-stage cancer.
Other symptoms, including pain, dyspnea, and depression, can also contribute to
this. Endocrinopathies and electrolyte abnormalities are potential metabolic causes
that must be adequately investigated and managed. Although various medications
have been studied, such as steroids, stimulants, antidepressants, and erythropoietin-
stimulating agents, there is no compelling evidence for their efficacy in treating
fatigue [60]. Physical activity and exercise have been found to be the most effective
interventions for reducing fatigue [61].

Psychological distress and depression are common in patients with advanced
cancers, particularly metastatic NSCLC. In a study examining the QoL of patients
with advanced NSCLC, major depression was observed in 23% of patients and was
also associated with lower median survival in this group compared with the group
without depression [62]. Psychological distress has been shown to reduce the QoL,
impair responsiveness to medicines, and increase hospitalization rates [63]. Dyspnea
has also been found to be related to anxiety, which is often coupled with uncertainty
about the course of the disease. The Hospital Anxiety and Depression Scale, Patient
Health Questionnaire-4, or Generalized Anxiety Disorder 7-item scale can all be used
to evaluate psychological symptoms. Two potential medications that can be used to
alleviate symptoms are selective serotonin reuptake inhibitors and buspirone. The
former are commonly administered to individuals with panic attacks [63], while
breakthrough symptoms can be reduced using benzodiazepines. When it comes
to treating anxiety, nonpharmacologic therapies are critical. Cognitive-behavioral
therapy should be a key component of any therapeutic plan. Relaxation and panic
control techniques, mindfulness training, distraction techniques, and breathing
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strategies may also be beneficial [63]. Additionally, patients suffering from social and
financial stress are likely to benefit from social work engagement. Support groups
can help patients connect with others experiencing similar symptoms. Moreover, the
ENABLE II trial found that regular meetings with PC nurses to provide psychoeduca-
tion improved the patients’ mood and QoL [11].

Spiritual distress is common among patients with a progressive life-threatening
illness. Frequent concerns include questions about existence, the meaning of life,
regret, and destiny. Spiritual issues may also be important to patients as they approach
the end of their lives. The Spiritual Well-Being Scale or the Functional Assessment of
Chronic Illness Therapy-Spiritual Well-Being can be employed to evaluate symptoms.
In most cases, pharmacologic therapy is not required. Benzodiazepines or barbiturates
can be used for sedative purposes in rare and refractory cases. It is important to listen
to the patient’s concerns actively and offer gentle reassurance, which are examples of
nonpharmacologic therapies. Family involvement, pastoral care, and community and
religious resources are all critical, as it can be incredibly distressing for individuals
to watch a family member suffer from spiritual distress. It is thus critical to assess
caregivers for exhaustion.

7. Conclusion

Despite the significant advances in the care-providing approaches for patients
with lung cancer in recent years, the morbidity and mortality remain high. Cancer
and its treatments can cause incredibly debilitating symptoms. PC, an approach to
care for patients with life-threatening illnesses, including those with lung cancer
(or any cancer), can reduce this burden. If introduced at an early stage of a patient’s
illness, PC can alleviate symptoms and enhance the QoL. There is even a possibility
that it will increase the chances of survival. In order to provide PC timely, the ASCO
guidelines recommend that it be started within 8 weeks of an advanced lung cancer
diagnosis. Ideally, the patient should be referred to PC immediately after diagno-
sis. However, referring all patients for early PC is challenged by understaffed PC
teams. Clinicians may make referrals based on their patient’s burden of symptoms
or psychosocial stresses. Patients with lung cancer would benefit from clinicians
with primary PC skills. Therefore, clinicians should take steps to develop these
skills and, from the outset, provide routine symptom and psychosocial assessments
while the patient awaits the referral. To support the patient’s PC needs, advanced
practice providers, nurses, and social workers can be trained to provide PC through
the oncology practice. Moreover, the PC approach should involve a combination of
delivery methods based on available resources. A wide range of pharmacologic and
nonpharmacologic tools are available to help patients manage their illnesses. Once
treatment has been initiated, the patient’s response should be regularly monitored.
Providing appropriate holistic care will enable patients to live as long as possible with
the best QoL.
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Chapter 5

Supportive and Palliative Care
Attitude for Cancer Patients

Delgersuren Gelegjamts and Batbagana Burenerdene

Abstract

The purpose of this chapter is to highlight the importance of palliative care and
attitude towards end-of-life among cancer patients. Besides, it will focus on how the
attitude towards cancer patients is defined and structured, and what are some of the
factors that can have an effect on attitude. A person’s attitude towards an object (per-
son, events, things) is determined by their feelings, emotions, beliefs, knowledge, and
cultural attitudes (ethnic, racial, and religious factor). Moreover, the current chapter
will try to clarify the misconceptions and fears of patients and caregivers towards
palliative care and how we should try to change public perception. Attitudes towards
palliative care are important not only to healthcare professionals but also to patients
and their family members’ attitudes toward cancer. The quality of life of a cancer
patient has a direct connection with the professional and nonprofessional caregiver’s
knowledge of supportive care and attitude towards end-of-life care. Supportive and
palliative care is an important component of the spectrum of health care services
in the delivery of the best practices for cancer patients. Health care professionals
play pivotal roles in the delivery of palliative care for cancer patients as they have to
provide health care services with a positive attitude and also be prepared mentally.

Keywords: supportive care, palliative care, attitude, mental preparedness, end of life,
cancer

1. Introduction

Recent researches have shown that a positive attitude is more beneficial to the
patients than clinical treatment. The benefits include the relief of pain, improving
the patient’s recovery, reducing the side effects of treatment, preventing depression,
Health care professionals (HCP) play an important role in improving the quality of
life of patients in palliative and supportive treatment by providing them with physi-
cal, functional, emotional, and social well- and the recovery of the surgical wound is
through the appropriate approach.

In order to achieve the best possible quality of life for patients and families, health-
care professionals need to acquire specific skills and have positive attitudes towards
palliative care, so that they can respond appropriately to patients and their families’
needs [1, 2]. HCP are not only concerned with the quality of life of the patients but
also help change their attitudes towards illness, educate them on how to protect their
health, and prevent different diseases. In addition, the two most important attitudes
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for people with cancer first is the immune level control, and second is food manage-
ment. The immune level control is done by laboratory test which shows vitamins
minerals deficits for you and which one is overloading in your body. Proper food
management helps you to cope with your cancer, reducing the side effect of cancer
treatment, preventing the spreading and the recurrence of cancer.

Therefore, the content of this topic covers are the basic concepts of attitudes, the
health professionals’ attitudes towards cancer patients and their families, the public
attitudes towards cancer and the cancer patients’ attitudes towards food and nutrition
management.

2. Measurement of attitude towards palliative care
2.1 Understanding about attitude

Social-cultural knowledge is important in the understanding of palliative care
[3-5]. Attitude, which referred to a force or quality of mind, seemed much more
appropriate [6, 7]. Traditionally, attitudes have been considered to have three funda-
mental components: affective (feeling and emotional reaction) behavioral (individual
intention that self-concept), and cognitive (beliefs, knowledge, thought, experience)
components to the attitude object [6-9] (as shown Figure1).

Attitude towards
object

Affectively based Behavior based Cognitive
response response based response

¢ i i

Responses using more
focus thath own feeling
and own emotional
reaction

Individual intention Beliefs (based facts or false)
that self-concept Knowledge (scientific or not)
Experience (good or bad)

N\ V7

Responses
Positive,
Neutral,
Negative

Figure 1.
Response of attitude model by Gelegjamts [10].

60



Supportive and Palliative Care Attitude for Cancer Patients
DOI: http://dx.doi.org/10.5772/intechopen.104757

Attitudes refer to the positive or negative attitude evaluations that people make
about any aspect of reality [11]. Attitudes are directly related to the thoughts and
beliefs one has towards object of attitude [6] these beliefs and attitudes can also
impact the level of palliative education [12].

Cultural factors of attitudes such as race, religion, ethnicity may also have a
perspective effect on a patient’s suffering and recovery.

The attitude of healthcare professionals towards dying patients may vary based on
their cultural structure, religious thought, social environment, family structure the
technology used in their unit, communication methods, palliative care training, and
previous experience of encountering death [13].

A supportive care attitude has recognized the psychosocial features and problems
that make every patient a unique individual and these unique characteristics can greatly
influence suffering and need to be considered when planning caring service [14].

2.2 Measurement of attitude towards object

In 1928 Louis Leon Thurston said, “attitude can be measured” [8] and “attitude
can be learned” [6]. Humans are not born with attitudes, and they acquire attitudes
during their lifestyle and course of socialization [6]. Attitudes measurements have
followed the explicit attitude (acquired consciousness) and the implicit attitude
(subconsciously) dichotomy, attitude can be examined through direct and indirect
measures [15].

The Implicit attitude measures are more valid and reliable. This has important
implications are implicit attitude measures (such as self-reports). The implicit mea-
sures help account for attitudes that a person may be aware of or want to show [16]
and usually rely on an indirect measure of attitude. The implicit attitudes measure-
ment tests, include the implicit association test, evaluative and semantic priming
tasks, the Extrinsic Affective Simon Task, Go/No-Go Association Task, and the Affect
Misattribution Procedure. The explicit attitude measures are direct measurement
and attitude-related acquired knowledge. The explicit measure is lower valid and
more reliable than the implicit measure because people are often unwilling to provide
responses perceived as socially undesirable and therefore tend to report what they
think their attitude should be rather than what they know them to be [17]. Explicit
and Implicit attitudes did not correlate: the model of dual attitudes [18].

The following points highlight the top five techniques used to measure the attitude
of an individual. The techniques are [19]:

1. Method of Equal Appearing Interval (Developed by L.L. Thurstone and Chave.
1929)

2.Method of Summated Rating (Developed by Likert)

3.Social Distance Scale (Developed by Katz and Allport under the guidance of
Gallet and Bogardus.)

4. Cumulative Scaling Method (Developed by Guttman’s cumulative scaling
method, 1944)

5.The Scale Discriminating Technique. (Developed by Edwards and Kilpartic.)
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Method of summated rating

Likert developed this method of summated rating and is famous for constructing
several attitude scales to measure attitudes towards various complex issues.

Liker’ scale is presented in five categories such, on a 5-point (Strongly Agree,
Somewhat Agree, Neutral, Somewhat Disagree, Strongly Disagree) scale, for exam-
ple, researchers assume that the psychological difference between Strongly Agree to
strongly disagree [6].

The total score for each individual subject for all the statements is calculated by
summing up each individual response. The use of ‘Item Analysis’ in the construction
of attitude scale is the most important feature of Likert’s scale. In this scale, the indi-
vidual scores are interpreted in terms of the scores obtained by a group of individuals
which is commonly done in psychological test construction.

2.3 Measurement of attitudes towards end of life

Many tools have been developed to measure the attitude for health care profes-
sionals such as physicians, nurses, and medical students and the tools usually measure
with their knowledge, attitude, and practice (KAP).

It is important to have tools that allow us to know the attitudes of health care
professionals towards the care of patients who is under Palliative care [9]. Attitudes
towards palliative care were defined as feelings, thoughts, attitudes, and comfort level
towards care of the patients and their family [5, 20] and most of the available tools are
in attitude and competence in dealing with death and dying tools that are Frommel’s
attitudes towards care of the dying (FATCOD—A for nurses, FATCOD-B for students)
scale by 1991 [21]. FATCOD tool has been used with physicians and nurses form
different countries and a few countries’ reports have been using for psychologists and
social workers [5, 9, 13, 22-24]. This tool is specifically designed for evaluating nurses
and has an equal number of positively and negatively worded items and responding
rate is 5 point on the Liker scale, ranging from 30 to 150. Higher scores reflected more
positive attitudes towards the end of life. It is necessary for health care professionals
to better understand death, accept, and prepare for it with a mature attitude [25, 26].
Death attitude profile revised (created by Wong, Reker and Gesser in 1994 [27]) tool
is reliable and valid assessment instrument used to identify attitudes about care at
the end of life among clinicians [9]. DAP-R reliability values were high and the five
domains of attitude towards death i.e., fear of death, death avoidance, natural accep-
tance, approach acceptance, and escape acceptance, respectively [26, 28].

Additionally, many study has used attitude related tools and scales such as the
cancer attitudes questionnaire, the attitude assessment questionnaire, the cancer
attitude inventory, and attitudes towards pain.

3. Health care professional’s attitude about palliative care for cancer
patients

3.1 Introduction about supportive and palliative care among cancer patients

Palliative care (PC) is a specialized medical care for people living with a life ter-
minal illness and provides relief from the symptoms and stress [29] including people
who have stopped treatment to cure or control their disease [30]. Anyways the goal of
PC is to improve quality of life for both the patient and their family members.
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PC and SC (supportive care) are appropriate for not only cancer patients but also
those with serious illness, regardless of whether or not they are receiving life-limiting
therapies and can be delivered in inpatient and outpatient settings appropriate at any
age, at any stage and can be provided together with curative treatment [31]. Palliative
care incorporates the whole spectrum of care-medical, nursing, psychological, social,
cultural, and spiritual [32]. A holistic approach, including these extensive attitudes
of care, which is a good medical practice and in palliative care it, is essential [32].
Palliative care, which has historic roots in end-of-life and hospice care, now has estab-
lished itself as a medical specialty dedicated to helping patients with serious illness
live as well as possible for as long as possible [2].

Supportive care (SC) in cancer is defined as “the prevention and management of the
adverse effects of cancer and its treatment and includes management of physical and
psychological symptoms and side effects across the continuum of the cancer experience
from diagnosis through treatment to post-treatment care [33]. Enhancing rehabilita-
tion, secondary cancer prevention, survivorship, and end-of-life are care integral to
supportive care [33]. SC is also helping manage the common side effects of cancer
treatment, thereby enhancing the quality of life in patients receiving cancer therapy.

Supportive care is a necessary service for those with cancer to meet their physical,
emotional, social, psychological, informational, spiritual, and practical needs during
the diagnostic, treatment, and follow-up [34, 35], encompassing issues with survivor-
ship, palliative care, and bereavement [35]. The SC of patients with cancer improves
patient’s quality of life, increases the patient’s survival rate and reduces side effects
caused by treatment of a disease [1].

Studies have shown that patients and providers have a more favorable impres-
sion of the term “supportive care” than “palliative care.” As a result of tremendous
advances in the treatment of early and advanced stages, more patients live with a
diagnosis of cancer for longer periods of time. Despite improvements in cancer care,
however, many patients continue to experience side effects from both their disease
and treatment [2].

Both “Palliative care” and “Supportive care” can be given at any point during a
person’s illness to help them feel more comfortable [15].

PC and SC both work together as a team that focuses on quality of life and holistic
services to patients and their family members. Abundant data now demonstrate that
Palliative and Supportive care is beneficial to patients and their families and should
be more incorporated into cancer care. In particular, patients with advanced cancer
have to deal with many problems during the progression of the disease such as pain,
fatigue, energy depletion, and loss of appetite, along with physical symptoms of
cancer itself. In addition, cancer patients have a variety of psychological symptoms
such as being suggestive anxiety, depression, and sleep disorders [34].

Anderson who is a Texas University physician found that the term “palliative care”
was perceived as more distressing and as reducing hope for patients and families.
They preferred the name “supportive care” and stated that they would be more likely
to refer patients to a service named “supportive care” [21]. After the institution
changed the name of both inpatient and outpatient services from “palliative care” to
“supportive care” in 2007, they found a 41% increase in consults.

In addition, registration of outpatient palliative care services decreased from
13.2 months to 9.2 months, indicating that patients were being seen earlier in the dis-
ease process [36]. Researchers from the University of Pittsburgh interviewed patients
with advanced cancer and found that patients had a more favorable impression of the
term “supportive care” than “palliative care” [37]. The fields of “supportive care” and

63



Supportive and Palliative Care and Quality of Life in Oncology

“palliative care” in oncology emerged from separate patient needs, have since evolved
and are now intertwined. Supportive care arose specifically to combat toxicities of
cancer treatment [2].

No significant difference was found between specialists who perceived the terms
“palliative care” and “supportive care” [38].

3.2 Health care professional’s attitudes towards cancer patients

Groot et al., [39] determined three-common barriers to perceiving palliative care
services including:

* Barriers relating to knowledge, skills.
* Barriers concerning communication and collaboration teamwork.
* Barriers related to the organization of care.

In Gibbs et al., [40] determined common barriers including lack of adequately
trained palliative care physicians, nurses, and social workers; lack of knowledge
among patients and families, and lack of training opportunities for existing health-
care team members, all of which add to implementation difficulties [41].

Cultural, ethnic, and religious beliefs help to shape people’ attitude towards and
dying [42]. Cancer patients have physical (physical symptoms), social (social isola-
tion), functional (activity), spiritual (spiritual abandonment), emotional (sadness,
anxiety.) wellbeing needs.

Health care professionals (HCP) have to provide positive attitudes towards differ-
ent needs during an appropriate time for cancer patients. Additionally, cultural values
and beliefs play a role in Health care professional’s attitudes towards palliative care
patients [12, 42, 43].

Mc Loughlin KE studied the healthcare professional’s attitudes towards palliative
care and caring for dying patients and a number of countries used her studies to
measure healthcare professional attitudes including Germany, Denmark, the UK, the
Netherlands, Wales, California America [44] and Texas [35].

In 2007 researcher’s evidence showed that the attitude of healthcare professionals
can change through the provision of palliative care education [45, 46] and through
providing palliative care.

A health care professional has a more positive attitude to care for these people
which is also associated with less fear and avoidance of death, anxiety, and stress
[9, 22-24].

Healthcare professionals have different attitudes towards dying patients, for
example, oncologists and nurses had more positive attitudes towards PC and caring
for dying patients than other healthcare professionals.

Dr. Kathleen found 5 factors influencing health professionals’ attitudes towards
palliative care (as shown in Figure 2).

Below including

1. Knowledge of palliative care and case to discuss (knowledge)

2.Importance of honesty with patient and recognition of benefits of early referral
(communication)
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Knowledge of
palliative care
and ease to
discuss

Doctors role in Importance of
palliative care, honesty with
non referral to patient and

alliative care, . recognition of
eelings toward Att[tu d es henegﬁls early
time of death referral

towa_rd
palliative
care

Relationship built

(?e‘;?rf Zﬁ‘é‘iﬁ?ﬁ& with patient and

of dying patients
on thoughts

family and entry
into palliative
care

Figure 2.
Factor of attitudes towards palliative care uploaded by Mcloughlin [44].

3. Relationships built with patients and family and entry into palliative care
4.Own thoughts on death and impact of dying patients on thought (culture)

5.Doctor’s role in palliative care nonreferral to palliative care feelings towards time
of death

They reflect more on existential matters such as nurses being more likely to agree
that dealing with a dying patient made them more aware of their own feelings about
death than doctors did. In general, nurses were more positive than doctors about
palliative care.

In one study of the Danish healthcare professionals, nurses were more likely than
doctors to agree that palliative care was a rewarding part of their work and was less
likely to prefer to leave the care of dying patients to others [47].

However, most of the studies were assessed the attitude towards dying care and
knowledge in palliative care for nurses rather than physicians and health care workers.

There is a need to introduce or reinforce the study of palliative care in the curricu-
lum of medical doctors, nurses, pharmacists, and other healthcare workers both at
undergraduate and postgraduate levels.

The improvement of attitudes towards palliative care is crucial to enable health-
care professionals who have a role in referring patients to palliative care, to discuss
services in a positive way and facilitate a seamless transition to palliative care as well
as reduce fear of death and a sense of failure when referring patients to palliative
care [48, 49].

The attitude of professionals has been found to be one of the most significant
predictors of quality of care which has a positive impact on quality of life at the end
of patients’ lives [50]. Negative attitudes create barriers to providing comprehensive
patient care [51, 52].
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This can cause stress and anxiety for professionals when caring for patients in end-
of-life situations, which can affect their own health in the long term [53, 54].
HCP has to know about that:

* The relatives of patients with advanced disease are subject to considerable
emotional and physical distress, especially if the patient is being managed at
home.

* Particular attention must be paid to their needs as the success or failure of pallia-
tive care may depend on the caregiver’s ability to cope.

* Palliative care, whether at home or in a hospital, often succeeds or fails to depend
on the care and support system provided by their caring relatives.

McLoughlin (2012) identified the attitude towards palliative care highlighted the
need to educate the public on issues concerning palliative care. That was consisted
with 2014 Nigeria study showing the gaps in the knowledge of healthcare workers in
the area of palliative care [30].

3.3 Health care team’s attitude towards palliative care

Palliative care is a multi-discipline care system that tries to improve the quality
of the patient and relieve them by controlling the symptoms related to the disease
[55-57]. Pain and symptom management are the primary focus and psycho-social,
spiritual and bereavement support are also provided by multi-discipline teamwork
[5]. The basic palliative care teams are made up of physicians and nurses with the sup-
port of psychologists and social workers [58]. Additionally include other specialist,
nutritionist, pharmacist, chaplain, physiotherapist (as shown in Figure 3).

Multi-discipline team provides the patients and their family members with physi-
cal, social, and emotional functional support based on the adequate knowledge of PC
and favorable attitude towards the end-of-life care.

Positive attitudes towards palliative care are important to enable good communica-
tion between primary caregivers and specialist palliative care providers [59].

Palliative Care Coordinator
Family Physician Palliative Care Physician
Social Worket‘\\ // Nutritionist
Hospital Nurses Pharmacist
Cancer Patient Navigator Continuing Care Nurses
Spiritual Supporter Continuing Care Coordinator
Physiotherapist & Occupational Therapist

Figure 3.
Ministry of Health USA uploaded by 2011.
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In Mongolia, they concluded attitude towards inter-professional education in
health care professionals needed more practice training for team efficacy and attitude
value [60]. Training in palliative care and previous experience related to the end of
life has an influence on improving the attitude of health professionals towards the
care of patient’s end of life [61].

Health care providers require a good relationship with dying patients and their
family members. This is the most difficult process and forming such a relationship is
painful as it involves suffering and grieving if the patient passes.

Good communication between all the health care professionals involved in a
patient’s care is essential and is fundamental to many aspects of palliative care and
good communication with patients and families is also essential [32]. Good palliative
care helps open up discussion with patients and their families about important aspects
of end-of-life care [62]. Healthcare professionals should consider encourage cancer
patients of such positive beliefs and though [63].

3.4 Nurses attitude towards palliative care

The palliative care nurses are expected to participant in the multidiscipline team
coordinating for patients, but they need structured preparation to feel knowledgeable
and comfortable so they can engage in conversations related to palliative care [41]. In
2022 Ethiopian researchers made Conceptual framework on factors associated with
nurses’ attitude towards nursing profession. Four different factors affecting nurses’
attitude towards professional that are socio-demographic factors, organizational
related factors, social supporting factors and health professional related factors [64].
Standards of oncology nursing education highlight the need to represent the scope of
teaching in all phases of cancer care, including prevention, early detection, rehabilita-
tion, survivorship, and supportive care [41].

Many studies reported a significant correlation between the level of knowledge
and attitudes towards palliative care. This is highlighted that as a participants’ level
of knowledge increased, attitude became more positive either setting in hospitals
such as in Lebanon India, Ethiopia, and Saudi Arabia primary care settings such as in
Thailand. It is a part of human nature that the degree and complexity of knowledge
affect their attitudes and in turn their behavior.

Nurses as well as other health care workers often feel unprepared for their tasks in
palliative care and are in much need of more expertise in the field of pain and symp-
tom management, communication, and dealing with ethical dilemmas [65].

Nurses are another key group with widely differing attitudes towards palliative
care [55]. Nurses working in older people’s care settings such as community hospitals
and nursing homes are ideally placed to deliver palliative care [18].

The attitudes of nurses, who are frequently confronted with the phenomenon of
death during the day, towards providing services to patients whose death is approaching
are important for the quality of the care provided. The attitudes of nurses towards dying
patients may vary based on their cultural structure, religious thought, social environ-
ment, family structure, the technology used in their unit, communication methods,
palliative care training, and previous experience of encountering death [13, 55].

Nurses play an important role in the end-of-life care in attitudes of practices
because they are more in direct contact with dying patients and spend more time with
patients and their family members than other health care professionals. Additionally,
nurse providers nursing problem such as pain, breathing difficulties, nausea, vomit-
ing, and fatigue occurring in when patients need essential clinical care [55].
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In1991 Degner et al. [1] determined nursing behavior in care for dying people is
responding during the death scene, providing comfort, responding to anger, enhanc-
ing personal growth, responding to colleagues, enhancing quality of life during
dying, and responding to the family.

3.5 Undergraduate student attitude towards palliative care

Palliative care (PC) education for medical students is very important. Because
studies on medical students found that it is stressful dealing with end-of-life patients
and coping when discussing bad news and encountering relatives’ grief and fear
of death. In recent years, medical school faculty have focused on disseminating
misconceptions and fears as well as developing positive attitudes towards students’
future role in providing PC [66, 67]. Although generally linked to education level and
clinical learning, student attitude towards EOL care seem to have a wider range of
influences, particularly cultural [68].

Medical students who experienced a patient’s death during practice reported
significantly more positive attitudes and clinical experience with EOL care was a
significant predictor of attitudes in some of the studies taken in Mongolia (2021),
Italy (2021), and Indonesia (2020).

Bassah et al. [69] concluded in their review on end-of-life attitudes in nursing
students that little time is usually devoted to palliative care education or that it is often
included in order specialized nursing courses [9]. The education on end-of-life (EOL)
care as a portion of PC is very important for physicians, nurses and health care profes-
sionals should be prepared to provide quality EOL care [70]. Furthermore, medical
education should prepare future students to meet increased PC about awareness and
attitudes needs [71]. Medical education on PC in Asian countries could be improved
by students’ education from the European Association for Palliative Care or the
End-of-Life Nursing Education Consortium.

Moreover, nursing educators could improve their capacity to teach PC courses by
attending train-the-trainer sessions and nursing schools could change their curricula
to include mandatory PC courses or integrate basic PC education into their curricula.
However, teaching strategies may be important in improving the quality of PC
education [10].

4. Public attitude towards cancer
4.1 Public impact of attitudes and feelings on cancer

In spite of improving cancer survival rate, decreasing negative attitudes and
myths about cancer [72] the thought of impending death [73, 74], social difficulties,
and feeling isolated [63] are still around. Cancer survivors need prime support from
people close to them to successfully cope with their diagnosis and treatment as well as
continual support to improve their quality of life after treatment [75]. Additionally,
government and non-government organizations should act to provide a more sup-
portive environment [63, 72], and promote community awareness and intervention
activities to enable access to community, social, and individual units for the social
reintegration of cancer survivors [76]. In Korean studies from 2012 about public
attitudes towards cancer such as cancer stigma, cancer disparities, and stereotypes of
cancer. Looking at results of public attitude 58.5% think it is impossible to treat cancer
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regardless of advanced technology, 71.8% think people with cancer are unable to
make contributions to society, and 23.5% of people would avoid working with persons
who have cancer [72]. Furthermore in Oman’s public study 63% said they faced dif-
ficulties in marriage.

In 2007-2011, LIVESTRONG implemented a global cancer research study planned
to give people who had a cancer a chance to share their cancer experiences and their
view on the cancer problem that is caused by stigma and silence. They analyzed media
coverage, public opinion surveys, and semi-structured interviews from Argentina,
Brazil, China, France, India, Italy, Japan, Mexico, Russia, and South Africa [77].
Looking at the results, there has to be a positive change for cancer stigma, to improve
cancer awareness, promote communication between cancer patients to share cancer
experiences, and the education system including cancer awareness such as cancer
prevention, early detection, tobacco use, nutrition [77]. Subsidiary also has to have
positive change for disparities of cancer and cancer stereotypes [73].

Kathryn conducted a qualitative study on public perception of cancer, a balance of
positive and negative beliefs, and concluded that; People appear to be “in two minds”
about cancer. A rapid, intuitive sense of dread and imminent death coexist with a
deliberative, rational recognition that cancer can be a manageable, or even curable,
disease. Recognizing cancer’s public image could help in the design of effective cancer
control messages [74].

Negative attitudes formed from lifestyle and cultural factors, lack of education,
religion, living in rural areas, smokers [75], low monthly income [76], misinforma-
tion about cancer screening, lack of health-seeking behaviors [73] and lack of reha-
bilitation during and after treatment. Patients with a negative attitude about cancer
are affected by their quality of life, recovery from cancer, time of treatment, and
adequate support from the workplace and society.

Discriminatory behavior towards cancer may isolate patients from their commu-
nity, complicate returning to work after treatment, and have unfavorable physical and
mental health consequences for cancer survivors [73]. Public education should also
be focused on myths about cancer, such as the impossibility of recovery, and fear of
the disease. In addition, people living with cancer should be encouraged to share their
experiences with other people in society [73].

Morse Life Hospice studied people’s beliefs and attitudes towards end-of-life
care. The top three of awareness included huge support of medical marijuana,
opinions on religion, and overall understanding of hospice care. The results show
what the public wants and help identifies opportunities to increase awareness in
the greater community. The study found that 87% of Americans support the use
of medical marijuana as a treatment and believe it is important to have access to a
religious leader of their faith for spiritual guidance during their hospice care (72%)
[78]. An increasing number of cancer prevention campaigns supported by well-
established theories about healthy behaviors have improved public health com-
munication, leading to increased public awareness about the lifestyle risk factors
related to cancer.

A positive attitude has also been linked to strong spirituality, religious beliefs, and
a keen interest in cancer.

How to improve public role in supporting cancer patients.

(What information do they need to know)

1. Understanding your diagnoses (what is cancer, how cancer is diagnosed, how to
advance, how to cope, how do I talk to people about having cancer, etc.)
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2.Understanding your Treatment and side effects (preparing for and getting treat-
ment, learning about treatment, dealing with side effects, more information,
and resources)

3. Survivorship communication (during and after treatment, cancer survivor
course, attending cancer groups, staying active, healthy during and after treat-
ment, and sharing cancer experiences with the same diagnosis person)

4.Learning and forming positive attitudes towards cancer, ignoring feelings such
as sadness, distress, depression, fear, and anxiety

5. Conclusions

Attitude is an essential role in palliative care and supportive care for cancer
patients. Cancer patients and their family members need a different attitude from
other palliative care patients. Especially positive attitude towards cancer patients to
improve their quality of life in aspects such as physically, emotionally, spiritually,
socially and help them live as long as possible. There are important roles in attitude
such as culture, beliefs, and thoughts but attitude can be changed and can be learned
by knowledge, and practice. HCP who work within the PC and SC field have to be

mentally prepared from when they are students for high knowledge and positive
attitude and ability practice.
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Chapter 6

Perspective Chapter: Palliative
Surgery in Pediatric Cancer

Alessandro Inserva and Cristina Martucci

Abstract

Childhood can cer survival rates have lately improved (from 54% in 1980 to an
actual 80%), and palliative care has taken on a larger role in the management of onco-
logical kids, with many clinicians involved (including oncologists, radiologists, and
surgeons). Palliative surgery has evolved from “noncurative” treatments to a variety
of surgeries used to relieve organ dysfunction and provide the best possible quality of
life in all aspects of life (clinical, psychological, and social).

Keywords: palliative, surgery, children, cancer

1. Introduction

Palliative surgical oncology, which is widely developed in adult care, is a new
issue in children, whose treatment should include not only the patients but also their
relatives.

Palliative care is defined by the World Health Organization (WHO) as “an
approach that improves the quality of life of patients and their families facing the
problem of life-threatening illness through the prevention and relief of suffering
through early identification and impeccable assessment and treatment of pain and
other physical, psychosocial, and spiritual problems” [1]. This statement emphasizes
the need of treating oncological children comprehensively.

2. The application of palliative care in pediatric patients

The word “palliative” comes from the Latin terms “pallium” (which represents
the dress or overcoat of ancient Roma) and “palliation” (which means “to cloak or
cover”); in medicine, the concept of cloaking or covering has been employed not to
“hide” but to “protect” the person, in a vision of protective care [2].

Pediatric oncology represents a huge success in the story of medicine, with an
overall survival rate of 80%. Recently, many progress has been made in pediatric
palliative protocols, incorporating multidisciplinary support in physical, emotional,
spiritual, mental, social, and financial aspects, highlighting the significance of com-
prehensive palliative care teams and management programs [3, 4]. Recent medical
advances in South Africa have demonstrated that effective multidisciplinary palliative
care involving children’s families and communities can be implemented successfully
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even in resource-limited settings, usually through voluntary and unstructured forms
of activities and participations [5-7].

The Wayne State University School of Medicine established the first hospital-
based palliative care consult service in the United States in 1985 at Detroit Receiving
Hospital; Dr. Declan Walsh established the first palliative medicine program in the
United States in 1987 at the Cleveland Clinic Cleveland, Ohio: it was the first wide-
ranging integrated program designated as a WHO international demonstration proj-
ect and accredited by the European Society of Medical Oncology. Following it, several
other programs were established, including the Palliative Care Program at the Medical
College of Wisconsin (1993), the Pain and Palliative Care Service at Memorial Sloan-
Kettering Cancer Center (1996), and The Lilian and Benjamin Hertzberg Palliative
Care Institute at Mount Sinai School of Medicine (1997). Since then, there has been a
considerable increase in the number of hospital-based palliative care programs, which
now number over 1400. Currently, 80% of US hospitals with more than 300 beds
have a palliative care program [8].

Palliative care was not available for children for many decades, and only a few
pediatric patients have recently benefited from a dedicated palliative care service [3, 9].
It can be used in a variety of fields, including:

* Clinical: monitoring of symptoms and signs, balancing relief of adverse events
with avoidance of unnecessary hospitalizations without compromising the

quality of life;

* Psychological: patient and family support, clear communication, dealing with
emotional issues (understanding, acceptance, anger, self-confidence, etc). The
care plan should encourage personality development, the preservation of daily
routines, the achievement of targets, and the setting of realistic future goals;

* Social: providing opportunities for entertainment, allowing the child to remain
an active school participant and an age-appropriate socially functional commu-
nity member, and promoting spiritual and religious fulfillment.

The role of surgery in palliative care is to achieve the best quality of life for cancer
patients for as long as possible; surgeons may participate in oncological manage-
ment in a variety of ways, including obtaining correct and representative biopsies
to confirm histological diagnosis, positioning central venous catheters for short- or
long-term use and nutritional devices, and performing curative or tumor-debulking
surgeries (reducing symptoms caused by tumor compression on adjacent structures)
[10]. Furthermore, based on clinical aspects and tumor peculiarities, each patient
must have a unique, tailored management plan. “How far is too far?”, “What is far
enough?”, and “How far is not far enough?” are among the numerous questions that
remain for surgical management of palliative care patients. Ethical conflict is vital,
especially when choosing on tumor debulking and removal of malignant metastases
in palliative patients: each decision must be founded on the child’s and family’s values
and rights, as well as the beliefs, duties, and rights of all parties involved [11].

Moreover, Kassam A. et al. found that adolescents and young adults with cancer
(particularly hematological disorders) have a greater rate of intensive care at the end-
of-life stage than adults in a recent publication (40.6% vs. 22.4%) [12]. Oncological kids
die in hospitals over half of the time (and nearly half of them in intensive care units),
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compared to only 25% of adults who die in hospitals. Furthermore, pediatric patients
dying of oncological disease usually suffer greatly in their final weeks of life: accord-
ing to parental reports, 89% of these children have at least one debilitating symptom,
particularly weariness, discomfort, or dyspnea, till the end of their lives [13, 14].

These findings may reflect professionals’ discomfort and lack of experience with
advanced care planning discussions, deferred conversations about end-of-life (in
order to protect younger patients), and caregiver pressure to continue treatments
(even if they are ineffective) at the end of their child’s life [15, 16]. It may be chal-
lenging for the surgeon to pick the appropriate care for their patients in this highly
emotional and demanding scenario.

The American College of Surgeons [17] issued a statement on the values of pallia-
tive care in August 2005, which was based on the following principles:

1. Respect the dignity and autonomy of patients, patients’ surrogates, and caregivers;

2.Honor the right of the competent patient or surrogate to choose among treat-
ments, including those that may or may not prolong life;

3. Communicate effectively and empathically with patients, their families, and
caregivers;

4.1dentify the primary goals of care from the patient’s perspective and address how
the surgeon’s care can achieve the patient’s objectives;

5. Strive to alleviate pain and other burdensome physical and nonphysical
symptoms;

6.Recognize, assess, discuss, and offer access to services for psychological, social,
and spiritual issues;

7.Provide access to therapeutic support, encompassing the spectrum from life-
prolonging treatments through hospice care, when they can realistically be
expected to improve the quality of life as perceived by the patient;

8.Recognize the physician’s responsibility to discourage treatments that are unlike-
ly to achieve the patient’s goals and encourage patients and families to consider
hospice care when the prognosis for survival is likely to be less than half a year;

9. Arrange for continuity of care by the patient’s primary and/or specialist physi-
cian, alleviating the sense of abandonment patients may feel when “curative”
therapies are no longer useful;

10. Maintain a collegial and supportive attitude toward others entrusted with care
of the patient.

Pain, bleeding, intestinal or urinary obstruction, malnutrition, lack of vascular
access, fluid collections, intracranial hypertension, respiratory distress, infections,
and selective intra-tumoral therapies are just a few of the conditions that may neces-
sitate surgical intervention in oncological patients.

79



Supportive and Palliative Care and Quality of Life in Oncology

2.1 Pain

Pain is one of the most pressing concerns for children with cancer, asit hasa
significant impact on their quality of life [18]. It is one of the most concerning and
widespread symptoms, with prevalence rates ranging from 24-60% of patients dur-
ing chemotherapy and 62-86% in advanced-stage cancer, indicating that the prob-
lem has yet to be solved [13, 19]. Furthermore, according to a recent meta-analysis,
more than one-third of patients with pain describe it as moderate to severe (VAS
>4), and while many authors distinguish between cancers with a high risk of pain
(bone, pancreas, and esophagus) and cancers with a low risk of pain (lymphoma,
leukemia, and soft tissue), no significant correlation has been found between
pain prevalence and cancer type. There were no changes in the prevalence of pain
between senior and younger patients [20].

Aside from physical concerns, a variety of variables might influence how you feel.
Pain management is important in palliative care because cancer pain is multifactorial
and can present with a variety of other symptoms. It should include pharmacological,
medical, biopsychosocial, and even surgical approaches (such as debulking proce-
dures to reduce tumoral compression/stimulation of nerves or ganglions). To study
each clinical case and establish a customized “pain-relieving” strategy, a multidisci-
plinary surgical team (e.g. surgeons, anesthesiologists, radiologist, interventionist,
and nursing staff) is required [21].

WHO developed a “Three-Step Analgesic Ladder” to demonstrate proper analgesic
use in adult patients [22], with three levels:

1. Simple analgesics (acetaminophen [paracetamol] and nonsteroidal anti-
inflammatory drugs);

2. Minor opioids (codeine and tramadol);
3. Major opioids (morphine, diamorphine, and fentanyl).

In pediatrics, however, it is recommended to use analgesics in two steps, depend-
ing on the degree of the pain: paracetamol and ibuprofen should be used first for
children with light pain; in patients with moderate to severe pain, an opioid may be
considered [23].

Analgesics from the following step up should be added or substituted as the pain
intensity increases and the current analgesics are no longer sufficient. Adjuvant
therapies, such as anticonvulsant medication for neuropathic pain, should be added at
all stages.

The authors of a recent multicenter study based in the United Kingdom found
that patients dying of solid tumors are more likely to receive high doses of opioids;
this circumstance could be related to the biology of these neoplasms, which can
compress nerves or metastasize to bone in the late stages, causing pain: in fact,
pain was more common in children with solid tumors (98.4%) than in others
(87%) [24].

Other instruments that can aid in the pain management of cancer patients include:

* Intrathecal therapy: individuals with refractory cancer pain or unbearable side
effects may benefit from intrathecal morphine sulfate delivery via an implanted
patient-activated delivery system [25-27];
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* Epidural analgesic administration: As previously documented by many authors
(such as Plancarte R. in 1991 and Portas M. in 1998) [28, 29], epidural opioid
injection should be investigated in children with intractable body pain to mini-
mize discomfort and improve long-term analgesia [30-32];

* Peripheral nerve block: neurolytic plexus blockage (i.e. celiac or brachial plexus)
may be conducted on children with malignancies whose pain is inadequately con-
trolled with oral medications or who have uncontrollable adverse effects (such
as opiod toxicity), as stated by several authors [33]. According to Chambers W.A
[34], about 8-10% of patients may benefit from a peripheral nerve block, and
about 2% from a central neuraxial block; additionally, some patients may benefit
from a simple peripheral block relieving just one component of their pain [33].

* Cryoablation and radiofrequency: these procedures are routinely investigated for
malignant painful lesions in the axial/appendicular skeleton and in a variety of
soft tissue. They are less commonly employed in pediatric palliative care [35].
According to Ferrer-Mileo L.et al. systematic’s review [36], they may reduce mean
pain scores and the demand for opioids, therefore enhancing the quality of life.

* Cordotomy: Cordotomy was first described in 1912, and it was performed by
interrupting the spinothalamic route many layers above the painful location with
an open surgical procedure. This procedure, which has now evolved into a mini-
mally invasive percutaneous image-guided needle cordotomy, is an effective and
selective surgical treatment for intractable cancer pain; it consists in inserting a
needle in the upper cervical spinal cord at the C1-C2 level under CT guidance in
order to reach the antero-lateral quadrant of the opposite side. Electrical stimula-
tion is used to check for coverage of painful body locations and current-induced
paresthesias. Percutaneous cordotomy complications, such as hemiparesis and
dysesthesia, have become extremely rare, and mortality is nearly nonexistent.
However, no reports of application in the pediatric population have been made,
most likely due to the need for active participation in the process to ensure
proper needle positioning during intraoperative stimulation [37-39].

* Neuromodulation procedures: recentlyvarious stimulating devices have been
developed, even if it is yet unknown the exact mechanism producing the antalgic
impact of electrical stimulation: possibilities include activation of GABAergic
neurons and recruitment of multimodality transmitting sensory pathways
[40]. Anesthesiologists can readily place these devices percutaneously in the
epidural space, and they can be used at various levels of the neurological system.
Electrodes for peripheral nerves are also available, but they usually necessitate
an open surgical operation. Because stimulation intensity and frequency are
modifiable factors, all of these methods have the advantage of reversibility and
personalization of treatment. Infection risk, high expenses, and the invasiveness
of surgical procedures are all major drawbacks [41].

* Midline myelotomy: this procedure could be used as a substitute for a cordotomy,

which can be done openly (via a laminotomy) or by a percutaneous needle
method. Interrupting the crossing of spinothalamic fibers in the midline allows
for the control of bilateral pain, making it the usual method for both bilateral
and visceral pain [37].
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Despite all of the various therapies to oncological pain, a number of studies have
found that 40-70% of patients had insufficient pain control [42, 43]. The Agency for
Health Care Policy and Research’s “First Barriers National Clinical Practice Guidelines
on Cancer Pain” [44] clearly describes and categorizes the barriers to proper cancer
pain treatment into three groups:

a.System barriers: Low priority given to cancer pain treatment, legal and regula-
tory barriers to the use of opioids for cancer pain (due to concerns about opioid
abuse and addiction) [45], insufficient or late start of palliative care program,
high cost of opioids, and challenges with treatment availability or access.

b.Professional barriers: Failure to follow guidelines and lack of medical education,
analgesia level based on prognosis rather than pain severity, fear of patient addic-
tion and analgesic tolerance, lack of proactive questioning about the symptom,
insufficient experience with pain management.

c. Patient barriers: Reluctance to disclose pain, recognition of increased levels of
pain suggesting disease progression, fear of being labeled as “bad patient,” fear of

addiction, tolerance, and opioid adverse effects.

Based on WHO standards, two metrics for evaluating analgesic adequacy have
been created:

* Morphine Consumption Data: because morphine is the medicine of choice for
the management of severe cancer pain, it is a common indication of how well
cancer pain is handled on a national and worldwide basis [46];

* Pain Management Index (PMI) [47]: when the patient’s reported level of pain
and the necessary prescribed analgesics are in agreement, pain management is
termed adequate. The patient describes the pain using a numerical rating scale
from 0 to 10 and the symptom is then classified into four categories:

1. No pain;

2.Mild pain [1-4];

3.Moderate pain [5-6];

4. Severe pain [7-10].

The analgesic drug prescribed is similarly classified at one of four levels:

1. No analgesics;

2.Non-opioid analgesics;

3. Weak opioids

4. Strong opioids.
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The PMI is calculated by subtracting the pain level from the analgesic level. Scores
will range from —3 to 3: negative scores are an indicator of undertreatment, while a
score of 0 is considered acceptable as a minimal level of treatment.

2.2 Bleeding

Bleeding can be a life-threatening complication in pediatric oncology patients,
necessitating rapid blood transfusions and/or definitive hemorrhage control (by sur-
gery, embolization, or devascularization) [48]. Bleeding was recorded in 12.7% of the
investigated population (particularly in hematological patients) in the UK Children’s
Cancer Study Group/Pediatric Oncology Nurses Forum Survey of 2006 [49], but only
a handful of them required surgical operations. Selective arterial embolization (SAE)
may be a safer and more successful method of treating acute hemorrhages in children
with cancer than surgery, which can be too intrusive and carry a high risk of morbid-
ity and mortality in patients with severe illnesses [50].

2.3 Bowel obstruction

In oncological children, bowel blockage normally progresses over time, although it
can also be abrupt. Symptoms are connected to irregular intestinal transit (abdominal
distension, bilious/fecaloid vomiting, and dehydration) and can quickly affect the
patient’s clinical state and the quality of life [51]. Bowel obstruction can be caused by
a variety of factors, including tumor growth compressing the gut, intra-luminally
blocking masses, radiotherapy side effects, past surgery complications, or harsh
medical treatment creating intestinal stenosis or occlusion. The goal of treatment
should be to relieve abdominal distention, clear the blockage (restore bowel continu-
ity and/or bypass the “obstacle”), and avoid consequences (dyselectrolytemia, bacte-
rial overgrowth, and perforation) as well as respiratory distress (caused by increase
of intra-abdominal pressure) [52]. Even while an intestinal stoma can be a source
of additional trauma for oncological children and their parents, it can also help to
improve the quality of life by providing a viable option for nutritional needs (through
gastrostomy), bolus or continuous enteral feedings. Although most patients tolerate
bolus feeding, intolerance can manifest itself in the form of vomiting, severe abdomi-
nal distension, excessive gastric residuals, or diarrhea. If this is the case, continual
feedings are required, especially in patients who are at high risk of aspiration or have
poor absorption [53].

2.4 Urinary obstruction

Urinary obstruction occurs in nearly 10% of adults with advanced primary or
metastatic intra-abdominal cancer, according to recent literature; no data on this issue
has been documented in the pediatric population. Pelvic neuroblastoma, vesical or
prostatic rhabdomyosarcoma, abdominal Burkitt lymphoma, non-Hodgkin lym-
phoma, retroperitoneal germ cell tumors, diffuse desmoplastic tumor, and peritoneal
metastatic disease are the most common cancers that can cause urinary obstruction
in children. Furthermore, periureteral fibrosis, a long-term side effect of chemo and
radiation therapy, may exacerbate the situation. Urinary blockage can be influenced
by a variety of factors, including: tumor development caused by recurrent, metachro-
nous, or metastatic disease; tumor blockage caused by extraluminal carcinomatosis or
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bulk; tumor intramural growth; tumor direct adhesion or kinking. Urinary blockage
symptoms include abdominal pain, oliguria/anuria, ascites increasing hydronephro-
sis, and a high serum creatinine level. It denotes a situation that necessitates immedi-
ate urine relief or diversion (depending on the degree of obstruction) using:

Open urinary diversion: Surgical alternatives include laparotomy for tumor debulk-
ing and/or urinary tract resection with anastomosis or stoma and suprapubic cystos-
tomy for individuals with a favorable prognosis, good performance level, and a single
site of obstruction.

Retrograde ureteral stent: In individuals with a short life expectancy, a percutaneous
nephrostomy tube, such as an internal double ] nephro-ureteric stent (double J) or an
internal/external nephroureteral stent (NUS), is advised [54].

Nephrostomy tube: In patients who are not candidates for surgery, a percutaneous
nephrostomy should considered.

There are currently few data on the true occurrence of this complication in
intra-abdominal malignancies, resulting in a lack of therapy guidelines [55, 56]. Even
in these circumstances, a multidisciplinary team of specialists is needed, including
pediatric surgeons, urologists, radiologists, interventionists, and medical oncologists.

2.5 Malnutrition

Malnutrition is an unfavorable side effect of cancer treatment. Weight loss happens
in 41.3% of children with cancer, and nutritional supplementation is required in some
cases. In many circumstances, nutritional needs are met by administering total paren-
teral nutrition (TPN) through central venous catheters; in other cases, enteral feeding
via a nasogastric/orogastric tube or gastrostomy/jejunostomy is an option [57, 58].

2.6 Vascular access

Vascular access is a major concern in the treatment of children with cancer
[59-62]. Vascular access can be divided into two categories:

* Peripheral: intravenous fluids, medicine, blood product delivery, and blood
collection are all indications for peripheral vascular lines.

* Central: TPN, chemotherapy, long-term medication, emergency access, critical
care monitoring, dialysis, and extracorporeal membrane oxygenation are all
done with them (ECMO). The involvement of the surgeon in their insertion is
critical, but so is flawless management by competent experts.

2.7 Fluid collections

Persistent ascites is uncommon in children and is usually caused by past surgery or
congenital lymphatic system problems. To minimize abdominal distension, diaphragm
raising, and respiratory difficulty, refractory ascites may necessitate surgical interven-
tions. Fluid accumulation in other organ systems (chest, heart, liver, etc.) can lead to
organ dysfunction, failure, and, in the worst-case scenario, multi-organ failure.

When medical treatments (bed rest, diet changes, drugs, and fluid restriction)
fail, surgical options include fluid drainage or shunting (paracentesis, pleurocentesis,
cardiocentesis, chest drains, perito-venous shunt, transjugular intrahepatic portosys-
temic shunt—TIPS), and even organ transplantation [63]. Every procedure must be
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incorporated in a wider vision of palliative care, balancing between the best therapy
and the quality of life of the kid.

While ultrasound-guided paracentesis is normally reserved for patients who are
toward the end of their lives [64], cuffed tunneled peritoneal catheters can be used
for long-term external drainage in patients who have a longer life expectancy. A
peritoneal catheter joined to a subcutaneous port or completely implanted perito-
neovenous (PVS) shunting (such as the Denver shunt) may be used as an alternate
instrument for intermittent aspiration in rare cases [65].

Malignant pleural effusion is also a major issue in cancer children’ palliative care.
The most common treatments for treating oncological children with life-threatening
pleural effusions are repeated thoracentesis, pleurodesis, or insertion of pleural
drainage [66, 67].

2.8 Intracranial hypertension

Solid organ tumors account for around 30% of all malignancies in children, with
brain tumors being the most frequent. Intracranial hypertension is the most aggressive
indicator of central nervous system (CNS) neoplasms, and it can produce neurologi-
cal symptoms such as seizures, worsening levels of awareness, and debilitation [68].
Shunting (ventriculo-peritoneal or ventriculo-atrial shunting) to reduce intracranial
pressure can improve the quality of life, and drainage to reduce pressure (EVD-external
ventricular drain) can be performed if shunting is contraindicated. These surgical
operations must be proposed with caution, taking into account all parties involved in
the child’s palliative care plan. Each surgical intervention in a successful palliative care
plan should strike a balance between proper pain and symptom control and avoiding
unnecessary extension of suffering [69].

2.9 Respiratory complications

Almost 11% of advanced tumors in children cause upper respiratory tract com-
pression [70]; in these circumstances, a tracheostomy should be performed to allevi-
ate child discomfort, allow more effective airway suctioning and simpler movement,
and simplify the capacity to speak and feed orally. Caregivers and patients should
always be included in the surgical planning process to ensure the best stoma manage-
ment and an acceptable quality of life, free of prejudice, and prejudice [71, 72].

2.10 Infections

Infections should be managed using the same principles as palliative care for
children with cancer. Infections must be treated aggressively in order to eliminate
the cause of infection (e.g. debridement, abscess drainage, and wound care). Blood
cultures are required if central line-associated bloodstream infections (CLABSI) are
suspected, and if confirmed, a decision on whether to remove, replace, or leave the

line in place should be made [73].
2.11 Selective intra-tumoral/intra-lesional therapies

The surgical team in the palliative care program for children with cancer should
not overlook this issue. The intra-arteriolar chemo-infusion by super-selective
catheterization of the involved area in retinoblastoma is a well-known example [74];
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transcatheter selective arterial chemoembolization (TACE) as adjuvant preoperative
treatment for unresectable or chemoresistant hepatoblastoma is another one [75].
3. Conclusion

The following are the main principles of surgical palliative care in pediatric cancer
patients:

* Respect the patient’ life, health, and autonomy;
* Maximize the benefit to the patient while minimizing the harm;
* Always act professionally, fairly, rationally, and honestly;

* Each patient must have a tailored care plan that adheres to the principles
discussed.

Success in surgical palliative care for oncological children includes assisting the
child and their families in living as well as possible and then, at the end of life, help-
ing the patient in dying quietly.

“Death isn’t a medical failure, it a biological certainty. But poorly managed death IS a
medical failure” (Dr. Kathryn Mannix).
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Chapter7

Ethics in Palliative Care

Metin Dincer

Abstract

Health services received at the end-of-life (EoL) are accepted as a basic human
right. EoL is a very difficult period for patients and their families. Patients in the EoL
period should be provided palliative care (PC) services that will increase their quality
of life, so their families. Especially pain and other symptoms that the patient faces
should be relieved during PC, and grief counseling should be provided to families in
the mourning period after the patient’s death. A significant majority of patients who
need PC services are cancer patients. Health professionals, including doctors in the
first place, should conduct their relationships between patients’ families and with
patients who need PC in accordance with biomedical ethical principles. The biomedi-
cal ethical principles that will protect the boundaries that should not be exceeded
are as follows: (1) explaining that the person can participate in decisions about their
treatment: Respect for autonomy; (2) explaining that they should not suffer any
healthcare-related harm while receiving healthcare services: Nonmaleficence;

(3) explaining that the health services they receive should be evidence-based and use-
ful for the patient: Beneficence; and (4) explaining that the patient can get the health
service she needs as much as she needs: Justice.

Keywords: end-of-life, palliative care, biomedical ethics, autonomy, nonmaleficence,
beneficence, justice

1. Introduction

At the present time, relieving the pain and suffering of terminally ill patients is a
basic human right [1]. However, accessing this right is unfortunately not given equal
importance all around the world. In a world where death is inevitable, people deserve
to die with dignity, that is, to die a “good death.” This includes making their own
choices, not prolonging death unnecessarily, being considered a complete individual,
and giving importance to their family and values [2].

Palliative care (PC) centers have become increasingly important as places that
strive to provide a decent death. Their numbers have increased over time since they
first emerged, but they are still not at the desired level [3].

Societies have taken their share of the advances in science and technology, which
has affected the demographic structure, increased the elderly population and changed
the disease patterns. Starting from developed countries, communicable diseases have
left their place to non-communicable diseases [4]. These new balances have led to a
higher number of healthcare professions and healthcare professionals, and this has
made healthcare services more and more complex [5]. Aside from all these, society’s
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expectations of modern medicine have changed, particularly in developed western
countries, deaths at home have been replaced with deaths at hospitals [6], which has
required ever more careful consideration of the relationship between patients and
healthcare professionals.

Morality refers to a set of local norms, rules, and values that are developed by
societies to regulate human relations. Ethics, on the other hand, universally refers to
a philosophical reflection or questioning about morality, and it is divided into two
categories: theoretical ethics and applied ethics [7].

2. Palliative care

Although the history of PC services dates back many years, the first hospice in
modern times was opened in the United Kingdom in 1967, and then it spread first to
Western Europe and then to the rest of the world [8, 9]. The modern PC has emerged
thanks to the groundbreaking work of Dame Cicely Saunders and the Hospice
Movement that she started [10].

PC centers provide end-of-life services. This end of life is also referred to as
terminal illness, with no common definition or clear time frame for when it occurs
[11]. The National Cancer Institute defines the end of life as [12] “care given to people
who are near the end of life and who no longer receive treatment to cure or control
their disease.”

56.8 million people worldwide need PC services, more than half of whom have
priority [3]. Twenty-eight percent to 38% of these individuals are cancer patients
[3, 13]. For terminally ill cancer patients who receive PC services, the last 6 months
of their lives are particularly important, as their physical condition worsens and their
symptoms get heavier, and during this time, their physicians tend to explain their
prognosis [14-17].

The definition of PC is significant for presenting a framework for the service to
be provided. This definition has evolved over time, taking its present form. Though
defined by other authors before, the first definition was published by the WHO in
1990 [18], followed by a PC definition for children in 1998 [19]. By 2002, the defini-
tions of PC for adults and children were revised [20] and in 2020, the current defini-
tion of PC has become as follows [3]:

“Palliative care is an approach that improves the quality of life of patients (adults
and children) and their families who are facing the problems associated with life-
threatening illness, through the prevention and relief of suffering by means of early
identification and correct assessment and treatment of pain and other problems,
whether physical, psychosocial or spiritual.”

It includes a comprehensive healthcare delivery system that involves preventive,
curative, and rehabilitative health promotion services and PC services [5]. Hence,
PC should be considered a healthcare need and a part of comprehensive healthcare
services [21, 22]. Based on the definition, some characteristics of PC services include
the following. Associated with life-threatening diseases, PC services pay more atten-
tion to the social aspect of patients compared to other healthcare services. Besides,
the aim is to eliminate the patient’s complaints and to increase their quality of life
in their final days, rather than treatment. While doing this, PC considers the physi-
cal, psychosocial, and spiritual wishes of the patient. A higher quality of life for the
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patient will increase the quality of life of their loved ones. For example, the patient
and their loved ones will be able to go out and have a meal together or spend time

in a park in nice weather. While other healthcare services center around the patient
and their treatment, PC also considers the patient’s close circle, their family, and the
grieving process of the family.

Some other characteristics are not included in the definition of PC [3]: it considers
death a normal process; it does not try to accelerate or delay death, rather it involves
supporting the family in mourning after the patient’s death.

Patients’ relatives may have different expectations from PC. For example, some
might expect PC services to prolong the patient’s life rather than improve their quality
of life. This does not fit the original philosophy of PC and causes numerous ethical
problems, which will be mentioned further in this article.

3. Biomedical ethical principles

Tom L. Beauchamp and James F. Childress have defined four basic biomedical
ethical principles [23]: (1) Respect for autonomy; (2) Nonmaleficence;
(3) Beneficence; and (4) Justice.

3.1 Respect for autonomy

Autonomy (self-governance, self-rule) is a person’s ability to manage themselves
and to express their opinion freely regarding decisions about them, without being
subject to external pressure [24]. Autonomy also involves the knowledge one has
about the medical procedures that will be applied to them. Here, the source of infor-
mation is the physicians, and the receiver is the patients. However, there is an asym-
metry of information between patients and physicians, which occurs when one party
has more information about the transaction than the other one, which may allow the
better-informed party to use the less-informed party [25].

Information asymmetry is a situation where patients have far less knowledge than
physicians, who specialize in the subjects of diseases, treatment options, expected
outcomes, and even costs [26]. In this context, autonomy includes the individual’s
abilities, skills, and characteristics that involve self-management capacities like
understanding, reasoning, and negotiating the information given to them about
the medical procedures to be performed, and being able to manage and make inde-
pendent choices about these procedures [23]. Therefore, the principle of respect for
patients’ autonomy means that each patient has the right to determine which medical
interventions they accept or refuse, in other words, decide on the things that affect
their own lives [27].

This medical decision-making capacity has four key elements [28]: (1) under-
standing the benefits, risks, and alternatives of a proposed treatment or intervention,
(2) being able to evaluate what these benefits, risks, and alternatives entail, (3) being
able to reason and make decisions, and (4) being able to express their choices. If a
patient is to undergo a treatment or intervention, or if they are to receive no treat-
ment, their medical decision-making capacity should be considered [28, 29].

With advanced age and diseases like cancer and dementia, cognitive functions
tend to suffer, which creates serious obstacles to autonomy [30, 31]. This becomes
more evident towards the end of life and largely requires the appointment of a proxy
to make decisions on behalf of the patient [32].
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The principle of respect for autonomy emerges in an application, which is called
“informed consent,” in medical ethics, with two aspects (two ways): one of these
aspects is informing the patient to eliminate the information asymmetry, and the
other is informing patients and obtaining their “consent” about the relevant treat-
ments or interventions [7].

In the process of informed consent, insufficient information is the most important
threat to the rationality of patients’ medical decisions. This presents as an inability
to explain or understand the information. In the first stage of informed consent, the
patient must fully comprehend the information given to him/her by the physicians.
Medical expressions and medical facts often have a distinct jargon, and they need
to be simplified. This simplification may not always be appropriate for the patient,
resulting in messages not being fully answered. In the second stage, other conditions
like the patient’s education level, knowledge level, the severity of their illness or pain,
and their level of consciousness can make it difficult to understand what is told.

3.2 Nonmaleficence

Based on the former principle, a new one has emerged. Often attributed to
Hippocrates, “primum non nocere” (above all, [first] do no harm) constitutes the
basic principle of this new discipline regarding patient safety [33, 34]. “Patient safety
is not only state of the art but also a new standard of care” [35]. “Patient safety is
freedom from accidental injury” [36] or “patient safety is the prevention of harm to
patients” [35]. Based on these definitions, nonmaleficence practices are those that
prevent accidental or preventable injuries that might be caused by medical services
that are performed to improve patients. Here, the harm done to the patient may result
in nothing, or it may result in death.

The “To Err Is Human” report published by the Institute of Medicine in 2000
reported medical error as the eighth most common cause of death for 44,000-98,000
people, which was a complete shock [36]. This report was significant for expressing
this fact so clearly for the first time. Another research observed that medical errors
were the third most common cause of death with 251,000 deaths [37].

The principle of nonmaleficence involves not only the damage to the individual
directly by healthcare services but also the damage that can emerge in various layers
of the society due to the misuse of resources, in other words, negative externality.
For example, having limited cancer screening programs due to a lack of resources
will create a lower incidence of early diagnosis of cancer. Some of these cases will be
diagnosed in the advanced stage of the disease, which will require extra time, effort,
and costs for treatment. Another example is antibiotic resistance, which increases
due to excessive and unnecessary antibiotic use in clinics, requiring newer and more
expensive antibiotics.

3.3 Beneficence

The utilitarian ethical theory emphasizes the justification of maximizing people’s
well-being [38]. Ethics requires that we not only respect people’s autonomy and avoid
harming them but also contribute to their well-being [23]. Given that improving the
quality of life for the patient and their family is the focal point of PC services, this has
a crucial perspective. Beneficence is a moral duty to do the best for patients’ welfare
and to put their well-being first [39].
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To be able to fully implement the principle of beneficence, decisions must be based
on evidence, because such decisions are much more likely to be fairer. Practicing
evidence-based medicine means integrating individual clinical expertise with a criti-
cal evaluation of the most relevant external clinical evidence from systematic research
[40]. In medicine, the most common ethical dilemmas are about what constitutes
patient well-being and who should decide it, which often lead to the concept of
respect for patient autonomy [27].

3.4 Justice

According to the Organization for Economic Co-operation and Development,
healthcare expenditures continue to increase every year [41], and the unlimited
needs of humans are tried to be met with scarce resources, which have caused signifi-
cant problems. How these resources are allocated to healthcare providers and then
prioritized for specific services and patients are some critical ethical decisions that
determine the type of healthcare a society receives [42]. In this context, the principle
of justice is considered “distributive justice,” which refers to the fair, equitable, and
appropriate distribution of the benefits and burdens determined by the norms that
structure the conditions of social cooperation [23].

The WHO defines justice in healthcare as follows: “the absence of unfair, avoid-
able, or remediable differences in health status among population groups defined
socially, economically, demographically, or geographically” [43]. Here, the concept
of justice deems it necessary for those involved to be able to benefit from healthcare
services as much as they need without preventing equality of access to healthcare
services [44].

Another key issue for resource use is deciding where and how the resources
should be allocated. Here, the following questions should be answered [42]:

(1) Which healthcare service will be produced for whom and how much? (2) By
whom, how, and where will these services be produced? (3) How will society
undertake the financial burden of these services? and (4) How will the power and
regulation of these services be distributed? In medicine, this means equal distribu-
tion of resources to all layers and individuals of the society, both for the healthcare
policies that include the whole society, like public health and for therapeutic
institutions [7].

4. Other medical ethical principles

Aside from the four basic biomedical ethical principles, we will discuss the follow-
ing ethical principles: medical confidentiality, truth-telling, and futility.

4.1 Medical confidentiality

In a trust-based patient-physician relationship, medical confidentiality is a fun-
damental prerequisite that goes back to the Hippocratic oath [45]. Putting forth that
physicians must keep their patients’ secrets, the principle of medical confidentiality
is one of the most respected moral obligations in medical ethics [46]. Medical confi-
dentiality involves respecting the privacy of others regarding their health and keeping
their secrets; those who do not fulfill this obligation face criminal sanctions in many
countries. A physician-patient relationship is primarily characterized by medical
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confidentiality, which means that physicians must remain silent about their patients’
information [47].

4.2 Truth-telling

The patient-physician relationship and communication are based on trust and
telling the truth is a key way to develop and maintain this trust [48]. Telling the truth
is often considered a virtue and there is almost a universal phenomenon that physi-
cians are obliged to tell the truth and not lie [49]. Kant assumes that it is a prominent
duty, to tell the truth, and deontologically, competent patients must be told the truth,
no matter the consequences [50]. The obligation, to tell the truth, is accompanied
by a sign of respect for the patient’s autonomy. For such cases, the question is how
patients can learn the truth about themselves, given that they are entitled to full and
accurate information about their medical condition [51]. For example, after diagnos-
ing a life-threatening illness, it may seem appealing and sensible to tell the patient
that it can be cured by other physicians, avoiding delivering bad news by eliminating
or minimizing the severity of the condition, but it is absolutely unacceptable from an
ethical perspective [52]. Still, hiding information from patients, deliberately giving
false information, lying, and delivering false information without lying have occurred
in nursing and medical practices for centuries [53, 54].

4.3 Futility

Most oncology patients can receive various supportive treatments to have their
lives extended for a short time, which brings along prolonged suffering [55]. When
treatment becomes meaningless, such treatment decisions should be reviewed.
Withdrawal or withholding of life-sustaining treatment decisions are common across
emergency departments and adult, pediatric, and neonatal intensive care units, and
they are often made before most deaths occur [56]. Withdrawal or withholding of
life-sustaining treatment cannot be considered murder or suicide [57], nor passive
euthanasia [55].

Withdrawal or withholding of life-sustaining treatment has been increasingly
used in institutions that provide end-of-life care [58]. Conceptually, withholding
refers to the discontinuation of a treatment that is deemed necessary for living, while
withdrawal refers to the discontinuation of a life-sustaining treatment [59]. Though
both concepts are used together in this context, withdrawal seems more appropriate
at the end of life [60]. In the intensive care units in North America and Europe, life-
sustaining treatment has some form of limitation, but end-of-life practices are highly
variable [61].

The futility approach is not a new concept; its discussion in the medical and ethi-
cal literature began in the 1980s [62]. “Physicians have been advised by Hippocrates
to refuse to treat those who are overmastered by their disease, realizing that in such cases
medicine is powerless” [63, 64]. According to Lo et al., physicians are advised to
limit treatment for these four reasons: “the treatment is futile, the patient declines
the treatment, the quality of life is unacceptable, or the costs are too great” [62].
According to Trotter, for medical futility to occur, three conditions must be met:
setting a target, undertaking an action to achieve this target, and determining the
certainty that the action will fail [65].

There is no mutually agreed definition for medical futility, as most definitions
tackle the concept from different perspectives. One definition goes as follows:
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“a physician’s prognostic pronouncement that as a consequence of irretrievable illness
or injury, further therapy will not improve the patient’s condition and, therefore,
should not be attempted” [66]. Still, regardless of the circumstances, if the families are
in a position to make decisions, they may demand the continuation of life-sustaining
treatment, even if it may not be beneficial for the patient [67].

4.4 Examples

The relatives of a patient who receives end-of-life care may be emotionally over-
loaded, leaving them vulnerable to manipulation or driving them to manipulate the
physicians. The most appropriate way to eliminate such manipulations from either
party is medical ethical principles.

Patients and/or their families may be guided by a healthcare professional to seek a
nonbeneficial, alternative treatment for an oncological disease that cannot be cured
by modern medicine, and they may get false hopes regarding such treatments. They
may even make catastrophic expenditures, using all their savings to seek such health-
care. This is quite a common example. Let us look at this example from the perspec-
tive of the four biomedical ethical principles. The patient and their families were
not told the truth, and they were given incorrect information, which is against the
principle of respect for autonomy and telling truth. The patient and their family were
given false hope with methods that may harm them, which violates the principle of
nonmaleficence and beneficence. The physician involved services that are not ben-
eficial or evidence-based, which is against the principle of beneficence. Finally, the
patient’s chance to spend quality time with their loved ones was taken away, causing
them to make catastrophic expenditures, which violates the principle of futility and
beneficence.

A male patient did not respond to non-opioid analgesics and had pain and severe
weight loss. He was diagnosed with incurable pancreatic cancer and was receiving
PC at the hospital center. The patient’s pain subsided after the opioid analgesic. The
patient’s daughter was in tears, worried that her father would become an opioid
addict, so she wanted the opioid analgesics to be discontinued for 1 month. She also
wanted to know if metastatic cancer in his liver grew, and therefore she requested
radiological examinations. Believing that the demands made by the patient’s daughter
might be the patient’s last wishes, the physician discontinued the opioid analgesics
and ordered radiological imaging. Let us look at this example from the perspective
of the four biomedical ethical principles. The physician discontinued the medication
and requested radiological examinations without asking the patient’s opinion, which
violates the principle of respect for autonomy. The physician discontinued a drug that
the patient was benefitting from, which is against the principle of beneficence. The
physician caused more pain by discontinuing the drug, which violates the principle of
nonmaleficence. Finally, the physician requested unnecessary radiological examina-
tion, which is against the principle of justice.

5. Conclusion

As a predecessor of bioethics and a branch of applied ethics, medical ethics was
developed by physicians to regulate their interactions with their patients, colleagues,
and society [68]. The patient-physician relationship is a unique interaction that is
based on trust, dependency, and need, connecting the two [69]. This relationship is
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based on communication, ethical principles, and palliative care (PC); it differs from
other clinics [3]. This is a stronger and more complex relationship that involves the PC
team the patient, and the patient’s family before death and during their grieving after
death [3].

Laying down a set of rules that society expects medical physicians to abide by, the
Hippocratic oath is a social contract with ethical principles [70]. The principles of
medical ethics are taught intensively during the first years of medical faculties, but
not adequately addressed after graduation, though they could be more useful during
professional life [71].

The inevitability of death is highly likely to exert intense emotional pressure on
the PC team, the patient, and the patient’s families, including fear, hopelessness,
despair, and anxiety. Dealing with this pressure appropriately is a part of good clinical
management, but in doing so, ethical principles should not be compromised. Because
they are not only a part of successful medical practice but a professional regulatory
mechanism.

PC requires teamwork of doctors, nurses, physical therapists, clergy, and other
essential health professionals [3]. Training the PC employees as a team both increases
team communication and gives positive results in terms of patient safety [72]. Thus,
the harm caused by communication to the patients and their families would be
minimized.

The deaths witnessed by PC employees also affect their private lives [73].
Therefore, they must learn how to cope with the emotional burden of death and pain.
Because they do a very special job, they should be trained on these issues. In this way,
PC employees’ tremendous emotional burdens would not hinder them from following
their ethical principles and logic. Because PC principles should not be broken under
the impact of emotions, treatments that are not evidence-based and are not beneficial
to the patient should not be applied, and symptom management should not be consid-
ered secondary.

It is important to keep in mind that violating one principle of medical ethics
may lead to a violation of others. The resources used for an unnecessary treatment
for a patient in the PC may have violated the principles of truth-telling, respect for
autonomy, nonmaleficence, beneficence, justice benefit, harm, justice, and futility.

Knowing, accepting, and applying ethical principles, even in the most unpleasant
situations, provides a peaceful working environment for all employees.
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Chapter 8

Palliative Care Therapies

Aisha Muthanna Shanshal

Abstract

Palliative care considered as a support care for anyone living with a complex
disease such as cancer, it has a great role in decreasing the severity of illness and slow-
ness loss of functions by symptoms control and management in different stages of
cancer. Palliative care is a specialized care area bounded to deliver health care facilities
to patients who suffer from direct, indirect symptoms, unmet needs, for prevention
and relief suffering from psychological issues mainly emotional issues (depression,
anxiety, and delirium) and physiological issues like (nausea, vomiting, fatigue,
xerostomia, headache, osteoradionecrosis, hemoptysis, dyspnea, taste loss, and pain).
So its goal is to prolong their survival with the best possible quality of life for both the
patients and their families.

Keywords: palliative care, cancer, symptoms, quality of life

1. Introduction

Cancer considers the first cause of death globally and it is accounting for about
10 million deaths in 2020 [1]. It has bad impact on physical and social life. Patients
with cancer may experience one symptom or more at one time. Those with advanced
disease that characterized by breathlessness and metastatic cancer may have on aver-
age about 14 symptoms [2], including symptoms of cancer itself and the side effect of
cancer therapies [3].

Non-curative therapy creates a multidisciplinary effort for patients whose disease
is unresponsive to indicated treatment curative intent, so its purpose is life-enhancing
and prolonging. Those patients will go through progressive disease, that makes
patients suffer from restlessness as a result of their illness, strategies of treatment,
which negatively affect their treatment and the recovering handle, so, it is funda-
mental to control and reduce such suffering, which makes them need a shift in the
objective of medical care. Despite the fact, that life-prolonging treatment can provide
prolonged disease control with the present armamentarium of treatment modali-
ties, side effects such as pain, anxiety, depression, fatigue, dyspnea, diarrhea, loss of
appetite, nausea, and vomiting, often reduce the patient’s quality of life [4-8].

In order to prevent/palliate these negative impacts of the outcomes of the disease
and to enhance quality of life of patients and their families, the urgency for palliative
care as the main goal in providing therapy and care for patients who face problems
of life-threatening diseases. Palliative care can relieve of the patient’s suffering by
early identification, evaluation and treatment of physical, psychological, and social
problems that include request for hastened death, assistance with making decision or
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care planning, patient demand for referral, spinal cord compression, delirium, brain,
or leptomeningeal metastases [9-13].

According to the World Health Organization (WHO), more than 50% of the
countries in the world are making efforts to provide treatment and palliative care
for cancer patients. At the same time, many countries do not have a cancer control
program [14]. Approximated cancer patients require more than one-quarter of global
palliative care need [15]. Lack of enough communication enhance stress, decrease
patient satisfaction, and decrease strictly following medical instructions, so adequate
collection of data at a palliative care service enhance quality of patient care [16-18].
Early appearance of palliative care enhances quality of life, decreases therapeutic
cost, and superior survival time. But, to provide convenient care to cancer patients, it
is necessary to refer them to health services timely [19].

The core focus of palliative care also improves the care quality for the health care
system [20, 21]. Besides improving physical symptoms, it will reduce emergency
visits and reduces hospital admissions. For patients who have not taken palliative
care at all or who came late to palliative care are more probably to receive invasive
treatments, such as chemotherapy, and increase risk of death from treatment com-
plications. Starting the palliative care at the time of diagnosis provides an adjuvant
partnership for the treatment team and as the disease develops, the need for pal-
liative care increases. That’s why it is suggested that palliative care be started in the
first 8 weeks after the onset of the disease and the American Society of Oncology
Guidelines also suggested that palliative care be initiated at the onset of cancer for
some patients [22-25].

That’s can improve all phases of the disease, it makes better decisions in the end-
of-life care and potentially decreases health-care expenditures [26], and can generate
consequential savings for the health system by decreasing hospitalization and inter-
ventions [27].

2. Palliative care for lung cancer patients

Lung cancer is considered as the main cause of cancer death among both men and
women in the world [28]. The survival rate is estimated not more than 5-year [29] and
the average survival patients who do not take any anti-neoplastic treatment is about
7 months, according to a meta-analysis of over 5000 patients [30]. The main reasons
of death from lung cancer included complications of metastases, tumor burden,
infection, thromboembolism, pulmonary hemorrhage, and diffuse alveolar damage.
The final common attributor for most of these complications is respiratory failure.
Both survivals, quality of life and symptoms are commonly worse for patients with
end stage of the disease. Symptoms related to lung cancer can include pain, anorexia/
cachexia, dyspnea, nausea, fatigue, confusion/delirium, and depression [31].

As pain is generally part of the reasons behind the suffering in these patients,
beside psychological distress. Opioids are chief support that provides effective
analgesia in cancer pain, such as morphine, which considered as is the most used
opioid for moderate to severe pain. It can be used rectally or transdermally in patients
who cannot take it orally [32]. Low-dose corticosteroids are also recommended for
relieving pain from liver metastases, bony metastases, or neuropathic pain [33].
Anticonvulsants such as phenytoin, carbamazepine, and clonazepam are also helpful
in treating that pain. Tricyclic antidepressants increase the effects of opioids and have
analgesic properties [34].
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Other symptoms that can develop from locally advanced NSCLC or lung cancer
metastases are dyspnea and cough, these symptoms are disease-related complications,
such as malignant effusions and airway obstruction. Therapeutic procedures with pal-
liative aide can be helpful, such as pericardiocentesis with a pericardial drain/window,
thoracentesis, or placement of pleural drain [35]. Other strategies for resolving airway
obstruction include laser therapy, bronchoscopy, stent placement (endobronchial or
vascular), or photodynamic therapy [36].

Morphine is usually used drug while recommendation of codeine or dihydro-
codeine may be considered in dyspnea with lower intensity [37, 38]. Other opioids,
including fentanyl and oxycodone, have been studied in this management, opioid
mechanism of action is conveyed via opioid receptors of the cardio-respiratory system
[39]. Benzodiazepines are also utilized as an adjunct, or as an alternative, to opioids
for treating dyspnea which considered as a second or third choice in cases where
morphine and non-pharmacological methods are not enough to control dyspnea [40].
Anticholinergic drugs such as hyoscyamine, scopolamine, atropine, and glycopyr-
rolate can be described to decrease excessive secretions [41, 42].

In 47-86% of lung cancer patients, cough is one of the most common symptoms of
lung cancer. Pharmacotherapy includes administration of antitussive drugs and opi-
oids. Oral corticosteroids that are taken for 14 days may resolve coughing result from
direct infiltration of the bronchus by the tumor. As consequences of cough, gastro-
intestinal reflux may occur; which may resolve with metoclopramide or domperi-
done. Dihydrocodeine, codeine also can be prescribed as antitussive opioid, codeine is
usually in complex preparations with paracetamol. Constipation on the other hand is
a complication of systematic administration of opioid, therefore prophylactic admin-
istration of laxatives is essential. Morphine or other strong opioids such as methadone
are recommended for severe cough with pain in the chest, co-administration of more
than one opioid is not appropriate. Mucolytic agents such as bromhexine and acetyl-
cysteine that can be taken orally or by inhalation, but have limited use [43, 44].

Hemoptysis is a symptom that appears in about 20% of lung cancer patients.
Pulmonary hemorrhage, which usually leads to death, is noticed in 3% of patients.
The reasons behind hemoptysis include bronchiectasis, trauma after bronchoscopy,
anticoagulation therapy, pulmonary embolism, fistulas, and others. Tranexamic
acid and medications that support hemostasis such as vitamin K and antitussives
are drugs that inhibit fibrinolysis that is used in adjunctive therapy at the end stage
of disease. Also in the mentioned stage of disease mitigation procedures are used
such as an appropriate position to forbid choking, taking anti-anxiety drugs (diaz-
epam, midazolam) and using bed linen in dark colors [37, 43] in case of superior
vena cava syndrome. The most seen symptoms include swelling of the face and
congestion, upper chest and shoulders, shortness of breath, hoarseness, fainting on
standing at the slope, dizziness, headache, and extension veins in the neck and the
chest wall, corticosteroids such as dexamethasone are used as palliative treatment.
Also, the use of heparin because of risk of thrombosis SVCS in the superior vena
cava is reasonable [43, 45, 46].

Nutrition and appetite stimulants advising can be considered for patients with
critical appetite and weight loss. Low-dose corticosteroids for appetite stimulation
are unclear, but the benefit of it is often related to its antiemetic effect. Medications
such as stimulants, antidepressants, steroids, and erythropoietin-stimulating
agents have been assessed for treating fatigue but without definite evidence of
benefit. The intervention studied for enhancing fatigue is exercise and physical
activity [47-49].
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3. Palliative care for ovarian cancer patients

Generally, it is called as the silent killer and it is the dominant gynecological cancer
worldwide. Long-term survival of more than 5 years for those with advanced disease
is realized in approximately 25% of patients [S0-52]. Ovarian cancer’ early-stage signs
and symptoms are usually vague and similar to other genitourinary or gastrointestinal
illnesses. The recurrence is about 70% of ovarian cancer patients. Nearly all of the paren-
teral cytotoxic drugs indicated for recurrent ovarian cancer have massive side effects that
decrease the therapeutic benefit and consequently patients’ acceptance of therapy. The
less toxic alternative is altretamine which works to enhance the outcome of these patients.

Altretamine is an oral alkylating activity drug that has been prescribed for
advanced ovarian carcinoma, it is prescribed for patients with recurrent ovarian
cancer or who had undergone surgery and failed one or more chemotherapy regimen.
It works as palliation for those with recurrent disease or as a maintenance drug to
enhance and increase progression-free survival for these patients. Most benefit of
altretamine is the decrease of physical and psychological discomfort came with the
parenteral therapies and its oral use decreases the need for hospitalization [53, 54].

Besides altretamine, palliative therapy is used to minimize the symptoms of
ovarian cancer. Women with ovarian cancer can have ascites. It can be very annoying
but can be treated with paracentesis. It is a procedure where skin is numbed, a needle is
inserted to withdraw the fluid. Another therapeutic option is a catheter which placed
into the abdomen and the fluid can be eliminated as often as is needed. Bevacizumab
(Avastin) can also help by slow fluid buildup, it is injected directly into the abdomen.
These treatments can decrease symptoms, but rarely, might aide some women live
longer. After all, their effects are temporary, and the cancer persists.

Another symptom is intestinal tract obstruction. That can cause nausea, vomiting,
and abdominal pain, another procedure to allow the stomach juices to drain so that
the digestive tract isn’t completely blocked, this is done by placing a tube through the
skin and into the stomach [55, 56]. Other therapies to facilitate bowel movements
include, drinking adequate fluids, and gentle exercise. To manage the symptoms of
constipation some medications can be prescribed including ondansetron as anti-
emitting, Miralax as laxatives, and steroids to reduce inflammation [57].

3.1 Pelvic or abdominal pain

At the beginning of ovarian cancer, pain can be easily ignored, hard to diagnose,
or missed with other conditions. But, later in advance stage of ovarian cancer, it may
cause a lot of pain and discomfort in the abdominal parts of your body. Over-the-
counter (OTC) pain medications such as acetaminophen or anti-inflammatory pain
relievers ibuprofen (Motrin, Advil). If your pain isn’t controlled by OTC medications,
an opioid indicated in such cases, can help minimize stronger pain such as morphine,
fentanyl patch, hydromorphone, and methadone. Also find an alternative therapy to
decrease abdominal pain, for example, massage, try: acupuncture, relaxation tech-
niques, such as guided imagery, meditation, and chiropractic treatment.

Ovarian cancer can expand and affect the urinary system. Its tumor can block the
ureters that prevent the urine from reaching the bladder, which results in swelling,
pain, and kidney damage if don’t treat. To relieve this pressure and pain, a special tube
may utilize to drain the urine during cancer treatment. The tube can be placed inside
the body to excrete urine from the kidney into the bladder, or outside of the body to
excrete urine directly from the kidney.
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Bloating and swelling can be seen at any stage of ovarian cancer. OTC rem-
edies may not decrease this discomfort; octreotide may decrease these symptoms.
Additionally, decreasing secondary bloating by staying away from carbonated
beverages, processed foods, and gas-producing foods such as cabbage, beans, and
broccoli [58-61].

4. Palliative care for metastatic bone cancer patients

The skeletal system is the third most known site for cancer metastases, particu-
larly in end stages of the disease. The presence of bone metastases leads to poorer
diagnosis, decrease of survival and is usually associated with several complications,
including spinal cord compression, severe bone pain, pathological fracture, and
hypercalcemia, etc. [62-65]. Nearly 60-84% of patients with late cancer experiences
varying level of bone pain. Bon pain affects millions of patients worldwide, and
approximately 450,000 patients in the USA alone annually [66, 67]. Generally, pain
varies in severity depending on the stage of the disease. Most patients at the begin-
ning of the disease experience infrequent dull aches, but as the disease advanced, pain
becomes constant and increase in severity [68, 69].

Analgesic medications involve pain management with analgesics (non-opioid and
opioid), adjuvants (corticosteroids, anticonvulsants), and bone-targeted therapies
(NGF inhibitors; osteoclast inhibitors, such as denosumab and bisphosphonates).
Radiotherapy (RT) is also used to reduce analgesic need, enhance the quality of life
(QoL), also keep or improve skeletal function by minimizing the risk of metastatic
spinal cord compression (mSCC) or pathological fractures [70].

Bone-seeking radiopharmaceuticals emitting-particles such as [223Ra]
radium-dichloride at the top have been prescribed for bone-pain palliation.
Beside [223Ra] a number of long-established and novel bone-seeking radiophar-
maceuticals are prescribed for bone-pain palliation, including [89Sr] strontium-
dichloride, [153Sm] samarium, [186Re] rhenium, [188Re] rhenium, [177Lu]
lutetium, and [166Ho] holmium labeled [71-76]. the control of painful bone
metastases is still a challenging problem. Bone-pain palliation with radiopharma-
ceuticals emitting-particles been utilized for decades, demonstrate an acceptable
result. [223Ra] Radium shows higher advantages impact on survival over other
radiopharmaceuticals; at the same time, still the expensive [223Ra] radium is not
generally available [77].

5. Palliative care for pancreatic cancer patients

Pancreatic cancer is the twelfth most common cancer in the world and the
seventh leading cause of cancer death. It has a poor survival rate, it mortality
rate about 4.0% of all cancer deaths [78-80]. Now a day surgical resection is the
only choice for treatment, however, only 20% of pancreatic cancer is surgically
removable at the time of diagnosis [81-83]. The maximum survival rates are
22-26 months in patients who are undergoing surgical resection and taking adju-
vant therapy resect able to improve survival [84-87] latest studies evaluating the
effect of neoadjuvant therapy on highly picked patients with resect able disease
have led to median survival life about 44 months in patients with RO resection,
node-negative disease [88-90].
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5.1 Planned operative and endoscopic palliation

Choledochojejunostomy or Roux-en-Y hepatico was surgical palliation that was
most commonly done. But its performance fell out of favor as a result of a high prob-
ability of cystic duct, gastric outlet, or duodenal obstruction by the tumor over time,
as well as the likelihood of bile reflux into the stomach. The placing of endoscopic
biliary stents throughout endoscopic retrograde cholangiopancreatography (ERCP) is
the favorite method for palliation of obstructive jaundice in patients with metastatic
or unresectable pancreatic cancer. Development in endoscopic technology results in
successful stent placement in more than 90% of patients during ERCP with the same
efficacy, but less mortality and morbidity in comparison with surgical palliation with
biliary-enteric bypass. After all, studies still present the majority of patients who are
stented have an enhancement in quality of life, even with higher rates of recurrence
[91-93]. Prophylactic gastrojejunostomy was associated with a diminished incidence
of late GOO (gastric outlet obstruction). It was also indicated in patients with unre-
sectable periampullary cancer that undergo exploratory laparotomy [94-96].

5.2 Endoscopic palliation

Treatment of gastric outlet obstruction can be done endoscopically, with placing
of large self-expanding stents which are successful in 92-100% of cases permitting
patients to take back oral intake in 24 hours in 73-93% of patients. Even though
patients can control their own drink liquids and salivary secretions, stent obstruction
usually occurs with solid food [91, 93].

5.3 Thromboembolic disease

Pancreatic cancer patients have one of the highest frequencies of pulmonary
embolism (PE) or deep venous thrombosis (DVT) with incidence rates between 17
and 57%. Anticoagulation drugs with low-molecular-weight heparin or a direct oral
anticoagulant are useful in patients who develop a VTE. Many studies estimate this
risk, showing a 10-25% risk of VTE, with minimization to 5-10% with thrombo-
prophylaxis but no effect on survival. Treatment includes treatment with low weight
molecular heparin (LWMH), unfractionated heparin, or oral anticoagulation [97].

6. Palliative care for oral cancer patients

Patients may experience oral side effects as a result of disease or medications.
Anti-cancer medications have acute and long-term adverse effects on healthy tissue.
The epithelium of the oral mucosa can be affected by most therapeutic agents that
may cause xerostomia, mucositis, and taste alterations [98-105].

Beside this side effect, patients in the end stage of the disease, perhaps as a result
of their weakness, oral symptoms are one of their highest sources of discomfort.
Symptoms involve oral candidiasis, angular cheilitis, oral pain, mucositis, denture
stomatitis, dysphagia, ulceration, taste disorders, oral infection, halitosis, and dry
mouth, which is the most familiar oral symptom. The causes behind oral problems
are several, such as general weakness from disease or its medications; previous cancer
treatment, such as chemotherapy and radiotherapy; dehydration; and the decrease

112



Palliative Care Therapies
DOI: http://dx.doi.org/10.5772/intechopen.105220

the ability of water or food intake; their physical condition may decay because of oral
symptoms, which lead to inability of food intake and dehydration [106-109].

7. Oral care palliative care protocol

At the beginning of oral care, a facial massage of the masseter muscle and salivary
glands. An oral moisture jelly and moisture spray were utilized for enhancing mucosal
moisture and for protecting the mucosa. Also, a soft dental brush was used to remove
plaque and debris on the teeth. Then, oral foam sticks were utilized for mucosa
cleansing [110].

Palliative treatment for squamous cell carcinoma treatment included mono-
chemotherapy with the administration of cetuximab. The side effects of cetuximab
are manageable. The common reactions are mostly cutaneous, with the appearance of
acne, dryness, itching, and peeling on the skin [111]. Corticosteroids such as predni-
sone are usually administrated with the cetuximab treatment to minimize the previ-
ously mentioned adverse effects. Nonetheless, the repeated use of this medication
may cause other disturbances, such as osteoporosis [112].

7.1 Pain management for oral cancer patients

Cancer pain may result from direct invasion cell of cancer into the nerve or bone
tissue in the end stages of oral cancer and its management is critical issue [113].
Opioid analgesics are usually prescribed for controlling oral cancer-related pain. In
spite of high dosages of opioids are prescribed, high level of cancer pain is usually
poorly controlled. Switching is often necessary due to different side effects or toler-
ance of opioids. Methadone has been widely prescribed to manage oral pain because
of its exclusive properties (e.g., long duration of action strong, high bioavailability,
and analgesic effect) [114].

7.2 Xerostomia prevention therapies

Xerostomia is one of common adverse effects of radiation therapy on salivary
glands. Radiation exposure may change saliva volume, consistency, and its pH. The
inadequate saliva can decrease the quality of life as the patient cannot carry forward
with his routine diet, which came with difficulty in swallowing and dysguesia
that can lead to nutrition deficiency. Several managements are utilized to decrease
xerostomia such as water-soluble lubricants that must be applied thinly over the
oral mucosal surfaces to lubricate the oral tissues. Mouth rinses that contain alcohol
should not be used in such cases as they will increase mouth dryness.

Salivary stimulation agents should be advised, like vitamin C and citric acids,
sugar free topical agents malic acid that used topically can stimulate saliva, though,
their low pH enhances demineralization of teeth. Salivary stimulation agent proves to
be beneficial for the xerostomia patient and should be taken before eating to enhance
swallowing. The two most common pharmacologic medications prescribed to stimu-
late salivary secretion are cholinergic agonists such as cevimiline and pilocarpine,
treatment continues for 12 weeks of uninterrupted therapy is recommended. These
drugs are contraindicated in patients with narrow-angle glaucoma, acute iritis, and
asthmatic patient [115, 116].
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Bethanechol chloride cholinergic agonist that its works in contrast to acetylcho-
line, bethanechol has more prolonged effects as a result of resistant to destruction by
cholinesterase. Its mechanism of action is similar to pilocarpine, stimulating the para-
sympathetic nervous system. It acts more specifically on the muscarinic receptors,
not acting on o/p-adrenergic receptors, as pilocarpine does [117]. These medications
work as systemic stimulants of salivary gland acting on the parasympathetic nervous
system. The response to enhance salivation is depending on the residual number of
functional acinar cells [118].

Herbal medicines were also found to enhance salivary function and to decrease
the severity of mouth dryness in cancer patients [119]. In spite of several RCTs of
acupuncture as a management for dry mouth have been stated to date, its cumulative
evidence for its effectiveness has not been systematically estimatted [120]. An organic
thiophosphate is amifostine that can protect cells from radiation distruction by
scavenging oxygen-derived free radicals. The prescription of amifostine is very con-
troversial because of its toxicity, cost, and compromised tumor control, in spite of all
previous disadvantages, it is considered the only drug approved by FDA for xerosto-
mia result from radioprotection [121]. The prophylactic use of systemic sialogogues
for radiation-induced xerostomia is widely reported in the literature [122].

7.3 Management of taste loss and candidiasis

Chemotherapy and radiotherapy for oral cancer can change or reduce taste func-
tion as a result of the outer surface of taste cells and microvilli and damage that leads
to limitation in food intake and weight loss as consequences. Taste loss is generally
temporary and returns gradually to normal levels within 1 year after taking radiother-
apy but sometimes it may last for 5 years [123]. High incidence of non-Candida albi-
cans infection has been estimated in patients with end stage of cancer. The untreated
colonized Candida can lead to disseminated disease that can end with morbidity and
mortality. Fluconazole is considered as one of the first-line medications prescribed for
management of oral candidiasis in cancer patients. Amphotericin B and newer drugs
like echinocandins are also used for invasive Candida infections [124, 125].

Taste is very important for life; it manages food intake and provides pleasure
feeling from eating. The taste regulates digestion, absorption, and storage of nutrient
perception by activation neuronal pathways [126]. Alteration or taste dysfunction
(dysgeusia) may decrease the quality of life by affecting and psychological well-being,
appetite, and body weight. Several factors can affect taste perception, such as lesions
in the oral mucosa, medication, prolonged exposure to radiation and chemotherapy,
smoking, nutrition, chronic hepatitis, aging, renal impairment, and disorder in
hormonal secretions [127]. Zinc supplements can be useful for patients receiving
chemotherapy. Zinc protected the cancer patients from taste alteration [128] other
form, a zinc containing polaprezinc that can also protect against taste disorder [129].
Amifostine, protect salivary gland normal tissues from damage by chemotherapy
and radiation [130] thus leading to improvement of xerostomia that may cause taste
alterations [131].

7.4 Osteoradionecrosis

Osteoradionecrosis is a complication result from radiation therapy to the
head and neck that results in bone death, its side effect includes neuropathic pain
[132]. Hyperbaric oxygen (HBO) therapy companied surgery can be used in the
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management of osteoradionecrosis, HBO enhances tissue oxygenation through
control of infection, angiogenesis, predominantly through stimulate bacterial killing
fungi, macrophages, and production of bactericidal free radicals [133, 134]. Other
treatment modalities—Ultrasound has reported to stimulate tissue regeneration by
enhancing blood flow in chronically ischemic muscles, protein synthesis and cure of
ischaemic varicose ulcers. Pentoxifylline and calcitonin also have been used success-
fully to treat ORN [135].

7.5 Psychological and other factors

Antiemetics such as selective serotonin type 3 receptor (SHT3) antagonists
(e.g., ondansetron, granisetron), neurokinin 1 receptor antagonists (e.g., fosaprepi-
tant, aprepitant), and synthetic cannabinoids (e.g., nabilone) are licensed for use in
chemotherapy-induced nausea and vomiting (CINV) [136]. In response to oral cancer
treatment there may be changes in patients including their ability to swallow, speech,
taste deprivation of sleep or metabolic disorders, and alterations in appearance. These
changes can be emotionally harmful to the patient. This required psychiatric inter-
ventions in such patients.

8. Palliative care in head and neck cancer

Cancer of head and neck is the sixth most common cancer, the overall survival
rate is 5-year that has ranged from 40 to 65%, affected by several factors such as
co-morbidities and advanced-stage disease presentation [137, 138].

8.1 Surgical palliation

Incurable end-stage head and neck cancer lead to upsetting symptoms such as
pain, bleeding, swallowing, and breathing difficulty. Patients may try to stay active
and self-caring while trying to adapt to these symptoms. Surgery can decrease
primary tumor bulk, decrease pain and bleeding, enhance swallowing, nutrition and
airway, many evidence is available to estimate the surgical benefit in such cases. Also,
an endovascular technique, involving embolization and vessel stenting, can help by
controlling bleeding symptoms result from major vascular erosion. However, benzo-
diazepines are rapid-acting sedatives that reduce the flow of blood with direct pres-
sure that administrated when patient succumbs rapidly in case of acute hemorrhage
from carotid “blow-out.” Whilst success may achieve with swift surgical intervention,
continuous verbal support to the patient is a key to control and decrease anxiety.
Besides benzodiazepines, use of bisphosphonates aid pain control of bone pain.

8.2 Pain

Pain is very familiar symptom that affects patients at any stage of cancer. It can
be immediate or persistent lifelong. Analgesic use is the preferred one based on the
WHO. Choice of formulation depends on patient conditions, if he can swallow.
Persist vomiting has a nasogastric or gastrostomy tube. In case of somatic pain, oral
morphine is the first choice strong opioid such as Oramorph™ solution or Sevredol™
tablet (e.g., MST Continus™) or capsules (e.g., Zomorph™) and suspension
(e.g., MST suspension™) or opened capsules (e.g., Zomorph™).
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In case of continuous vomiting, subcutaneous (SC) infusion of morphine or
diamorphine can be prescribed such as diamorphine, transdermal preparations
of fentanyl. Alternatively, new formulations of sublingual, buccal, or intranasal
fentanyl may have a role in specific situations. Oxycodone may act as an alternative
to morphine when there is intolerance, specifically dysphoria, the injected form of
hydromorphone is useful. Liquid form of methadone in can be very useful, because of
its rapidity in onset and long acting.

Neuropathic pain is a very common feature of the disease and also can result
from treatment, specially radiation. Some medications can be referred to as
adjuvants such as a tricyclic antidepressants (e.g., amitriptyline), anticonvulsants
(gabapentin and pregabalin). Gabapentin in some cases opened and administered
via the gastrostomy tube. Also carbamazepine, sodium valproate also can be used.
Clonazepam is sometimes useful. Methadone and ketamine are useful, but only in
specific settings. In case of visceral pain, if the pain is poorly sensitive to opioids,
adjuvants should be administrated early, for example, pain due to nerve com-
pression or metastatic disease in the liver cab is controlled with dexamethasone
(4-8 mg daily). Interventional pain techniques may be very useful when systemic
treatments fail or in case the patient is intolerant of the significant doses of analge-
sics combination.

In case of mucosal pain topical agents can be used such as chlorhexidine, sulcral-
fate, benzydamine, steroids, and topical local anaesthetics such as lignocaine. High
number of patients who are enterally fed suffer from nausea and vomiting, so there
is usually a need for injectable anti-emetics—continuous infusions, subcutaneous
(SC), or boluses. Enteral feeding has its own challenge; prokinetic drugs like metoclo-
pramide or domperidone may be utilized to establish the best function.

8.3 Constipation

Constipation develops in 50% of cancer patients as a result of decreased physical
activity, dehydration, hypercalcemia, hypothyroidism, and some kind of medica-
tions, specially opioids and anticholinergic drugs. Laxatives can be stated once opioid
medication is initiated. Laxative agents include bisacodyl, senna, lactulose, magne-
sium hydroxide, docusate, movicol, laxido. If constipation develops it can lead to
nausea and vomiting and in the severe situations pseudo-obstruction. If rectal exami-
nation reveals hard stool, then the use of suppositories and enemas can be helpful.

8.4 Anxiety

Benzodiazepines are the main treatment of anxiety. Such as diazepam, lorazepam,
and midazolam. However, the limiting point is developing tolerance very fast; so they
are useful only for short-term control of episodes of anxiety.

8.5 Delirium

Delirium is a neuropsychiatric condition that is may increase incidence of morbid-
ity and mortality in patients with end stage disease, which profoundly impacts the
patients, their families, and their caregivers [139]. As a cause of confusion can result
from number of organic causes such as metabolic disturbance, respiratory failure,
infection, dehydration, urinary retention, constipation, brain metastases, and other
causes. Common causes are administered drugs specially opioids.
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Usually, delirium is controlled with haloperidol or levomepromazine where
sedation is required for managing paranoia. In some conditions, like irreversible
agitation or delirium in end stage patients, benzodiazepines and antipsychotics
are required to administered together using a syringe driver secretions [9]. The
most common used antipsychotic drugs in delirium patients are phenothiazines
(e.g., chlorpromazine), butyrophenones (e.g., haloperidol), second-generation
antipsychotics (e.g., olanzapine, risperidone, quetiapine, and ziprasidone), and
third-generation antipsychotics (e.g., aripiprazole). In spite of little supporting
data, there is no approved medication for delirium, antipsychotics are widely used
but still the role of antipsychotics remains uncertain [140-144]. Excess secretions at
the end stage of cancer are treated using anticholinergic medication to support this
end-of-life phase. Also, there are three widely used antimuscarinic drugs that can
be prescribed for excess secretion which include hyoscine hydrobomide, hyoscine
butylbromide, and glycopyrronium [9].

9. Palliative care for colorectal cancer patients

Colorectal cancer is the third most common malignant disease about 1.85 million
of new cases a year around the world and nearly 10.2% of total [145]. Surgical resec-
tion may consider as good palliation of symptoms and prevent harmful complications
consequences [146].

10. Palliative care for bladder cancer patients

Bladder cancer is the ninth most common malignancy in the world [147]. The
5-year survival for bladder cancer is 76.9%, however, metastatic disease 5-year survival
rate is only 5.5% [148]. It is mainly seen in elderly people [149]. Bladder cancer can
cause persistent and disabling pain in patients [150] pelvic pain is one of the major
end-of-life complications in people suffering from bladder cancer [151]. The pain
control in some cases was adequate with fentanyl patches [152] bleeding can also arise
from the bladder cancer, or as a result of radiation or cyclophosphamide, infection can
also worsen bleeding. Patients with severe haematuria can be treated with palliative
TURBT, tranexamic acid, palliative radiotherapy, embolisation, palliative chemo-
therapy, and urinary diversion [153].

11. Palliative care for breast cancer patients

Breast cancer is the most common cancer among women worldwide and the most
common cause of cancer death in women. About 23% of the 1.1 million female with
cancers newly diagnosed every year. And about one-fifth will survive for 5 years;
American Cancer Society estimated that breast cancer is the second only to lung
cancer as a cause of cancer death in women [154-159].

11.1 Pain

In general, the major causes of cancer-related pain in breast cancer women are
bone metastases [160, 161]. Opioid analgesic medications can be submitted for
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patients with strong pain, in the case of neuropathic patient, patients may get benefit
by combined analgesic with an agent with special efficacy for this mechanism of pain
like tricyclic, SNRI, and/or an anticonvulsant. Radiotherapy may be also important in
case of bone metastases for patients with poorly controlled pain [161-163].

11.2 Breathlessness (dyspnea)

Patients with breast cancer usually suffer from breathlessness; there are many
causes of dyspnea and for its management, non-pharmacological and pharmaco-
logical approaches can be used [39]. Sitting the patient in upright position, use of
bedside relaxation techniques, and accelerating air flow over the face using a fan or
open window, are all helpful. Also, large symptomatic pericardial or pleural effusions
should be drained. Oxygen supplementation can decrease dyspnea for patients with
hypoxemia. Opioids are also approved for symptomatic therapy for dyspnea at the
end stage of the disease [164].

11.3 Fatigue

Fatigue is the most common cause of distress to the patients. Restoration of energy
strategies involved taking adequate nutrition and rest, decreasing stress can be done by
several techniques like meditation or relaxation. Physical exercise proved to be useful
in many clinical trials [165]. Fatigue patient’s anemia with a hemoglobin of lower than
8 g/dL may require blood transfusion to maintain a hemoglobin level between 10 and
12 g/dL. Some studies mentioned that methylphenidate or modafanil can be useful for
patient with fatigue symptoms but till now there are some limited data about its benefits
regarding fatigue [166]. Steroids may have a role in short-term control or decease of
fatigue for a patient who needs to be in his optimal alertness for an important family
event or special occasion, but there is no benefit in long-term fatigue management [164].

11.4 Depression

Patient having cancer can be depressed experience, its incidence lower than
anxiety. Although, it can be underreported by patients [167, 168]. Depression in
cancer patients usually needs combining antidepressant medications, supportive
psychotherapy, and cognitive-behavioral techniques [169]. Antidepressant is the
main management for cancer patients with severe depressive symptoms that should
be accompanied by psychotherapy by a professional therapist. That include selective
serotonin re-uptake inhibitors (e.g., fluoxetine, sertraline, paroxetine, citalopram,
and fluvoxamine), serotonin-norepinephrine reuptake inhibitor (e.g., venlaflaxine),
and the serotonin-2 antagonists’/serotonin reuptake inhibitors, nefazodone and
trazodone, and psychostimulants (e.g., methylphenidate) [170].

However, home palliative care enhances care and rehabilitation, its practiced
by the interdisciplinary team help the patient to stay at home, in familiar environ-
ment, where relaxation and comfort not founded in the environment of the hospital.
Necessary equipment is brought home to conduct therapy, such as an infusion pump.
From time to time, qualified medical personnel should visit the patients allow effi-
cient communications with patients and their families, manage the therapy, checking
bedsores, and explain proceedings in the case of unexpected health hazards. For
patients who cannot be medically managed at home, staying in inpatient care units for
control or alleviate the symptoms is not adequate or sufficient [171].
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12. Conclusion

This study summarized different kinds of palliative therapies for different types
of cancer that improves the wellbeing of patients with life-limiting condition. It
supports their families by identification patient needs, correct assessment and use
of therapeutics for control health-related concerns such as management of physical
issues (reliving patient from pain) and dealing with psychosocial, emotional state.
Early palliative care prolongs life by decreasing morbidity and improved quality of life
by using different strategies which include medication, surgical, nutrition, and home
palliative care. It also reduces the load, strain of hospital related stresses and unneces-
sary hospital visits, in addition to decreasing hospital and health care cost.

Author details

Aisha Muthanna Shanshal
Al-Rafidain University College, Baghdad, Iraq

*Address all correspondence to: rafeef_sh@yahoo.com

IntechOpen

© 2022 The Author(s). Licensee IntechOpen. This chapter is distributed under the terms of
the Creative Commons Attribution License (http://creativecommons.org/licenses/by/3.0),
which permits unrestricted use, distribution, and reproduction in any medium, provided

the original work is properly cited.

119



Supportive and Palliative Care and Quality of Life in Oncology

References

(1] Ferlay J, Ervik M, Lam F, Colombet M,
Mery L, Pifieros M, et al. Global Cancer
Observatory: Cancer Today. Vol. 17.
Lyon, France: International Agency for
Research on Cancer; 2018. pp. 1-6

[2] Bausewein C, Booth S, Gysels M,
etal. Understanding breathlessness:
Cross-sectional comparison of symptom
burden and palliative care needs in
chronic obstructive pulmonary disease
and cancer. Journal of Palliative
Medicine. 2010;13:1109-1118

[3] Patrick D, Ferketich S, Frame P,

et al. National Institutes of Health state
of the science conference statement:
Symptom management in cancer: Pain,
depression and fatigue. Journal of the
National Cancer Institute. Monographs.
2004;32:9-16

[4] Jacobsen PB, Andrykowski MA.
Tertiary prevention in cancer care:
Understanding and addressing the
psychological dimensions of cancer
during the active treatment period. The
American Psychologist. 2015;70(2):134

[5] Teunissen SC, Wesker W,

Kruitwagen C, de Haes HC, Voest EE, de
Graeff A. Symptom prevalence in patients
with incurable cancer: A systematic
review. Journal of Pain and Symptom
Management. 2007;34(1):94-104

[6] Hessissen L, Kili A. Palliative care in
Moroccan children with cancer: What
are the parent’s and children’s needs?
Palliative Medicine and Hospice Care —
Open Journal. 2017;SE(1):S56-S583

(7] Higginson IJ, Evans CJ. What is the
evidence that palliative care teams
improve outcomes for cancer patients

and their families? The Cancer Journal.
2010;16(5):423-435

120

[8] Bruera E, Yennurajalingam S.
Palliative care in advanced cancer
patients: How and when? The Oncologist.
2012;17(2):267-273

[9] Cocks H, Ah-See K, Capel M, Taylor P.
Palliative and supportive care in head
and neck cancer: United Kingdom
National Multidisciplinary Guidelines.
The Journal of Laryngology & Otology.
2016;130(S2):S198-S207

[10] World Health Organization.
Definition of Palliative Care. 2008.
Available from: http://wwwwho.
int/cancer/palliative/definition/en/
[Accessed: 27 July 2015]

[11] Ghafoor I, Hafeez H, Naz F,

Baker MA. Comparison of documented
patient care before and after
implementation of end of life care
pathway for terminally ill patients at
Shaukat Khanum Memorial Cancer
Hospital and Research Centre. Journal
of Cancer & Allied Specialties.
2018;4(3)

[12] Yamaguchi T, Kuriya M, Morita T,
Agar M, ChoiYS, Goh C, et al. Palliative
care development in the Asia-Pacific
region: An International Survey from
the Asia Pacific Hospice Palliative Care
Network (APHN). BM]J Supportive &
Palliative Care. 2017;7(1):23-31

[13] Hui D, Mori M, Watanabe SM,
Caraceni A, Strasser F, Saarto T, et al.
Referral criteria for outpatient specialty
palliative cancer care: An international

consensus. The Lancet Oncology.
2016;17(12):e552-e559

[14] Rassouli M, Sajjadi M. Palliative

care in the Islamic Republic of Iran. In:
Silberman M, editor. Palliative Care to
the Cancer Patient: The Middle East as



Palliative Care Therapies
DOI: http://dx.doi.org/10.5772/intechopen.105220

a Model for Emerging Countries. New
York: Nova; 2014

[15] Connor SR, Centeno C, Garralda E,
Clelland D, Clark D. Estimating the
number of patients receiving specialized
palliative care globally in 2017. Journal
of Pain and Symptom Management.
2021;61(4):812-816

[16] Reis A, Pedrosa A, Dourado M,
Reis C. Information and communication
technologies in long-term and

palliative care. Procedia Technology.
2013;9:1303-1312

[17] Homsi J, Walsh D, Rivera N,
Rybicki LA, Nelson KA, LeGrand SB,
etal. Symptom evaluation in palliative
medicine: Patient report vs systematic

assessment. Supportive Care in Cancer.
2006;14(5):444-453

[18] Currow DC, Allingham S, Yates P,
Johnson C, Clark K, Eagar K. Improving
national hospice/palliative care service
symptom outcomes systematically
through point-of-care data collection,
structured feedback and benchmarking.
Supportive Care in Cancer. 2015;23(2):
307-315

[19] Haun MW, Estel S,

Riicker G, Friederich HC, Villalobos M,
Thomas M, et al. Early palliative care for
adults with advanced cancer. Cochrane

Database of Systematic Reviews.
2017;12(6):6

[20] Clark D. Total pain, disciplinary
power and the body in the work of Cicely
Saunders, 1958-1967. Social Science &
Medicine. 1999;49(6):727-736

[21] Al Saraireh FA, Aloush SM,

Al Azzam M, Al Bashtawy M. The
effectiveness of cognitive behavioral
therapy versus psychoeducation in
the management of depression among
patients undergoing haemodialysis.

121

Issues in Mental Health Nursing.
2018;39(6):514-518

[22] Karim SM, Zekri J, Abdelghany E,
Dada R, Munsoor H, Ahmad I. Time
from last chemotherapy to death and
its correlation with the end of life care
in a referral hospital. Indian Journal
of Medical and Paediatric Oncology.
2015;36(1):55

[23] Pritchard S, Cuvelier G, Harlos M,
Barr R. Palliative care in adolescents
and young adults with cancer. Cancer.
2011;117(S10):2323-2328

[24] Temel JS, Greer JA, El-Jawahri A,
Pirl WF, Park ER, Jackson VA, et al.
Effects of early integratedpalliative care
in patients with lung and GI cancer: A
randomized clinical trial. Journal of
Clinical Oncology. 2017;35(8):834

[25] Ferrell BR, Temel JS, Temin S,
Smith TJ. Integration of palliative care
into standard oncology care: ASCO
clinical practice guideline update
summary. Journal of Oncology Practice/

American Society of Clinical Oncology.
2017;13(2):119-121

[26] Hui D et al. Concepts and
definitions for “supportive care,”
“best supportive care,” “palliative
care,” and “hospice care” in the
published literature, dictionaries, and
textbooks. Supportive Care in Cancer.
2013;21(3):659-685

[27] Smith TH, Cassel JB. Cost and

non-clinical outcomes of palliative
care. Journal of Pain and Symptom
Management. 2009;38:32-44

[28] Goodarzi E, Sohrabivafa M,
Adineh HA, Moayed L, Khazaei Z.
Geographical distribution global
incidence and mortality of lung cancer
and its relationship with the Human
Development Index (HDI); an ecology



Supportive and Palliative Care and Quality of Life in Oncology

study in 2018. World Cancer Research
Journal. 2019;6:11

[29] Goldstraw P, Chansky K,
Crowley J, Rami-Porta R, Asamura H,
Eberhardt WE, et al. The IASLC lung
cancer staging project: Proposals for
revision of the TNM stage groupings
in the forthcoming (eighth) edition
of the TNM classification for lung
cancer. Journal of Thoracic Oncology:
Official Publication of the International
Association for the Study of Lung
Cancer. 2016;11(1):39-51

[30] Wao H, Mhaskar R, Kumar A,
Miladinovic B, Djulbegovic B. Survival of
patients with non-small cell lung cancer
without treatment: A systematic review

and meta-analysis. Systematic Reviews.
2013;2:10

[31] Iyer S, Roughley A, Rider A,
Taylor-Stokes G. The symptom burden
of non-small cell lung cancer in the
USA: A real-world crosssectional

study. Supportive Care in Cancer.
2014;22(1):181-187

[32] NCCN Guidelines® for Palliative
Care Version 1. 2018. Available from:
https://www.nccn.org/professionals/
physician_gls/pdf/palliative.pdf
[Accessed: April 2018]

[33] Shih A, Jackson KC 2nd. Role

of corticosteroids in palliative care.
Journal of Pain & Palliative Care
Pharmacotherapy. 2007;21(4):69-76

[34] Lossignol D. A little help from
steroids in oncology. Journal of
Translational Internal Medicine.
2016;4(1):52-54

[35] Masuda E, Sista AK, Pua BB,
Madoff DC. Palliative procedures in
lung cancer. Seminars in Interventional
Radiology. 2013;30(2):199-205

122

[36] Farbicka P, Nowicki A.
Palliative care in patients with lung
cancer. Contemporary Oncology.
2013;17(3):238-245

[37] Jassem E, Batura-Gabryel H,

Cofta S, et al. Reccomendation of Polish
Respiratory Society for palliative care in
chronic lung diseases. Pulmonology and
Allergology. 2012;80:41-64

[38] Jassem E, Jassem J. Duszno$¢ w
przebiegu raka ptuca. Polish Medical.
2002;1:3-10

[39] Kloke M, Cherny N. Treatment of
dyspnoea in advanced cancer patients:
ESMO Clinical Practice Guidelines.
Annals of Oncology. 2015;26:v169-v173

[40] Navigante AH, Cerchietti LC,
Castro MA, Lutteral MA,

Cabalar ME. Midazolam as adjunct
therapy tomorphine in the alleviation
of severe dyspnea perception in
patients with advanced cancer. Journal
of Pain and Symptom Management.
2006;31(1):38-47

[41] Wildiers H, Dhaenekint C,
Demeulenaere P, Clement PM, Desmet M,
Van Nuffelen R, et al. Atropine, hyoscine
butylbromide, or scopolamine are
equally effective for the treatment of
death rattle in terminal care. Journal

of Pain and Symptom Management.
2009;38(1):124-133

[42] Back IN, Jenkins K, Blower A,
Beckhelling J. A study comparing
hyoscine hydrobromide and
glycopyrrolate in the treatment of
death rattle. Palliative Medicine.
2001;15(4):329-336

[43] Leppert W. Leczenie objawdw ze
strony uktadu oddechowego u chorych
na nowotwory. Nowiny Lekarskie.
2011;80:32-46



Palliative Care Therapies
DOI: http://dx.doi.org/10.5772/intechopen.105220

[44] Ferrel B, Levy MH, Paice J. Managing
pain from advanced cancer in the
palliative care setting. Clinical Journal of
Oncology Nursing. 2008;12:575-581

[45] Molassiotis A, Smith JA, Bennett MI,
Blackhall F, Taylor D, Zavery B,

etal. Clinical expert guidelines for the
management of cough in lung cancer:
Report of a UK task group on cough.
Cough. 2010;6:9

[46] Warren P, Burke C. Endovascular
management of chronic upper extremity
deep vein thrombosis and superior

vena cava syndrome. Seminars in
Interventional Radiology. 2011;28:

32-38

[47] Mucke M, Mochamat, Cuhls H,
Peuckmann-Post V, Minton O, Stone P,
et al. Pharmacological treatments for
fatigue associated with palliative care:
Executive summary of a cochrane
collaboration systematic review. Journal
of Cachexia, Sarcopenia and Muscle.
2016;7(1):23-27

(48] Cramp F, Byron-Daniel J. Exercise
for the management of cancer-related
fatigue in adults. Cochrane Database of
Systematic Reviews. 2012;11:11

[49] Dionne-Odom JN, Hull JG,

Martin MY, Lyons KD, Prescott AT,
Tosteson T, et al. Associations between
advanced cancer patients’ survival and

family caregiver presence and burden.
Cancer Medicine. 2016;5(5):853-862

[50] Martin VR. Ovarian cancer. In:
Henke YC, Wujcik D, Gobel BH, editors.
Cancer Nursing Principles and Practice.
7th ed. 2011. pp. 1546-1579

[51] Mirza MR, Coleman RL, Gonzilez-
Martin A, Moore KN, Colombo N,
Ray-Coquard I, et al. The forefront

of ovarian cancer therapy: Update on

123

PARP inhibitors. Annals of Oncology.
2020;31(9):1148-1159

[52] Tew WP, Lacchetti C, Ellis A,
Maxian K, Banerjee S, Bookman M, et
al. PARP inhibitors in the management
of ovarian cancer: ASCO guideline.
Obstetrical & Gynecological Survey.
2020;75(12):739-741

[53] Mendiola C, Valdiviezo N,

Vega E, Sanchez Munoz A, Ciruelos EM,
Manso L, et al. Altretamine for recurrent
ovarian cancer or as maintenance

after response to second-line therapy.
Journal of Clinical Oncology.

2011;29(15_suppl):e15589

[54] TalwarV, Goel V, Raina S, Patnaik N,
Doval DC. Altretamine in advanced
pretreated epithelial ovarian carcinoma
patients: Experience from a center in
North India. Current Medicine Research
and Practice. 2016;6(3):109-112

[55] Cannistra SA, Gershenson DM,
Recht A. Ovarian Cancer, Fallopian Tube
Carcinoma, and Peritoneal Carcinoma.
Cancer: Principles and Practise of
Oncology. 9th ed. Philadelphia:
Lippincott Williams & Wilkins; 2011.
pp. 1368-1391

[56] Morgan M, Boyd J, Drapkin R,
Seiden MV. Ch 89—Cancers arising in
the ovary. In: Clinical Oncology. 5th ed.
Philadelphia, PA: Elsevier; 2014. p. 1592

[57] Target Ovarian Cancer. Controlling
Your Symptoms. 2017. Available

from: https://targetovariancancer.
org.uk/information-and-support/
my-ovarian-cancer-incurable/
controlling-your-symptoms

(58] Mayo Clinic Staff. Ovarian Cancer.
2018. Available from: https://mayoclinic.
org/diseases-conditions/ovarian-cancer/
basics/definition/con-20028096



Supportive and Palliative Care and Quality of Life in Oncology

[59] Peng X, et al. Randomized clinical
trial comparing octreotide and
scopolamine butylbromide in symptom
control of patients with inoperable bowel
obstruction due to advanced ovarian
cancer. 2015;13(1):1-6

[60] Treating Ovarian Cancer. n.d.
Available from: https://cancer.org/
cancer/ovariancancer/detailedguide/
ovarian-cancer-treating-general-info

[61] What is Ovarian Cancer? 2018.
Available from: https://cancer.org/
cancer/ovariancancer/detailedguide/
ovarian-cancer-what-is-ovarian-cancer

[62] Hernandez RK, Wade SW, Reich A,
Pirolli M, Liede A, Lyman GH. Incidence
of bone metastases in patients with solid
tumors: Analysis of oncology electronic
medical records in the United States.
BMC Cancer. 2018;18(1):1-1

[63] Heindel W, Giibitz R, ViethV,
Weckesser M, Schober O, Schifers M. The
diagnostic imaging of bone metastases.
Deutsches Arzteblatt International.
2014;111(44):741

[64] Handkiewicz-Junak D,

Poeppel TD, Bodei L, Aktolun C,
Ezziddin S, Giammarile F, et al. EANM
guidelines for radionuclide therapy of
bone metastases with beta-emitting
radionuclides. European Journal of
Nuclear Medicine and Molecular
Imaging. 2018;45:846-859

[65] Michael H-H, Tsai Y=Y, Ho_e, S.E.
Overview of diagnosis and management
of metastatic disease to bone. Cancer
Control. 2012;19:84-91

[66] Mercadante S. Malignant bone pain:
Pathophysiology and treatment. Pain.
1997;69:1-18

[67] Roodman GD. Mechanisms of bone
metastasis. The New England Journal of
Medicine. 2004;350(16):1655-1664

124

[68] Yoneda T, Hiasa M, Nagata Y, Okui T,
White FA. Acidic microenvironment
and bone pain in cancer-colonized bone.
BoneKEy Reports. 2015;4. p. 690

[69] Mantyh P. Bone cancer pain:
Causes, consequences, and therapeutic
opportunities. Pain. 2013;154:54-62

[70] Zajaczkowska R, Kocot-Kepska M,
Leppert W, Wordliczek J. Bone pain in
cancer patients: Mechanisms and current
treatment. International Journal of
Molecular Sciences. 2019;20(23):6047

[71] Igbal MS, Kelly C, Kovarik J,
Goranov B, Shaikh G, Morgan D, et
al. Palliative radiotherapy for locally
advanced non-metastatic head and
neck cancer: A systematic review.
Radiotherapy and Oncology.
2018;126(3):558-567

[72] Barker HE, PagetJT,

Khan AA, Harrington KJ. The tumour
microenvironment after radiotherapy:
Mechanisms of resistance and
recurrence. Nature Reviews. Cancer.

2015;15(7):409-425

[73] Vermorken JB, Mesia R, Rivera F,
Remenar E, Kawecki A, Rottey S,

et al. Platinum-based chemotherapy
plus cetuximab in head and neck cancer.
The New England Journal of Medicine.
2008;359(11):1116-1127

[74] Vermorken JB, Remenar E,

Van Herpen C, Gorlia T,

Mesia R, Degardin M, et al. Cisplatin,
fluorouracil, and docetaxel in
unresectable head and neck cancer.
The New England Journal of Medicine.
2007;357(17):1695-1704

[75] Saito AM, Landrum MB, Neville BA,
Ayanian JZ, Earle CC. The effect on
survival of continuing chemotherapy

to near death. BMC Palliative Care.
2011;10(1):1-1



Palliative Care Therapies
DOI: http://dx.doi.org/10.5772/intechopen.105220

[76] Caponigro F, Massa E, Manzione L,
Rosati G, Biglietto M, De Lucia L, et al.
Docetaxel and cisplatin in locally
advanced or metastatic squamous-cell
carcinoma of the head and neck: A phase
II study of the Southern Italy Cooperative
Oncology Group (SICOG). Annals of
Oncology. 2001;12(2):199-202

[77] Manafi-Farid R, Masoumi F,
Divband G, Saidi B, Ataeinia B, Hertel F,
et al. Targeted palliative radionuclide

therapy for metastatic bone pain. Journal
of Clinical Medicine. 2020;9(8):2622

[78] Yadav D, Lowenfels AB. The
epidemiology of pancreatitis and
pancreatic cancer. Gastroenterology.
2013;144(6):1252-1261

[79] Bray F, Ferlay J, Soerjomataram I,
Siegel RL, Torre LA, Jemal A. Global
cancer statistics 2018: GLOBOCAN
estimates of incidence and mortality
worldwide for 36 cancers in 185
countries. CA: A Cancer Journal for
Clinicians. 2018;68(6):394-424

[80] Maisonneuve P, Lowenfels AB.
Epidemiology of pancreatic cancer:
An update. Digestive Diseases.
2010;28(4-5):645-656

[81] Kanno A, Masamune A, Hanada K,
Kikuyama M, Kitano M. Advances in

early detection of pancreatic cancer.
Diagnostics. 2019;9(1). p. 18

[82] Betés M, Gonzalez Vazquez S,
Bojérquez A, Lozano MD, Echeveste JI,
Garcia Albarran L, et al. Metastatic
tumors in the pancreas: The role

of endoscopic ultrasound-guided
fine-needle aspiration. Revista
Espafiola de Enfermedades Digestivas.
2019;111(5):345-350

[83] De Luca L, Repici A, Kogollari A,
Auriemma F, Bianchetti M,
Mangiavillano B. Pancreatoscopy: An

125

update. World Journal of Gastrointestinal
Endoscopy. 2019;11(1):22-30

[84] Winter JM, Brennan MF, Tang LH,
etal. Survival after resection of pancreatic
adenocarcinoma: Results from a single

institution over three decades. Annals of
Surgical Oncology. 2012;19(1):169-175

[85] Konstantinidis I'T, Warshaw AL,
Allen JN, et al. Pancreatic ductal
adenocarcinoma: Is there a survival
difference for R1 resections versus locally
advanced unresectable tumors? What is
a “true” RO resection? Annals of Surgery.
2013;257(4):731-736

[86] Stathis A, Moore MJ. Advanced
pancreatic carcinoma: Current
treatment and future challenges.

Nature Reviews. Clinical Oncology.
2010;7(3):163-172

[87] Dimou F, Sineshaw H, Parmar AD,
Tamirisa NP, Jemal A, Riall TS. Trends
in receipt and timing of multimodality
therapy in early-stage pancreatic cancer.
Journal of Gastrointestinal Surgery.
2016;20(1):93-103

[88] Evans DB, Varadhachary GR,

Crane CH, etal. Preoperativegemcitabine-
based chemoradiation for patients

with resectable adenocarcinoma of the
pancreatic head. Journal of Clinical
Oncology. 2008;26(21):3496-3502

[89] Varadhachary GR, Wolff RA,
Crane CH, et al. Preoperative
gemcitabine and cisplatin followed by
gemcitabine-based chemoradiation
for resectable adenocarcinoma of the
pancreatic head. Journal of Clinical
Oncology. 2008;26(21):3487-3495

[90] Christians KK, Heimler JW,
George B, et al. Survival of patients
with resectable pancreatic cancer who

received neoadjuvant therapy. Surgery.
2016;159(3):893-900



Supportive and Palliative Care and Quality of Life in Oncology

[91] Stark A, Hines OJ. Endoscopic
and operative palliation strategies for
pancreatic ductal adenocarcinoma.

Seminars in Oncology.
2015;42(1):163-176

[92] House MG, Choti MA. Palliative
therapy for pancreatic/biliary cancer.
The Surgical Clinics of North America.
2005;85(2):359-371

[93] Maire F, Sauvanet A. Palliation of
biliary and duodenal obstruction in
patients with unresectable pancreatic
cancer: Endoscopy or surgery? Journal of
Visceral Surgery. 2013;150(3):S27-S31

[94] Lillemoe KD, Cameron JL,
Hardacre JM, et al. Is prophylactic
gastrojejunostomy indicated for
unresectable periampullary cancer? A
prospective randomized trial. Annals of
Surgery. 1999;230(3):322-328

[95] Van Heek NT, DeCastro SM,

van Eijck CH, et al. The need for a
prophylactic gastrojejunostomy for
unresectable periampullary cancer: A
prospective randomized multicenter
trial with special focus on assessment
of quality of life. Annals of Surgery.
2003;238(6):894-902

[96] Gurusamy KS, Kumar S,

Davidson BR. Prophylactic
gastrojejunostomy for unresectable
periampullary carcinoma. Cochrane
Database of Systematic Reviews. 2013;2

[97] Dallos MC, Eisenberger AB, Bates SE.

Prevention of venous thromboembolism
in pancreatic cancer: Breaking down

a complex clinical dilemma. The
Oncologist. 2020;25(2):132-139

[98] Jensen SB, Pedersen AM, Vissink A,

Andersen E, Brown CG, Davies AN, et al.

A systematic review of salivary gland
hypofunction and xerostomia induced
by cancer therapies: Prevalence, severity

126

and impact on quality of life. Supportive
Care in Cancer. 2010;18(8):1039-1060

[99] Pedersen AM, Bardow A, Jensen SB,
Nauntofte B. Saliva and gastrointestinal
functions of taste, mastication,

swallowing and digestion. Oral Diseases.
2002;8(3):117-129

[100] Toth BB, Chambers MS, Fleming TJ,
Lemon JC, Martin JW. Minimizing oral
complications of cancer treatment.
Oncology (Williston Park, N.Y.).
1995;9(9):851

[101] Toth BB, Chambers MS,
Fleming TC. Prevention and
management of oral complications
associated with cancer therapies:
Radiotherapy/chemotherapy. Texas
Dental Journal. 1996;113(6):23-29

[102] Oneschuk D, Hanson J,
Bruera E. A survey of mouth pain and
dryness in patients with advanced

cancer. Supportive Care in Cancer.
2000;8(5):372-376

[103] Sweeney MP, Bagg J, Baxter WP,
Aitchison TC. Oral disease in terminally

ill cancer patients with xerostomia. Oral
Oncology. 1998;34(2):123-126

[104] Ohrn KE, Wahlin YB, Sjédén PO.
Oral status during radiotherapy and
chemotherapy: A descriptive study of
patient experiences and the occurrence

of oral complications. Supportive Care in
Cancer. 2001;9(4):247-257

[105] Hammerlid E, Mercke C,

Sullivan M, Westin T. A prospective
quality of life study of patients with
oral or pharyngeal carcinoma treated
with external beam irradiation with or
without brachytherapy. Oral Oncology.
1997;33(3):189-196

[106] Takahashi Y. Influences of oral
health-related quality of life of cancer



Palliative Care Therapies
DOI: http://dx.doi.org/10.5772/intechopen.105220

patients in the terminal phase. Journal of
the Japanese Society for Disability and
Oral Health. 2011;5:23-37

[107] Davies A, Finlay I. Oral care in
advanced disease. Oral Care in Advanced
Disease. 2011:1-250

[108] Sweeney MP, Bagg J. The mouth
and palliative care. The American
Journal of Hospice & Palliative Care.
2000;17(2):118-124

[109] Treister NS, Villa DA, Thompson L.
Palliative care: Overview of mouth care
at the end of life. Depression. 2020;3:7

[110] Wu TY, Liu HY, Wu CY, Chen HC,
Huang ST, Chen PH. Professional oral
care in end-of-life patients with advanced
cancers in a hospice ward: Improvement
of oral conditions. BMC Palliative Care.
2020;19(1):1-5

[111] Mehra R, Cohen RB, Burtness BA.
The role of cetuximab for the treatment
of squamous cell carcinoma of the

head and neck. Clinical Advances

in Hematology & Oncology.
2008;6(10):742-750

[112] Floriano TF, Heguedusch D,

Pareja GN, Oliveira SV, Domaneschi C,
de Barros Gallo C. Dental management in
palliative care of a patient with advanced
oral cancer: A case report. Journal of Oral
Diagnosis. 2021;6(1):1-6

[113] McDermott JD, Eguchi M,

Stokes WA, Amini A, Hararah M,

Ding D, et al. Short-and long-term opioid
use in patients with oral and oropharynx

cancer. Otolaryngology — Head and Neck

Surgery. 2019;160(3):409-419

[114] Sekido K, Tomihara K, Horikawa H,
Tachinami H, Murakami N, Noguchi M.
Successful control of opioid-refractory
cancer pain with methadone in a patient
with advanced oral squamous cell

127

carcinoma: A case report. Oral Science
International. 2018;15(2):78-80

[115] Elad S, Horowitz R, Zadik Y.
Supportive and Palliative Care in
Dentistry and Oral Medicine. The Art
and Science of Palliative Medicine. Hong
Kong: AME Publishing Company; 2014.
pp- 385-405

[116] Arjan V et al. Clinical management
of salivary gland hypofunction

and xerostomia in head-and-neck
cancer patients: Snccesses and

barriers. International Journal of
Radiation Oncology, Biology, Physics.
2010;78(4):983-991

[117] Jham BC, Teixeira IV, Aboud CG,
Carvalho AL, Coelho Mde M, etal. A
randomized phase III prospective trial
of bethanechol to prevent radiotherapy-
induced salivary gland damage in
patients with head and neck cancer. Oral
Oncology. 2007;43:137-142

[118] Jaguar GC, Lima EN, Kowalski LP,
Pellizzon AC, Carvalho AL, et al. Double
blind randomized prospective trial

of bethanechol in the prevention

of radiation-induced salivary gland
dysfunction in head and neck cancer
patients. Radiotherapy and Oncology.
2015;115:253-256

[119] Park B, Noh H, Choi DJ. Herbal
medicine for xerostomia in cancer
patients: A systematic review of
randomized controlled trials. Integrative
Cancer Therapies. 2018;17(2):179-191

[120] Ni X, YuY, Tian T, Liu L, Li X,
LiF, etal. Acupuncture for patients
with cancer-induced xerostomia: A

systematic review protocol. BMJ Open.
2019;9(12):e031892

[121] Berk LB, Shivnani AT, Small W
Jr. Pathophysiology and management
of radiation-induced xerostomia.



Supportive and Palliative Care and Quality of Life in Oncology

The Journal of Supportive Oncology.
2005;3:191-200

[122] Coppes RP, Zeilstra LJW,
Kapinga HH, Konings AWT. Early to
late sparing of radiation damage to
the parotid gland by adrenergic and
muscarinic receptor agonists. British
Journal of Cancer. 2001;85:1055-1063

[123] Ravasco P. Aspects of taste and
compliance in patients with cancer.
European Journal of Oncology Nursing.
2005;9:584-591

[124] Afraseyabi S, Afkhamzadeh A,
Sabori H, Verdi F, Khaksar N, Mosavei B.
Oral candidiasis amongst cancer patients
at Qods Hospitals in Sanandaj. African
Journal of Clinical and Experimental
Microbiology. 2011;12(3):1595-1689

[125] Lalla RV, Latortue MC, Hong CH,
etal. A systematic review of oral fungal
infections in patients receiving cancer

therapy. Supportive Care in Cancer.
2010;18(8):985-992

[126] Brondel L, Jacquin A, Meillon S,
Pénicaud L. Le gotit: Physiologie, roles et
dysfonctionnements. Nutrition Clinique
et Métabolisme. 2013;27(3):123-133

[127] Malaty J, Malaty IA. Smell and taste
disorders in primary care. American
Family Physician. 2013;88(12):852-859

[128] Halyard MY, Jatoi A, Sloan JA,
Bearden JD III, Vora SA, Atherton PJ, et
al. Does zinc sulfate prevent therapy-
induced taste alterations in head and
neck cancer patients? Results of phase

I1I double-blind, placebo-controlled

trial from the North Central Cancer
Treatment Group (NO1C4). International
Journal of Radiation Oncology, Biology,
Physics. 2007;67(5):1318-1322

[129] Mizukami Y, Sato J, Nihei S,
Kashiwaba M, Kudo K, Okuyama H,
et al. The effectiveness of polaprezinc

128

preparation for taste alteration in
cancer chemotherapy. Gan to Kagaku
Ryoho. Cancer & Chemotherapy.
2016;43(8):979-983

[130] Kouvaris JR, Kouloulias VE,
Vlahos L]. Amifostine: The first
selective-target and broad-spectrum
radioprotector. The Oncologist.

2007;12(6):738-747

[131] Shokohi T, Bandalizadeh Z,
Hedayati MT, MayahiS. Invitro antifungal
susceptibility of Candida species isolated
from oropharyngeal lesions of patients
with cancer to some antifungal agents.
Jundishapur Journal of Microbiology.
2011;4(1):S19-S26

[132] W1 W. Scarborough je
osteoradionecrosis in intra-oral cancer.
American Journal of Roentgenology.
1938;40:524-534

[133] Silvestre-Rangil J, Silvest F-J.
Clinico-theraper-rtic management
of osteoradionecrosis: A literature
review and update. Medicina Oral,
Patologia Oral y Cirugia Bucal.
2011;16(7):E900-E904

[134] Re M. A new concept in treatment
of osteoradionecrosis. Journal of

Oral and Maxillofacial Surgery.
1983;41:351-357

[135] Adam SJ et al. Paradigm shifts In
the management of osteoradionecrosis
of mandible. Oral Oncology.
2010;46:95-801

[136] Roila F, Molassiotis A, Herrstedt J,
Aapro M, Gralla R], Bruera E, et al.
2016 MASCC and ESMO guideline
update for the prevention of
chemotherapy- and radiotherapy-
induced nausea and vomiting and

of nausea and vomiting in advanced
cancer patients. Annals of Oncology.
2016;27:v119-v133



Palliative Care Therapies
DOI: http://dx.doi.org/10.5772/intechopen.105220

[137] Louie KS, Mehanna H,

Sasieni P. Trends in head and neck
cancers in England from 1995-2011 and
projections up to 2025. Oral Oncology.
2015;51(4):341-348

[138] Siegel RL, Miller KD, Jemal A.
Cancer statistics 2017. CA: A Cancer
Journal for Clinicians. 2017;67(1):7-30

[139] De La Cruz M, Fan]J,

Yennu S, Tanco K, Shin S, Wu J, et al.
The frequency of missed delirium in
patients referred to palliative carein a

comprehensive cancer center. Supportive
Care in Cancer. 2015;23:2427-2433

[140] Hui D. Delirium in the palliative
care setting: “Sorting” out the confusion.
Palliative Medicine. 2019;33:863-864

[141] Rudolph JL, Archambault E,

Kelly B, Force VABDT. A delirium risk
modification program is associated

with hospitaloutcomes. Journal of the
American Medical Directors Association.
2014;15(957):e7-el11

[142] Schoen MW, Cull S, Buckhold FR.
False bed alarms: A teachable moment.
JAMA Internal Medicine.
2016;176:741-742

[143] Grassi L, Caraceni A,

Mitchell A, Nanni MG, Berardi MA,
Caruso R, et al. Management of delirium
in palliativecare: A review. Current
Psychiatry Reports. 2015;17:1-9

[144] Agar MR, Lawlor PG, Quinn S,
Draper B, Caplan GA, Rowett D, et al.
Efficacy of oral risperidone, haloperidol,
or placebo for symptoms of delirium
among patients in palliative care: A
randomized clinical trial. JAMA Internal
Medicine. 2017;177:34-42

[145] Mattiuzzi C, Sanchis-Gomar F,
Lippi G. Concise update on colorectal
cancer epidemiology. Annals

129

of Translational Medicine.
2019;7(21):609-613

[146] Rudler M et al. Optimal
management of ascites. Liver
International. 2020;40:128-135

[147] Torre LA, Bray F, Siegel RL, Ferlay ],
Lortet-Tieulent J, Jemal A. Global cancer
statistics, 2012. CA: A Cancer Journal for
Clinicians. 2015;65(2):87-108

[148] National Institutes of Health
National Cancer Institute. Surveillance,
Epidemiology, and End Results Program.
SEER Cancer Stat Facts: Bladder Cancer.
Available from: https://seer.cancer.gov/
statfacts/html/urinb.html [Accessed: 11
August 2017]

[149] Didkowska J, Wojciechowska U,
Zatoniski W. Nowotwory zlosliwe w
Polsce w 2011 roku. Warszawa: Krajowy
Rejestr Nowotworéw; 2013

[150] Oya H, Koike M, Iwata N,
Kobayashi D, Matoba M. Pain
management for urological cancer
patients in palliative care. Journal

of Palliative Care and Medicine.
2013;3(168):2

[151] National Collaborating Centre for
Cancer (UK). Bladder Cancer: Diagnosis
and Management. London: National
Institute for Health and Care Excellence
(NICE); 2015

[152] Suzuki K, Hanashima F, Shirotake S,
Kodaira K, Nishimoto K, Takahashi T,
etal. Determining the optimum way to
maintain quality of life for very elderly
patients with advanced bladder cancer
and poor performance status: A case
report. Molecular and Clinical Oncology.
2017;6(6):968-970

[153] Daniels CJ, Wakefield PJ, Bub GA.
Bladder metastasis presenting as neck,
arm and thorax pain: A case report.



Supportive and Palliative Care and Quality of Life in Oncology

Chiropractic & Manual Therapies.
2016;24:14

[154] Mariotto AB, Etzioni R, Hurlbert M,
Penberthy L, Mayer M. Estimation of the
number of women living with metastatic
breast cancer in the United States. Cancer

Epidemiology, Biomarkers & Prevention.
2017;26(6):809-815

[155] Thrift-Perry M, Cabanes A,
Cardoso F, Hunt KM, Cruz TA,

Faircloth K. Global analysis of metastatic
breast cancer policy gaps and advocacy

efforts across the patient journey. Breast.
2018;41:93-106

[156] Dange VN, Shid SJ, Magdum CS,
Mohite SK. A review on breast
cancer: An overview. Asian Journal

of Pharmaceutical Research.
2017;7(1):49-51

[157] Hariramani N, Jayanthi S. A
systematic review of intrinsic factors and
its influence in breast cancer. Research
Journal of Pharmacy and Technology.
2018;11(8):3543-3546

[158] Jayashree V, Velraj M. Breast cancer
and various prognostic biomarkers for
the diagnosis of the disease: A review.
Research Journal of Pharmacy and
Technology. 2017;10(9):3211-3216

[159] Yadav AR, Mohite SK. Cancer—A
silent killer: An overview. Asian
Journal of Pharmaceutical Research.
2020;10(3):213-216

[160] Cleeland CS, Gonin R, Hatfield AK,
etal. Pain and its treatment in
outpatients with metastatic cancer.

The New England Journal of Medicine.
1994;330:592-596

[161] Li BT, Wong MH, Pavlakis N.
Treatment and prevention of bone
metastases from breast cancer: A
comprehensive review of evidence for

130

clinical practice. Journal of Clinical
Medicine. 2014;3(1):1-24

[162] Mercadante S, Fulfaro F.
Management of painful bone metastases.

Current Opinion in Oncology.
2007;19(4):308-314

[163] Ripamonti CL, Santini D,
Maranzano E, Berti M, Roila F. ESMO
Guidelines Working Group. Management
of cancer pain: ESMO clinical practice
guidelines. Annals of Oncology.
2012;23:vii139-viil54

[164] Cherny NI, Paluch-Shimon S,
Berner-Wygoda Y. Palliative care: Needs
of advanced breast cancer patients.
Breast Cancer: Targets and Therapy.
2018;10:231

[165] Juvet LK, Thune I, Elvsaas IK@,

et al. The effect of exercise on fatigue
and physical functioning in breast cancer
patients during and after treatment and

at 6-month follow-up: A meta-analysis.
Breast. 2017;33:166-177

[166] Mohandas H, Jaganathan SK,

Mani MP, Ayyar M, Rohini Thevi GV.
Cancer-related fatigue treatment: An
overview. Journal of Cancer Research and
Therapeutics. 2017;13(6):916-929

[167] Brunault P, Champagne AL,

Huguet G. Major depressive disorder,
personality disorders, and coping
strategies are independent risk factors
for lower quality of life in non-metastatic
breast cancer patients. Psycho-Oncology.
2016;25:513-520

[168] Park EM, Gelber S, Rosenberg SM,
etal. Anxiety and depression in young
women with metastatic breast cancer: A

cross-sectional study. Psychosomatics.
2018;59(3):251-258

[169] Rodin G. Effective treatment for
depression in patients with cancer.
Lancet. 2014;384(9948):1076-1078



Palliative Care Therapies
DOI: http://dx.doi.org/10.5772/intechopen.105220

[170] Li M, Kennedy EB, Byrne N,
Gerin-Lajoie C, Green E, Katz MR,

et al. The Management of Depression in
Patients with Cancer. Vol. 11. Toronto:
Cancer Care Ontario; 2015. pp. 19-14

[171] Euczak J, Kotliiska-Lemieszek A.
Opieka paliatywna/hospicyjna/
medycyna paliatywna. Nowiny
Lekarskie. 2011;80:3-15

131






Chapter 9

Feeding at the End of Life in
Brazilian Amazon: Qualitative
Analysis of Medical Indications
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Abstract

Background: Death is preceded by several medical decisions that impact the dying
process. One of the challenges faced by the multidisciplinary team regarding the care
for patients at the end of life process is the indication or interruption of enteral feed-
ing. The aim of this study was to describe the decision experience of the indication
of artificial nutrition for seriously ill patients at the end of life by physicians working
in a private oncology clinic in Manaus-Amazonas (AM), and their perceptions about
end-of-life process. Material and Methods: A cross-sectional and observational study
based on a qualitative approach. A clinical case involving a hypothetical patient with
advanced dementia, not a candidate for disease-modifying therapy, evolving with
signs of end of life was applied. The doctors answered in a discursive manner a ques-
tion about which nutritional option would be the most adequate. Content analysis was
used to analyze the data. Results: A total number of 15 specialists physicians acting
in a private oncologic clinic in Manaus-AMwere included. Approximately 42.84%
of respondents opted to indicate the placement of a nasoenteric feeding tube or a
gastrostomy. A large portion of them believed that the patient had the opportunity to
treat severe dementia. Conclusions: There is little scientific evidence of the benefits of
using artificial feeding in elderly patients with advanced dementia. Further stud-
ies are needed in addition to continuing educating initiatives to inform prescribing
professionals about the potential related risks of artificial diet at the end of life.

Keywords: palliative care, death, diet, Brazil, elderly

1. Introduction

Death is preceded by several medical decisions that directly impact how the dying
process will happen [1]. Despite being a sensitive topic for many professionals, being
able to make proportional decisions has a significant weight in the last days of life
[2]. The process to decide should be a common practice among physicians, especially
when they care for patients with advanced diseases. However, many of them still face
problems associated with indications or interruption of treatments during the trajec-
tory of some illnesses [3].
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All life-limiting diseases have specificities during the final phase of life, some are
better defined, such as cancer and others as dementia could be more complex to man-
age. The survival rate for dementia is around 3 to 10 years. Dementia has a trajectory
with progressive losses and decreasing performance that can persist for years [4, 5].
An important dilemma for all progressive conditions is about feeding in the last days
of life. The patient in the dying process reduces food intake, progressing in most cases
to complete fasting. However, both the medical team and the family question the lack
of food offered in this stage of disease evolution [6].

Evidence-based guidelines and approaches that incorporate quality of life and
patient preferences as Palliative Care (PC) may help solve this problem [7]. Palliative
Care is a holistic approach that aims to alleviate the suffering caused by serious and
progressive illnesses. The goal is to maintain the highest possible quality of life in the
face of these conditions. It is a person-centered approach where the object of care
is the patient, family, and caregivers. In general, provides skills for decision-makers
concerning end-of-life dilemmas and affords tools to align care trajectory with patient
values and preferences [8].

The incorporation of PC approach in the standard care improves the decision-
making process, the symptoms control in the last moments of life, and improve
communication with the family [9]. However, the lack of education in palliative
care among doctors has been one of the most common barriers in providing quality
palliative care. Many studies have revealed that professionals often have inadequate
knowledge of pain, the use of opioids, management symptoms, and the concept of
palliative care and its indications. Public awareness and acceptance of the end of life
should involve educational initiatives not only for health professionals but the entire
community [10-12].

Given the above considerations, to understand how medical professionals deal
with the decision for nutrition at the end of life and also to start studies related to this
topic, the objective of the present investigation was to describe the decision experi-
ence of the indication of artificial nutrition for seriously ill patients at the end of life.

2. Methods

This was a cross-sectional and observational study based on a qualitative
approach, which was approved by the local Ethics Committee under protocol number
2.925.747/2018. The study was carried out in the steps that follow: 1) The physi-
cians included were approached individually and informed about the objective and
methodology of the study. Those who agreed to participate signed written informed
consent; 2) After that, each doctor received by e-mail, through google.docs, a clini-
cal case involving a hypothetical patient with advanced dementia, who was nota
candidate for disease-modifying therapy, admitted to the hospital with a respiratory
infection secondary to bronchoaspiration, and with subsequent evolution involving
end of life signs (Table 1); 3) Doctors had to analyzed the clinical case and then they
had to answer a single question about which nutritional option would be the most
suitable in that clinical situation.

Discursive responses were collected between December 2018 and March 2019 and
confindentiality was guaranteed throughout the Project. The authors used the SRQR
checklist when writing our report as a requirement for qualitative studies [13].
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M.A.S.S., 86 years old, female, admitted in the emergency with productive cough (hyaline expectoration) and
report of the caregiver of post-eating gags. The caregiver is her only child, 62 years old, no children, single,
exclusive caregiver of the mother in the last 3 years when she had to abandon her job to dedicate herself to her
mother exclusively.

Vital signs: PA = 90 x40mmHg; FC = 104 bpm; FR = 20irpm; SatO2 = 96% (in ambient air); TAX = 36.7°C.

In view of the hypothesis of pneumonia secondary to bronchoaspiration, hospital admission was requested.
Physician that receives the patient and after initial clinical measures (oxygen therapy and nebulization) the
patient stay stable.

Morbid-personal antecedents: Patient with elderly’s fragility syndrome and Alzheimer’s dementia for about
3 years and, for about 1 year, totally dependent on basic daily activities (bathing, clothing, transference,
continence, hygiene). She has been enrolled for a year with recurrent infections (pneumonia and urinary
tract infection).

Already accompanied by a multidisciplinar team of palliative care since the diagnosis of dementia. She has been
attending a low oral intake and coughing after feeding for 6 mouths and 1 month ago, had been treated for
pneumonia with oral antibiotic. No pain or other symptoms.

Medications on use: Donepezil 10 mg/day; Lactulose 10 ml 12/12 hours.

Significant findings on physical examination: Sarcopenia, spontaneous ocular opening but not contacting,
snoring transmission on the pulmonary auscultation.

In view of the clinical case presented, in the current hospitalization, we would like to know what you would be
conduct in relation to food. Would you recommend the beggining of artificial diet? Justify your answer.

Table 1.
Clinical case.

3. Participants

The study was conducted at an Oncology clinic of the private health sector in
Manaus-AM. The physicians were chosen to participate if they had a specialty, clinical
or surgical, and at least three years of experience in their areas.

The subjects were 15 physicians working in the following specialties: Clinical
Oncology (1), Radio-Oncology (3), Mastology (3), Hematology (1), Gastroenterology
(1), Head and Neck Surgery (1), Digestive Tract Surgery (1), Orthopedics (1),
Geriatrics (2), and Thoracic Surgery (1). Exclusion criteria were physicians not
involved in the clinical care of adult patients, specialists with less than 3 years of
practical clinical activity, and physicians caring exclusively for pregnant or puerperal
women, children, and patients in the intensive care unit (ICU).

4. Data analysis

The discourses obtained were analyzed by Content Analysis. This methodol-
ogy proposes a set of techniques for the analysis of verbal communication to obtain
indicators, qualitative or not, that will permit the description of the content of the
messages of the persons interviewed. The method consists of three phases (analysis,
exploration of the material and treatment of the results, inference, and interpreta-
tion) and one of the criteria for data categorization can be a semantic one or a the-
matic one when all topics having the same meaning are grouped. All the discourses
were transcribed in their entirety.
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5. Results

Among the 15 physicians included, only one did not complete the stages of the
study and was excluded. They were divided in the following specialties: Clinical
oncology (1); Radio-oncology (3); Mastology (3); Hematology (1); Head an neck
surgery (1); Thoracic surgery (1); Digestive system surgery (1); Geriatric (2) and
Orthopedic (1). The others informations about the physicians included are in Table 2.

Regarding the indication of an alternative nutritional route for an artificial diet
at the time of hospitalization of a patient with advanced dementia and in an active
dying process, the following discourses were obtained from the doctors who opted to
indicate the placement of a nasoenteric feeding tube or a gastrostomy (42.84%):

“.. There still is the possibility of treatment of the base disease.”

“.. Patient with poor performance status, functionally dependent, with aspira-
tion pneumonia and sarcopenia. She indicates definitive enteral nutrition. I would

Variables n (%) Mean

Gender

Female 5 (35.71%)

Male 9 (64.29%)

Age group

25-30 years 1 (714%)

31-35 years 7 (50%) 35.5 years

36-40 years 4 (28.57%)

41-45 years 2 (14.28%)

Marital status

Single 4 (28.57%)

Married 9 (64.28%)

Divorced 1 (7.14%)

Children

Yes 9 (64.29%)

No 5 (35.71%)

Religion

Yes 13 (92.85%)

No 1 (714%)

Specialty

Clinical 7 (50%)

Surgical 7 (50%)

Practice time

=7 years 5 (37.71%)

> 7 years 9 (64.28%)
Table 2.

Social professional characteristics.

136



Feeding at the End of Life in Bragilian Amagon: Qualitative Analysis of Medical Indications
DOI: http://dx.doi.org/10.5772/intechopen.104509

first prescribe the passage of a nasoenteric feeding tube and I would program a
gastrostomy.”

“.. Despite the sarcopenia, the patient may still have some time of life if she
responds to antibiotic therapy. If the patient does not show a satisfactory response, no
invasive procedure should be indicated, and nutrition should be interrupted.”

“.. I would indicate enteral nutrition due to the severe status and clinical signs and
symptoms of the patient.”

“I would indicate endoscopic gastrostomy, which permits a satisfactory nutritional
route of easy manipulation and that would avoid discomfort and frequent losses such
as those occurring with nasoenteric feeding tubes.”

The following responses were obtained from the professionals who were against
the indication of an alternative route for an artificial diet:

“.. Despite the short duration of Alzheimer’ disease, the patient is in an advanced
phase of the disease and is dependent on all her basic daily life activities. An alterna-
tive route (nasoenteric feeding tube or gastrostomy) is not indicated in these cases
since it does not reduce the risk of aspiration. The decision is shared and, since the
patient is already monitored by a PC team, probably it would be easier for her daugh-
ter to accept not to use an alternative nutrition route.”

“No additional nutrition route due to the reserved clinical signs and symptoms
of the patient, with no perspective of reversal of the basal clinical condition, with a
strong negative impact on the quality of life of her relatives.”

“.. I would maintain the indication of the oral route because it would be less
invasive and painful for the patient.”

“.. A patient with a progressive incurable disease and multiple infectious intercur-
rences over the last year, so that the current hospitalization could be considered to
involve the end of life care”

6. Discussion
6.1 Epidemiology and dementia definition

In the US, Alzheimer’ disease is a condition whose mortality has been increasing
and a recent analysis has demonstrated that in 2010 about 32% of the deaths in elderly
were due to the evolution and secondary complications of dementia. This number is
projected to increase to 43% by 2050. According to the World Health Organization
(WHO)), is estimated about 50 million people with dementia around the world and is
expected to triplicate this number by 2050 [14].

Several instruments have been developed to assess the severity and staging of
dementias. One of these is the FAST scale (Functional Assessment Staging) and it
is divided into 16 stages of progression (normal to severe dementia). FAST scale has
no interference with low education and gives more details of the functional stages of
severe dementia [15].

6.2 Artificial diet indication

There is little scientific evidence about the benefits of the use of artificial nutrition for
older patients with advanced dementia [16, 17]. However, when feeding difficulties and
weight loss occur, it is necessary to decide between about continuing to offer food by the
oral route or placing a feeding tube (enteric tube or endoscopic gastrostomy) [18]. The
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estimate is that more than one-third of patients with severe cognitive impairment admit-
ted on a home care basis in the US are being fed through a tube for artificial nutrition [9].
Patients with dementia usually experience feeding difficulties in addition to the
decline of cognitive, language, and functional skills given the progressive neurode-
generative process. The reduction of oral intake in the presence of advanced dementia
is expected, not only due to nutritional problems but also due to the natural course of
the disease [18]. Another theory suggests that patients with advanced dementia have
reduced calorie needs due to their low basal metabolic rate and inactivity. Besides,
as is the case for other advanced clinical conditions, patients are expected to eat
less as part of the natural progression towards the end of life [18, 19]. However, it is
important to distinguish between death due to lack of nutrition and hydration and
the dying process in which failure to eat and drink is due to the natural dying process
secondary to a chronic disease in the absence of therapy that modifies the disease. In
the latter case, maintaining artificial nutrition could be a form of “forced feeding”
and improper treatment. However, the initiation of an artificial diet and hydration
has been experienced as a basic form of care that prevents death from starvation [19].
A recent Cochrane meta-analysis concluded that the use of artificial nutrition did
not prolong the survival of patients with advanced dementia compared to a comfort
diet. However, most of the studies included were observational and the absence of
randomized clinical studies limited the quality of information [18].

6.3 Risks of artificial diet indication

Feeding tubes are associated with countless adverse effects that have not yet
been properly quantitated. The current literature suggests rates of complications
ranging from 32 to 70%. Also, keeping the feeding tube properly positioned in
patients with dementia it may requires physical restraint or pharmacological seda-
tion, which may negatively affect the quality of life of patients in these conditions.
The patients may also be deprived of the pleasure of eating by mouth and of the
interpersonal interaction brought about by nutrition [18]. In addition, there are
problems related to the inadvertent removal of the tube by the patients, leading to
the need for physical or pharmacological restraint [19]. The complications most
frequently described are pain and others directly related to tube placement (e.g.,
infection, bleeding, increased risk of aspiration, increased risk of pressure ulcers,
gastrointestinal symptoms such as reflux, diarrhea and constipation, increased
incidence of physical or chemical restraint to prevent tube removal by the patient,
volemic overload leading to increased pulmonary edema, and peripheral edema).
Also, the increase in the volume of airway secretions in the presence of edema may
increase the perception of hunger [9].

When the artificial diet and hydration are discontinued, the dehydration caused
is isotonic and causes less thirst than the hypertonic dehydration that occurs when
only the artificial diet is discontinued. Besides, dehydration may lead to increased
dying comfort because it reduces the occurrence of secretions in the respiratory and
gastrointestinal systems, thus also reducing vomiting and diarrhea. It may also reduce
the volume of urine in patients with incontinence, leading to fewer skin irritations.
Dehydration causes a reduced release of vasopressin and there is some evidence that it
also reduces the release of endorphin and the perception of pain [14].

Other mechanisms whereby the discontinuation of an artificial diet and hydra-
tion leads to more comfort for the patient, probably concerning the formation of
ketone bodies. The increased formation of ketones leads also to the formation of
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g-aminobutyric acid which therefore acts as an inhibitory brain neurotransmitter and
reduces the occurrence of convulsion [14].

6.4 Medical prescription

Physicians can prescribe artificial nutrition and hydration as a form of care based
on ethical principles more than on scientific evidence and motivated by their personal
belief that providing food and water satisfies basic human needs [19]. Physicians and
other health professionals play an important role in the perpetuation of excessive
indication and use of feeding tubes for patients with advanced dementia. One should
consider some misunderstandings among these professionals, such as the fact that the
risk of bronchoaspiration and pneumonia is an important factor to be considered for
the indication of a feeding tube [9]. However, this scenario is not unique to Brazil. A
recent systematic review shows that professionals from other countries, such as the
USA, Japan and Israel, have not applied the latest evidence to their clinical practice
either [20].

A systematic review of therapeutic decisions regarding artificial diet and hydra-
tion for patients at risk of reduced mental capacity has revealed that that the first
reason behind the initiation of the two interventions, including patients with demen-
tia, is to prolong life. However, there is evidence indicating that neither approach,
when started in patients with advanced dementia, courses with increased survival
or improves the quality of life of these patients. Indeed, enteral nutrition through a
tube places the patient at risk for countless complications and deprives them of their
dignity [9].

However, the absence of artificial nutrition may cause dissatisfaction among the
patient’s relatives since it is widely felt culturally that feeding is symbolically associ-
ated with the act of caring. Also, it is felt that, when artificial nutrition is not started,
the patient will suffer hunger and thirst in the absence of adequate oral intake [18].

It is common to observe that the cultural conceptions of nutrition as “basic care”
conflict with its medical-legal definition since this is a form of technological interven-
tion. Research specifically focusing on removing or refusing nutrition and hydration
has demonstrated that the ensuing death is not particularly painful. However, these
investigations have been conducted only on older, frail and/or sick patients in the final
phase of life [19, 21].

6.5 Recognizing signs of the end of the life

Conducting a prognostic assessment and identifying signs of an active process of
death are constant challenges in medical practice. Especially between non-palliative
health care professionals and the biggest difficulty to recognize signs of imminent
death. The inconsistencies to make a prognostic analysis can reflect insufficient medi-
cal training in medical schools and graduate programs [22].

A recent study carried out with patients with oncological diseases in the final stage
identified that for the recognition of imminent death, PPS was the most important
factor among doctors, followed by the presence of Cheyne-Stokes breathing, declining
clinical condition, agitation or lowering of the level of consciousness and noisy breath-
ing due to hypersecretion of the airways in addition to peripheral cyanosis. Surprisingly,
there was no difference in the ability to do prognostic analysis between older doctors,
suggesting that clinical experience alone may not optimize the ability to predict [22].
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Symptoms related to imminent death are: patient restricted to bed, decreased level
of consciousness, patient able to swallow small sips of fluids and the patient loses the
ability to ingest medications orally [23].

Both the health team and family members have doubts about the definition of end-
of-life. Due to this uncertainty and the unpredictability of the evolution of the patient’s
condition, clinical support must be specifically focused on the individual’s needs [24].

6.6 Advanced care planning

Anticipated directives were developed in the United States in the 1960s with the
aim to empower patients and improve professionals’ and family caregivers’ compli-
ance with patient preferences in the event of loss of decision-making capacity [25].

A recent population study has demonstrated that people are more afraid of a
diagnosis of dementia than of a diagnosis of cancer (21% vs. 18%) and this fear is
especially common among persons older than 60 years (29% are more afraid of
being diagnosed with dementia and only 9% are more afraid of being diagnosed with
cancer). There are countless reasons for this fear, among them: loss of memory, loss
of autonomy, becoming dependent on another person for self-care, loss of dignity, the
possibility of suffering, and the increased health costs [14].

Most insertions of a feeding tube occur during hospital admission when specialists
and clinicians have no relationship with the relatives and prescribe health care under
pressure from family and caregivers regarding the initiation of artificial nutrition. It
is necessary to start early during the course of dementia the discussions about artifi-
cial diet and hydration [9].

Anticipated wish directives specifying whether or not the patient wishes to receive
artificial nutrition and hydration if he/she should progress to an advanced stage of
dementia, represent a manner of guaranteeing the autonomy of the patient, regard-
less of the family’s desire [14].

7. Conclusion

There is little scientific evidence about the benefits of using artificial feeding
among elderly patients with advanced dementia, precisely benefit of starting an
artificial diet at the end of life. This is may be as a result ofthe lack of adequate medi-
cal training in this field.

Despite, medical professionals still keep using this type of health intervention in
clinical practice.

Acknowledgements

This study was supported by the Clinic of Oncologic Therapy and Diagnostic
Imaging (SENSUMED Oncology) and the authors had the support of an extremely
competent brazilian geriatric physician: Claudia Burld, MD.
Conflict of interest

The authors declare no conflict of interest.

140



Feeding at the End of Life in Bragilian Amagon: Qualitative Analysis of Medical Indications
DOI: http://dx.doi.org/10.5772/intechopen.104509

Funding

The authors received no financial support for the research, authorship and publi-
cation of this article.

Abbreviations

PC Palliative care

ICU Intensive Care Unit

WHO World Health Organization

FAST scale Functional Assessment Staging scale
UsS United States

PPS Palliative Performance Scale
Author details

Caroline Anjosl, Katherine Dambrowski’, Antonio Godoy3* and Paula Barrioso*
1 Medical Oncologist, Sensumed Oncology, Manaus, AM, Brazil

2 Medical Family and Community, Pontifical Catholic University of Parand,
Curitiba, PR, Brazil

3 Medical Oncologist, Brazil Cancer Institute, TrésLagoas, MS, Brazil
4 Oncology and Palliative Care Nurse, Instituto Paliar, Sdo Paulo, SP, Brazil
*Address all correspondence to: acgodoypsn@gmail.com

IntechOpen

© 2022 The Author(s). Licensee IntechOpen. This chapter is distributed under the terms of
the Creative Commons Attribution License (http://creativecommons.org/licenses/by/3.0),
which permits unrestricted use, distribution, and reproduction in any medium, provided

the original work is properly cited.

141



Supportive and Palliative Care and Quality of Life in Oncology

References

[1] Avik Persson H, Sandgren A,

Fiirst C, et al. Early and late signs that
precede dying among older persons in
nursing homes: The multidisciplinary
team’s perspective. BMC Geriatrics.
2018;18:134. DOI: 10.1186/s12877-018-
0825-0

[2] Buiting HM, Rietjens JA, Onwuteaka-
Philipsen BD, van der Maas PJ, van
Delden JJ, van der Heide A. A comparison
of physicians’ end-of-life decision
making for non-western migrants

and Dutch natives in the Netherlands.
European Journal of Public Health.
2008;18:681-687 IN END OF LIFE CARE
AND DECISION MAKING Opinions
and experiences of the general public,
bereaved relatives, and professionals

[3] Fringer A, Stangle S, Buche D,

Ott SC, Schnepp W. The associations of
palliative care experts regarding food
refusal: A crosssectional study with an
open question evaluated by triangulation
analysis. PLoS One. 2020;15(4):e0231312.
DOI: 10.1371/journal.pone.0231312

[4] van der Steen JT. Dying with
dementia: What we know after more
than a decade of research. Journal of
Alzheimer's Disease. 2010;22(1):37-55

[5] Strand BH, Knapskog AB,

Persson K, et al. Survival and years

of life lost in various aetiologies of
dementia, mild cognitive impairment
(MCI) and subjective cognitive

decline (SCD) in Norway. PLoS One.
2018;13(9):e0204436. Published 2018 Sep
21. DOI: 10.1371/journal.pone.0204436

[6] Costa MF, Soares JC. To feed
and to nourish: Significances and
meanings in oncologic palliative care.

Revista Brasileira de Cancerologia.
2016;62(3):215-224

142

[71 Tan A, Durbin M, Chung FR, et al.
Design and implementation of a clinical
decision support tool for primary
palliative Care for Emergency Medicine
(PRIM-ER). BMC Medical Informatics
Decision Making. 2020;20(1):13.
Published 2020 Jan 28. DOI: 10.1186/
s12911-020-1021-7

[8] Radbruch L, De Lima L, Knaul F,
et al. Redefining palliative care-a

new consensus-based definition
[published online ahead of print,
2020 may 6]. Journal of Pain and
Symptom Management. 2020;S0885-
3924(20):30247-30245. DOI: 10.1016/].
jpainsymman.2020.04.027

[9] Sinuff T, Dodek P, You JJ, Barwich D,
Tayler C, Downar J, et al. Improving
end-of-life communication and

decision making: The development of

a conceptual framework and quality
indicators. Journal of Pain and Symptom
Management. 2015;49(6)

[10] Aldridge MD, Hasselar ], GarraldaE,
et al. Education, implementation, and
policy barriers to greater integration

of palliative care: A literature review.
Palliative Medicine. 2016;30:224-239

[11] Kovasc MJ. Educagdo para a morte:
desafionaformagio de profissionais de
satde e educagdo. Sdo Paulo: Casa do
Psicélogo; 2003. p. 178

[12] Xie Y, XuY, Yang S, et al. Investigation
of the awareness of and demand for
hospice care and attitudes towards
life-sustaining treatment at the end of life
among community residents in Hangzhou.
BMC Palliative Care. 2020;19:128.

DOI: 10.1186/s12904-020-00628-8

[13] O'Brien BC, Harris IB, Beckman T7J,
Reed DA, Cook DA. Standards for



Feeding at the End of Life in Bragilian Amagon: Qualitative Analysis of Medical Indications

DOI: http://dx.doi.org/10.5772/intechopen.104509

reporting qualitative research: A
synthesis of recommendations. Academic
Medicine. 2014;89(9):1245-1251

[14] Vellani S. Enteral versus oral
feeding in advanced dementia. Journal
of the American Association of Nurse
Practitioners. 2019

[15] Reisberg B. Functional assessment
staging (FAST). Psychopharmacology
Bulletin. 1988;24:653-659

[16] Volicer L, Stets K. Acceptability of
an advance directive that limits food

and liquids in advanced dementia. The
American Journal of Hospice & Palliative

Care. 2016;33(1):55-63

[17] Sampson E, et al, Candy B, Jones L.
Enteral tube feeding for older people
with advanced dementia (review).
Cochrane Database of Systematic
Reviews 2009, Issue 2. Art. No.:
CDO007209. DOI: 10.1002/14651858.
CD007209.pub2.

[18] Komiya K et al. Medical
professionals’ attitudes toward tube
feeding for themselves or their families:
A multicenter survey in Japan. Journal of
Palliative Medicine. 2012;15(5):561-566

[19] Ying I. Artificial nutrition and
hydration in advanced dementia.
Canadian Family Physician. 2015;61(3):
245-248

[20] Baumstarck K, Boyer L, PaulyV,
et al. Use of artificial nutrition near
the end of life: Results from a French
national population-based study of
hospitalized cancer patients. Cancer
Medicine. 2020;9(2):530-540.
DOI:10.1002/cam4.2731

[21] Valentini E et al. Artificial nutrition
and hydration in terminally ill patients

with advanced dementia: Opinions and
correlates among Italian physicians and

143

nurses. Journal of Palliative Medicine.
2014;17(10):1143-1149

[22] White N et al. How do palliative care
doctors recognize imminently dying
patients? A judgement analysis. BMJ
Open. 2018;8:€024996. DOI: 10.1136/
bmjopen-2018-024996

[23] Ellershaw J, Ward C. Care of the
dying patient: The last hours or days of
life. BMJ. 2003;326:30-34

[24] Browne B, Kupeli N, Moore K]J,
Sampson EL, Davies N. Defining end
of life in dementia: A systematic review.
Palliative Medicine. 2021;35(10):1733-
1746. DOI: 10.1177/02692163211025457

[25] Bosisio F, Sterie AC, Rubli

Truchard E, Jox R]. Implementing
advance care planning in early dementia
care: Results and insights from a pilot
interventional trial. BMC Geriatrics.
2021;21(1):573. Published 2021 Oct 19.
DOI: 10.1186/512877-021-02529-8






Chapter 10

Leaving Early: The Reality of
Assisted Suicide and Euthanasia in
2022

Michael H. Plumer and Margaret C. Cecil

Abstract

If cancer becomes a terminal illness, cancer patients may want to consider their
options for managing the end of life. Palliative care and hospice give patients control
over pain and symptoms at the end of life, but patients may want to know how to
pursue more direct actions to end a life that feels too burdensome. This chapter pro-
vides a nonjudgmental look at legal ways to end one’s own life in 2022. Where is
assisted suicide legal in the world, including a detailed look at laws in those United
States of America (USA) states that protect it? Where can a doctor provide and
administer lethal drugs, providing euthanasia? What restrictions to access exist? What
help and guidance are available? What options realistically exist beyond prescribed
drugs, without turning to firearms and leaping from buildings? This chapter is not a
how-to-end-it guide, but a brief survey of the options a patient might feel impelled to
explore.

Keywords: physician-assisted suicide, euthanasia, hospice, palliative care, end-of-life

1. Introduction

“Can’t the doctor just give me a pill to end it all now?” Some patients diagnosed
with a terminal illness will feel unwilling to await natural death from their disease,
especially if they anticipate that such waiting will lead to suffering, loss of control, loss
of dignity, or a burden on loved ones. This chapter explores the options open to those
who want to end life on their own schedule in 2022. Is there a pill? Does the doctor
have it? How would that work? Is geography a factor? What choices are available to
the reader today? This chapter addresses the choices available to cancer patients
seeking “release” in 2022. Though the ethical issues involved in suicide and euthanasia
generate rich, complex debate [1], this chapter reluctantly leaves that for another
discussion, focusing instead on choices that a cancer patient can explore in 2022.
Options involving a doctor are severely limited by geography and by the limitations
inherent in medical practice, as we will discuss. Some readers may find that they have
come here to choose a method of ending their lives, only to discover that choices are
not limited to selecting a method of dying. Though we intend complete presentation
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of every method of dying reasonably available, the authors confess that we will be
pleased every time readers make choices other than dying by their own hands.

2. Definitions

Clear definition facilitates discussion. All humans die. Most will experience natural
death, death that occurs because of old age, disease, accident, or catastrophe. Though
natural death is one of the choices for a cancer patient, this chapter focuses on those
deaths hastened by human intervention. We set aside euphemisms increasingly used
to obscure human intervention (Medical Assistance in Dying, Death with Dignity, and
so forth) in favor of straightforward language and clear meaning. We define as suicide
any death caused by injuring oneself with the intent to die. Homicide is the term used
when one human takes the life of another. We examine assisted suicide, suicide under-
taken with the aid of another person, and focus here primarily on the special circum-
stance termed physician-assisted suicide (PAS), in which a physician assists a person
seeking death, usually by writing a prescription for a lethal dose of drugs that the
patient takes without assistance.

Euthanasia (literally, good dying) is the circumstance in which an action by one
person produces the intentional death of another. In contrast with suicide, in which
the person who takes the action is the one who dies, with euthanasia the person who
takes the action (usually a doctor) performs this action on another person, who dies.
Passive euthanasia, which is not our primary concern in this chapter, refers to removal
of life-supporting medication or technical support, not often an issue for cancer
patients. Active euthanasia involves one person taking an action that causes another to
die (often by injection of a lethal preparation by a doctor). Euthanasia is voluntary
when the person dying has requested it. Euthanasia on request is legal in some
countries under limited conditions and is the only euthanasia to be considered in this
chapter. Involuntary euthanasia, in which the person who dies has neither requested
nor given consent to being killed, is never legal. In most of the world, involuntary
euthanasia is considered homicide, or murder. Euthanasia without consent does occur,
despite being illegal, and this is a source of intense concern and debate in countries
that permit euthanasia.

In summary, suicide means I do something, and I die. Physician assisted suicide
means I ask a doctor to prescribe lethal medication, and I take it by myself and die.
Voluntary euthanasia means I ask a doctor to administer lethal medication, by drink or
by injection, after which I die.

3. Why seek an end of life?

Many presume that patients with terminal illness endure great suffering without
access to relief. This sad, desperate, and incomplete picture is commonly presented in
lobbying campaigns that seek to legalize physician-assisted suicide. Actual reports
from existing programs create a different picture. Oregon’s 2020 report [2] on its PAS
program, which presents the statistics for 2020, shows that 27% of patients were
either in pain or worried that they would be in the future. Far more common reasons
for seeking assisted suicide were loss of autonomy (93%), decreasing ability to partic-
ipate in the activities that make life enjoyable (92%), and loss of dignity (68%).
Ironically, even patients concerned about autonomy are required to sacrifice some of
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it to participate in a state’s assisted suicide program. Participation usually requires
pleading one’s case to two separate doctors who will make the final judgment about
whether to write a lethal prescription. The doctor—not the patient—decides whether
a request for PAS will be honored. Use of the prescription itself remains autonomous;
however, as no USA state exerts significant control over the prescribed lethal dose
once it has been dispensed. Many patients inquire about assisted suicide but make
other choices; many do not use the lethal prescription even when they have it in hand.
In 2021, 383 people in Oregon received prescriptions for lethal medication, but only
219 are known to have died from ingesting the medication. One patient awoke after
taking medication, 58 died without taking medication, and information on 106
patients is unclear, with 69 lost to follow-up [3].

4. Asking the doctor: it seems like a natural response

Facing the question of whether and how to seek an early end of life, some will fall
back on their own resources, and others will seek help from the doctor. Why seek help
from a doctor? Though ending one’s life requires no collaboration with anyone at all,
much less with a physician, the reality for most cancer patients is that they have been
deeply involved in the medical care system for some time, from initial symptoms and
diagnosis through rounds of chemotherapy, surgery, and radiation, or through rejection
of those therapies as no longer valuable. Most cancer patients, therefore, have a close
relationship with a physician, perhaps several, and are familiar with the medical care
system. Thus, it follows that an initial search for relief might begin in that very system.

4.1 The limits of the doctor’s power

Can a doctor simply prescribe a pill to end it all? No, not actually. A doctor is a
surprisingly limited source of help in ending life early. Not only is there not a single
pill that will instantly and painlessly end life, but also a doctor who assists with an
intended suicide faces potential charges of homicide unless laws protect that partici-
pation. Though ending one’s own life is not illegal, it is illegal to assist another person’s
suicide. The law views assistance in dying as helping kill the person. Only in the
relatively few states or countries that have passed laws protecting doctors, pharma-
cists, and other professionals will doctors be able to help end life on request. At the
present, doctors can help in 11 of the 50 states or districts in the USA, states with
about one-sixth of the country’s population. Nowhere in the USA can physicians
perform euthanasia, legally administering lethal medication to end life. However, in
those states with laws permitting PAS doctors can prescribe lethal medication for
patients who can take it themselves. Elsewhere in the world, the Netherlands and
Belgium have considerable experience in permitting physicians to produce death for
patients by euthanasia or assisted suicide. Twelve countries around the world have
passed laws protecting doctors who participate in assisted suicide or euthanasia; those
countries are discussed extensively at the end of this chapter.

4.2 Doctors dealing death: a new phenomenon

Turning to a doctor as an agent of death is a relatively new phenomenon. In fact,
doctors from the time of Hippocrates have given allegiance to an oath [4] in which
they promise not to give poison to anybody when asked to do so, nor to suggest such a
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course. Doctors have portrayed themselves as healers, not dealers in death, and two
thousand years of Hippocratic humility have consistently rejected the immense power
inherent in allowing one human to cause the death of another [5]. Until relatively
recently, physicians and society have agreed on the importance of keeping the power
of death separate from the powers and privileges granted to physicians. In the past
century, however, society has been willing in various locations to experiment with
granting physicians the power to cause death. We are still early in a societal experi-
ment, still recording the effects of unleashing that power.

4.3 The search for understanding

Killing any person, whether oneself or another person, has profound ethical impli-
cations, even when such an act is legal. This survey chapter is too short for complete
ethical discussion. We have chosen to look at the situation in existence rather than
questioning whether it should exist, reserving that discussion for another time. We
acknowledge ending one’s life is entirely possible in these times, with or without
physician assistance. We have simply compiled in one place the information needed to
begin a search for one’s own answers to the question of what to do. How might one
choose to end one’s own life, and what consequences might follow? What choices
deserve mention? We hope that some who have entered these discussions to choose a
method for ending their lives will find that there are other choices, not obvious when
the search began.

For readers making a serious attempt to understand options as fully as possible,
and to choose whether to use any of those options, we strongly recommend additional
reading and contemplation. Patients who want to end their own lives have access to a
variety of means other than prescribed lethal overdoses of medication from physi-
cians. Some of the means are messy, distressing, and uncertain (firearms, hanging,
jumping from high places, poisoning) and some are little known and poorly publicized
(inert gas inhalation, voluntary stopping of eating and drinking—VSED).

For serious seekers after truth, we recommend two books and a website. We do not
agree with all the points of view in these sites, but we do believe that by and large the
information is accurate. We believe that all three of these resources try to present
detailed “how-to” discussions of techniques for ending life, coupled with careful and
insightful discussions of not-so-appealing consequences of choosing any method, and
thoughtful discussion of alternative choices.

4.4 Resources
4.4.1 Final Exit

Derek Humphrys’ Final Exit is the classical “how-to” book, with detailed instructions
on such non-doctor approaches as inert gas inhalation, and a careful rundown of prep-
arations that must be made so paperwork and finances are in order. The book is full of
caveats, legally sensitive, and a good book to have read at least twice for those who are
increasingly serious. Many will find their curiosity satisfied and go no further [6].

4.4.2 The Peaceful Pill

Nitschke and Stewart’s The Peaceful Pill is a meticulously detailed online book
that’s kept up to date (also available as hard copy that can become out of date).
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Written by an Australian physician who has been a pioneer in this field, it discusses
medications and methods in excruciating detail. It provides copious detail on how to
find Nembutal (pentobarbital)—still considered the holy grail of the “peaceful pill”
search (reliable, peaceful, and available). Finding the holy grail in 2022 requires
veterinary connections, foreign sources, and a willingness to abandon being
completely legal. Authors rate each method of suicide they discuss on Reliability,
Peacefulness, and Availability. This book does not assume that a doctor will be
involved in every death. The book provides considerable detail on suicide tourism in
Switzerland [7].

4.4.3 Lostallhope.com

Lostallhope.com is a website constructed and maintained by a man who survived
his own suicide attempt(s) years ago. It has an excellent and detailed review of
approaches to suicide, as well as ranking by lethality, time to die, and agony. The
author unblinkingly contrasts methods of suicide by country (USA 50% firearms, 25%
hanging, 16% poisoning; versus United Kingdom [UK] 51% hanging, 20% drug poi-
soning), includes his own story and the stories of other survivors, discusses helpful
reading, has a “help me” section, and lists several pages of people to call in crisis.

5. Permitting assisted suicide and euthanasia: laws that protect the doctor

Many people do not realize that suicide is legal almost everywhere in the world.
Patients face no legal obstacles and need no legal protection to end their own lives or
ask for assistance in doing so. A physician asked to assist, however, does need legal
protection, as assisting may lead to a homicide charge. Legislation that “permits” PAS
or euthanasia provides that legal protection, allowing a physician to provide lethal
medication or even to administer it without being prosecuted for homicide. These
laws generally protect physicians and other professionals, not patients. True, most
laws have specific criteria for eligibility and a number of procedural steps, but those
criteria seem primarily intended to demonstrate that physicians have conducted their
due diligence and deserve protection.

6. Help from the doctor: hospice and palliative care
6.1 Hospice is open to all

Any patient diagnosed with terminal cancer and worried about the possibility of a
declining quality of life deserves hospice care. Hospice in the USA is a Medicare
benefit open to any Medicare subscriber within 6 months of the end of life. US hospice
documents [8] say, “Hospice care is to relieve pain and other symptoms related to my
terminal illness and related conditions... The focus of hospice care is to provide
comfort and support to both me and my family/caregivers.” Mission Hospice, a typical
US hospice, says that the primary goals of hospice care are to: “Relieve the physical,
mental, emotional and spiritual suffering of our patients and those who care for them,
promote the dignity and independence of our patients to the greatest extent possible,
and support our patients and their families in finding personal fulfillment as they deal
with end-of-life challenges.” Palliative care—a generic term for medical care aimed at
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comfort and not cure—includes hospice care, but the generic term is not specifically
limited to the terminally ill.

Hospice care is provided by specially trained nurses in homes or in facilities, with
assistance from certified nursing assistants, social workers, spiritual counselors, and
supervising hospice physicians. Most care is provided in the home. Hospice includes
access to the best and most effective pain medication and symptom relief available
anywhere, and hospice patients can be confident that pain or distress will be promptly
treated and kept under control.

For several decades, hospice served primarily people with cancer, though that has
shifted [9] in the last decade to the point where non-cancer diagnoses outnumber
cancer four to one. In 2019 slightly more than half of Medicare patients who died were
enrolled in hospice at the time of death. Average length of stay was 92.6 days, with
median length of stay 18 days. Most of these days were in Routine Home Care,
provided in a patient’s own home or an assisted living facility, nursing home, or other
congregate living facility. By 2019 there were 4840 Medicare certified hospices in
operation.

The American Academy of Hospice and Palliative Medicine, which does not sup-
port legalizing PAS, recommends a 5-step approach to understanding requests for
PAS, ending with a commitment to the patient to work toward a mutually acceptable
solution for the patient’s suffering. In situations where unacceptable suffering persists,
they recommend discontinuation of potentially life-prolonging treatments (steroids,
insulin, oxygen, dialysis, or artificial feeding or fluids). Consider voluntary stopping
of oral intake (see VSED later in chapter). Finally, consider deep sedation (sometimes
called, confusingly, palliative sedation), potentially to unconsciousness, if suffering
remains intractable and severe [10].

6.2 How to choose a hospice

Most people have a choice of more than one hospice. How do they know which to
choose? We suggest they interview representatives before making their choices, ask-
ing especially about how the hospice approaches pain relief, loss of function, anxiety,
nausea, or other things they think might be troubling. Ask what some other patients
have done to keep living lives that are rewarding. Ask especially about who will come
to see a patient at night or on a weekend when the patient is having trouble or in pain.
Will a nurse come see the patient? Is there a doctor on call, readily available? Is there a
pharmacy readily available? Does the pharmacy deliver, so the patient will not be left
alone while a caregiver is picking up medications?

6.3 The hospice inpatient unit

Ask whether the hospice has an inpatient unit or a place patients can go if they are
too sick to be taken care of at home. Inpatient units in the United States are generally
not for permanent residence, but for access to care when control of pain or symptoms
needs full-time attention. Can a patient in overwhelming pain and distress receive
deep sedation, in which patients are given as much medication as it takes to make
them comfortable, all the while being carefully watched? True deep sedation, also
called palliative sedation, for a suffering patient may require that the patient become
unconscious before suffering is relieved. If the patient’s pain and symptoms continue
to need deep sedation to unconsciousness, comfort at this level may have the
unintended effect of reducing a patient’s ability to eat or drink. A deeply sedated

150



Leaving Early: The Reality of Assisted Suicide and Euthanasia in 2022
DOI: http://dx.doi.org/10.5772 /intechopen.105989

patient may die painlessly of dehydration after several days of unconsciousness.
Comfort, not death, is the aim of deep sedation, but death may come to a very ill
patient who is comfortably sedated. Deep sedation, though rare, is best managed in an
inpatient hospice unit, though unique circumstances might make it possible at home.

7. Help from the doctor: physician assisted suicide
7.1 The approval process

The goal of the process is for a patient to persuade a doctor to write a prescription
for a lethal dose of medication that the patient can take without assistance. Those
states and countries that have passed laws to protect physicians who help patients die
have set out eligibility requirements that are quite similar. In general patients must be
18 or over, terminally ill with 6 months or less to live, able to give their own consent,
able to administer medication to themselves, and able to request lethal medication on
more than one occasion, usually with an additional request in writing. Switzerland
does not require that the patient be terminally ill and does accept non-residents.

After the physician makes a prescription (sometimes after a mandated delay) the
medication remains in the patient’s keeping until used. Most laws suggest actions for
the patient (tell the family, do not use the lethal dose in a public place, and return
medication for safe disposal if unused) but none of these suggestions are attached to
penalties for violation. In the USA a medical person is not required to attend death,
and reports are requested but not mandated.

7.2 The medications

There is no single painless completely lethal pill that doctors can prescribe. No
pharmacy has such a pill—governments would immediately prohibit distribution of
any pill with such a high degree of lethality. A decade ago, doctors would have
prescribed barbiturates, pentobarbital or secobarbital. However, in recent years man-
ufacturers have removed some medications from the market (no pharmaceutical
manufacturer wants to be known as the provider of death medications). When barbi-
turates were available, a pharmacist would provide enough medication to make a
lethal dose if taken all at once. That might require, say, 3 months of one-a-day
capsules that would have to be opened, dumped into a slurry with something like
applesauce to disguise the bitter taste, and eaten all at once to avoid falling asleep
before a lethal dose is ingested, perhaps to awaken the next day still alive—with a
headache. All this is simply to say that these methods are neither easy nor foolproof;
many things can go wrong. Self-medication to death can be a risky, sometimes unsuc-
cessful business.

More often now, doctors prescribe a mixture of three to five medications intended
to work together to provide death. Oregon’s 2021 data summary [11] shows that
although barbiturates were the most common medications through about 2018, vari-
ous combinations of diazepam, digoxin, morphine sulfate, and amitriptyline, with or
without phenobarbital, have been introduced and evolved, with replacement of one
drug by another and variations in dose of each ingredient. The law does not specify
the medication, but simply permits a lethal prescription. Since there is no laboratory
in which a physician can test a new lethal mixture on humans, there is a real possibil-
ity that a new mixture will not work as well as hoped when given to a real patient.
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Although doctors who assist are committed to providing painless and effective death,
an untested mixture might lead to an unsuccessful suicide attempt, or it might lead to
an attempt marred by suffering and agony, perhaps without a doctor even present.

Assisted suicide, by definition, means that nobody but the patient is supposed to
administer medications. Physically assisting by, for example, forcing more medication
into a semiconscious patient, could lead to being charged with a felony. It is not
possible without risking prosecution to give more medication if the patient is already
unconscious and cannot take more medication unassisted. In the rare countries that
permit physicians to provide euthanasia by administering lethal medications, assisted
suicide becomes much less common than euthanasia. When doctors give lethal med-
ication, they do not stop until the patient is dead. Moreover, they can give intravenous
medications that work almost instantaneously, as in the operating room, rather than
prescribing massive doses of oral medications that may work slowly, may produce
incomplete effects if doses are too low, may be inappropriate medications in the first
place, or may cause vomiting and loss of medication that cannot be replaced because
the patient is already falling asleep.

7.3 Ethical issues

Ethical issues that arise with assisted suicide concern selection of appropriate
candidates, protection of candidates susceptible to coercion, custody of lethal medi-
cation once dispensed, accommodation for patients incapable of self-administration,
and accuracy of tracking results. Patients with mental illness are presumed to be
screened out, but only two states require mental health screening. Other states only
suggest it. As mentioned, not every lethal dose is consumed, and no current mecha-
nism tracks all the medication dispensed. There is no requirement for medical atten-
dance at death, and no firm requirement for reporting events during medication
administration. As written, the laws do not accommodate patients with physical
disabilities that make self-administration impossible (quadriplegia, neurodegenerative
diseases).

8. Help from the doctor: euthanasia
8.1 The approval process

Countries that permit euthanasia are rare, but their criteria for eligibility for
euthanasia share some elements. Patients who qualify to have doctors end their lives
are generally required to be adults, capable of sound decisions, free of coercion, and
suffering some sort of grievous and irreversible medical condition. In Canada, death
needs to be foreseeable. Belgium requires constant and unbearable suffering that
cannot be alleviated. Luxembourg requires a grave and incurable condition. Spain
requires a serious or incurable illness or a chronic or incapacitating condition that
causes intolerable suffering. Colombia requires a terminal illness but has expanded its
reach to nonterminal illness such as chronic obstructive pulmonary disease or
amyotrophic lateral sclerosis.

The Netherlands has experienced legalized euthanasia for longer than any other
country and has broadened their criteria over the years. The Netherlands permits
euthanasia for terminally ill children as young as 12 years old. In addition, in the
Groningen Protocol [12], the Netherlands has authorized newborn euthanasia for
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children born with unbearable suffering, if parents, their physician, and an indepen-
dent physician agree. Dutch law requires hopeless and unbearable suffering, but a
provision that would allow assisted death without a terminal illness for a person who
feels they have completed life has been much discussed.

8.2 The medications

Medication given by a physician to end life can be given as a drink or can be
administered intravenously. The drink is usually a strong barbiturate potion (10
grams or more), often preceded by an anti-nausea drug. Intravenous medications
mirror those used to start a surgical anesthetic—a barbiturate when thiopental was
easily available, and now more frequently propofol, followed by a paralyzing drug
after the patient has lost consciousness. Though the medications may seem identical,
the euthanasia protocol would be to give the medications and allow the patient to
become unconscious, stop breathing, and die of oxygen shortage. The euthanasia
patient never awakens. An operating room protocol, on the other hand, might use the
same medications but would supplement the breathing and provide oxygen to keep
the brain alive, monitoring every breath and every heartbeat to keep the patient
stable, administering more anesthetic agent in the IV or by inhalation as needed for
the patient to remain unconscious until time to awaken.

8.3 Ethical questions

Beyond those questions inherent in giving a doctor the freedom to take an action
that ends a patient’s life, questions around euthanasia tend to be of the “slippery
slope” variety. That is, if it is permissible to end life for a 12-year-old, how about an
unusually mature 10- or 11-year-old? What about a patient who asks for euthanasia
when of sound mind, but now has such significant dementia that the patient can no
longer confirm consent? If voluntary euthanasia is permitted, how about those cases
where the patient can no longer consent but those charged with the patient’s welfare
are sure that the patient would have wanted life to end?

9. What can be done to shorten life? Using one’s own resources
9.1 Ending life without a doctor
9.1.1 Why we die

Man is an obligate aerobe [13]. Every cell in our bodies depends on oxygen for the
metabolic processes that sustain life. Although some cells such as skeletal muscles can
function anaerobically (without oxygen) for a short time, accumulating an oxygen
debt by forming lactic acid to be broken down when oxygen is available again, the
brain cannot. The brain requires a continuing and largely uninterrupted supply of
oxygen, and therefore of the blood that carries oxygen. All methods of producing
death that we discuss as methods of suicide or euthanasia interrupt oxygen to the
brain. Lethal doses of sedatives may stop breathing, may allow the airway to obstruct
so air exchange ceases, and may themselves stop the heart. Major trauma (e.g., gun-
shot, car crash, and fall from a height) may destroy the brain or heart, or more likely
will lead to blood loss that eventually leaves the heart running on empty, with no
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oxygenated blood to send to the brain. Hanging or strangulation stops blood flow to
the brain. Poisons may stop the heart. Inhaling an inert gas displaces oxygen from the
lungs, leading to oxygen lack, rapid unconsciousness, and rapid death of brain and
then heart.

9.2 Suicide in the USA: grading the methods

Suicide without physician assistance accounts for about 1.5% of deaths worldwide
[14]. Rates vary by country, from as high as 53 deaths per 100,000 population in
Greenland to as few as 3 per 100,000 in Peru [15]. In the USA, rates vary by state
from a high of 29.6 per 100,000 in Montana to a low of 6.1 per 100,000 in the District
of Columbia [16].

“lostallhope.com™ has an extensive listing of methods of killing oneself, evaluated
according to lethality (99% for shotgun to head, 6% for cutting wrists), time required
(1.4 min for shotgun to chest, 456 min for overdose of nonprescription drugs), and
agony (3.75 for explosives, 95 for setting fire to self). Those seriously evaluating
methods for ending their own lives may want to examine this list of options, none of
which require assistance from a physician.

Not included in this list is any accounting of the effect on bystanders, on those who
find the person who has accomplished suicide, and on families. In general, some of the
most effective and available methods are those frequently used, with lifelong effects
on survivors and those left to clean up after a violent death.

9.3 Less easily available methods
Several methods of ending life are less violent.
9.3.1 Medications

Medications are extensively dealt with in the three references above. In general,
non-prescription overdoses have a high risk of failure. However, prescription over-
doses not officially provided by assisted suicide programs also fail at a high rate.
Opioids (narcotics) are often used by those who want to bypass physician consultation
and use materials available at home. Some cancer patients will have massive doses of
opioids at home, and some will be encouraged to take huge doses of these medications
as a method of inducing respiratory arrest and death. Be warned! Patients who have
been taking opioids for pain relief will be refractory to the respiratory effects of even
massive doses of drugs and will very likely commit themselves to several days of deep
sleep and a distressing wake-up in the midst of continuing life. Worse, many will have
communicated their plans to family, who may panic on discovering that the intended
lethal dose is not working, taking actions to bring death to their loved one that will
lead to their having committed homicide, whether charged with it or not.

Poisons, such as insecticides, are also extensively dealt with in the references. All
such methods have a high risk of failure and continued life with injury and cannot be
recommended for consideration.

9.3.2 Inert gas inhalation

Inhaling inert gas (helium, argon, or nitrogen) is a painless, effective, and very
accessible means of dying. Both books cited above describe technique and equipment
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in detail. Although doctors could recommend this setup as more effective than the
medications they prescribe, they do not. Doctors prescribe medication, for the most
part, and do not think of inhalation. Anesthesiologists think of inhalation but are
generally not involved in assisting suicides.

“Painless” dying occurs when the brain stops functioning first, and then the heart.
This can happen with drugs that abolish consciousness first, then stop breathing, then
stop the heart. Eliminating oxygen from the air being breathed can also abolish
consciousness first and then lead to rapid death of brain and heart, all with no poison
or toxin at all. How can that happen?

In normal breathing we inhale air containing 21% oxygen, 78% nitrogen, 1% other
gases, and very little carbon dioxide (0.04%). Since the body uses oxygen and produces
carbon dioxide in its metabolic processes, the exhaled air after exchange in the lungs
contains less oxygen (17%) and much more carbon dioxide (4%, about 100 times as
much). Nitrogen is still there unchanged, but exhaled water vapor has diluted it a bit.

Breathing is automatic, generally. Our respiratory control center notices that car-
bon dioxide is rising and triggers a breath. Our body’s breathing control mechanism is
very sensitive to little rises in carbon dioxide. Too much carbon dioxide sends a loud
alarm signal to the brain to defend the airway at any expense, because if carbon
dioxide is rising something has gone frightfully wrong with breathing. Anybody who
has breathed for even a short time into a paper bag, rebreathing carbon dioxide as it
builds up, knows the desperate feeling of suffocation that shortly makes us take the
bag away and breathe fresh air again.

Unlike too much carbon dioxide, the body has very weak alarms for too little
oxygen. Rather, low oxygen produces primarily sleepiness and then unconsciousness. A
pilot whose oxygen supply has been interrupted, or a shipyard worker who has
unknowingly entered a chamber flushed with nitrogen that has displaced all the oxygen,
feels no distress but keeps on breathing normally until unconsciousness sets in. Breath-
ing is perfectly normal, even when there is no oxygen in the air, so the carbon dioxide
level stays normal and the carbon dioxide alarm is never set off. A single lungful of an
inert gas, such as helium, can produce rapid hypoxia (oxygen shortage) and rapid
unconsciousness with no sensation of being short of breath. Anybody who has inhaled
the entire content of a helium balloon and held their breath can attest to the rapid onset
of light-headedness and impending loss of consciousness. Usually, the person breathing
from the balloon would lose consciousness, drop the balloon, and be restored by
breathing oxygen-containing room air, since breathing would not stop. If, however, an
entire balloon of helium surrounded the person’s head so that breathing pure helium
would continue, death would rapidly follow, and the person who dies would only have
been aware of falling peacefully asleep, breathing normally.

This phenomenon is the basis of a suicide technique known as “inert gas inhala-
tion.” An inert gas is one that has no toxic or anesthetic properties of its own but
simply displaces oxygen in pure gas breathing. Nitrogen, argon, and helium are the
commonest examples of inert gases. Breathing from a large plastic bag (think turkey
bag) filled with one of these gases placed around the head and face, sealed loosely at
the neck, will produce unconsciousness within one to three breaths, and death within
minutes. All inert gases can be purchased or rented from gas suppliers, welding shops,
or even toy stores that carry balloon supplies (though helium that has been blended
with 20% oxygen would not work for this purpose). Inert gas inhalation requires some
preparation and some purchase of supplies but does not require the presence of
another (though recommended). Most importantly, it does not require a prescription
or the participation of a doctor. It leaves no telltale signs, creates no distressing mess,
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and (especially in the case of nitrogen) is generally undetectable on autopsy. These
features make it the technique of choice for those looking for a painless, low-stress
approach to suicide that does not require requesting a physician’s participation.

9.3.3 Voluntarily stopping eating and drinking (VSED)

Since eating and drinking are essential to life, one way to control life is to control
eating and drinking. Stopping eating and drinking, it can be argued, is ethically
permissible in the same way that foregoing life-sustaining treatment is permissible. In
fact, failing to honor a competent patient’s refusal of food and drink could lead to an
attempt at force feedings, with a nasogastric tube and restraints, a complete violation
of a patient’s dignity and autonomy. The Supreme Court of the United States of
America has affirmed the right of a capable individual to refuse any unwanted treat-
ment [17], even if that refusal results in death. Dr. Timothy Quill has written an up-to-
date and complete book with answers to virtually all questions about VSED [18].

Death usually occurs within 1-3 weeks of starting a fast, depending on the patient’s
physical condition. Dehydrated, cachectic patients decline in a shorter time than obese,
well-hydrated patients. This is not a process for a solo individual—as the fasting person
declines, round-the-clock attention becomes necessary. Further, general agreement of
family and caregivers gives peace and support for a process that is not easy every minute.

The first few days of fasting may find the patient awake and responsive, able to
reminisce and to examine in detail the course chosen. As dehydration progresses, the
patient becomes sleepier and more lethargic, eventually becoming completely
unresponsive before death. Though pain and discomfort are not common, good palli-
ative support is invaluable.

Once committed, most patients want the process to move as quickly as possible.
The number one bit of advice is to take no fluids at all, including fluids taken with
medication. Even a little bit of water every day may prolong the dying process by
days. Most patients will complete their fasting journey in several days to a week [19].
Those who take longer are almost always taking some sort of fluids. In a Dutch study
of the VSED experience of patients of 708 family physicians median time to death was
7 days; 8% had a prolonged process of 14 days or more [20].

VSED is particularly well suited to patients with gastrointestinal obstruction or
difficulty swallowing, or those with sufficient control to deal with discomfort in early
stages. For some, VSED has the appeal of being an entirely natural process that needs
no medication or instrumentation. It is also legal and effective even in states where
assisted suicide is not protected. Although patient experience is better if those in the
environment are supportive, the process depends entirely on an individual decision.
VSED is supported by most hospices and is an extension of the end-of-life process that
many experience, with stopping eating and drinking as death approaches.

10. Get your financial house in order

Do not forget about getting your financial house in order—will, living will, POA
selection, accounts in order, insurances discovered, etc. Having all the details of your
accounts, beneficiaries, funeral wishes and such in one place will make things easier
for your heirs and those who are tasked with planning and executing your wishes. Use
a simple book where you can fill in the essential information, or you can provide your
attorney’s information if your trust and/or will is there.
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11. Geographic limitations on physician assistance

See Table 1.

11.1 Countries in which euthanasia and physician-assisted suicide are legal
11.1.1 Netherlands

Euthanasia and physician-assisted suicide were legalized in the Netherlands in
2002 for Dutch citizens over 12 years old, in an act that made physicians exempt from
criminal responsibility if they practiced under a set of conditions established by the
law. Newborns have been eligible to be euthanized since 2004 under the Groningen
Protocol if they are believed to have unbearable suffering and parents, the child’s
physician, and an independent physician agree to the procedure. In 2020 the Dutch
announced plans to extend euthanasia to terminally ill children between the ages of
one and 12. Euthanasia tourism is not possible: citizenship is not the issue. The
treating physician who will vouch for the patient must be in the Netherlands. A
patient cannot be treated outside the Netherlands and receive euthanasia in the
Netherlands. Euthanasia rates have risen from just under 2% of all deaths in 2002 to
just over 4% in 2019 [22].

11.1.2 Belgium

Belgium legalized PAS and euthanasia in 2002 for “competent” adults and eman-
cipated minors suffering from “constant and unbearable physical or mental suffering
that cannot be alleviated.” Patients do NOT need to be suffering from terminal illness.
The law was extended to minors in 2014. The Analysis of the 2020 Commission
Report [23] asserted that 954 reported assisted deaths in 2010 had increased to 2656 by
2019, an increase of 267% in 9 years. The main conditions generating requests were
cancer or polypathology unlikely to improve; no unemancipated minor euthanasia
was recorded.

11.1.3 Luxembourg

Luxembourg became the third country in Europe to legalize euthanasia and
physician-assisted suicide with a law that went into effect in 2009. Doctors have legal
immunity from prosecution and lawsuits if they perform euthanasia or PAS for a
patient with a grave and incurable condition who has asked repeatedly for the proce-
dure. Luxembourg also requires palliative care and paid leave for relatives of termi-
nally ill family members. In all cases, before euthanasia or assisted suicide can be
performed, the doctor must fulfill certain formal and procedural conditions (e.g.,
conduct several interviews with the patient, etc.) [24].

Patients who live elsewhere but have a physician in Luxembourg may record end-
of-life wishes and plans in their medical file. Luxembourg attaches no stipulations of
residency or nationality to placing this information in one’s medical file. However, the
physician must have been caring for the patient for a long, uninterrupted period.
Minors, persons of legal age under guardianship or protection, and legally incapable
persons may not legally request euthanasia or assisted suicide, nor may their parents,
guardians or trustees make such a request on their behalf.
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Country Assisted suicide? Euthanasia

Belgium Legal Legal

Canada Legal Legal

Luxembourg Legal Legal

Netherlands Legal Legal

Spain Legal Legal

Australia Legal in all states but Northern Legal in all states but Northern
Territory and Australian Capital Territory and Australian Capital
Territory Territory)

Colombia Illegal Legal

Austria Legal Illegal

Finland Legal Illegal

Germany Legal Illegal

New Zealand Legal Illegal

Switzerland Legal Illegal

Japan Unclear Unclear

South Africa Unclear Unclear

United States Illegal Illegal

(legal in OR, WA, CA,
HI, NM, MT, ME, VT,

CO, NJ, DC)
China Illegal Illegal
Denmark Illegal Illegal
France Illegal Illegal
India Illegal Illegal
Ireland Illegal Illegal
Israel Illegal Illegal
Italy Illegal Illegal
Mexico Illegal Illegal
Norway Illegal Illegal
Philippines Illegal Illegal
Russia Illegal Illegal
Sweden Illegal Illegal
Turkey Illegal Illegal
United Kingdom Illegal Illegal
Uruguay Illegal Illegal

Table 1.
Countries allowing assisted suicide or euthanasia, 2022 [21].

The sixth biennial report by the National Commission for Control and Evaluation
[25], published in March 2021, records 16 cases of euthanasia in 2019 (twice the 8
cases in 2018) and 25 cases in 2020. Total cases from 2009 to 2020 were 112. Lethal
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injection was the mode for all but occasional rare cases of oral ingestion of a barbitu-
rate. In 2020 the Commission approved the first euthanasia of a 96-year-old man
claiming “fatigue of life,” citing the Belgian practice.

11.1.4 Canada

Canada decriminalized suicide in 1972 but retained a provision prohibiting assisted
suicide until it was struck down in 2015 by the Supreme Court of Canada, which gave
the Canadian Parliament 1 year to pass a law legalizing and regulating physician-assisted
suicide and perhaps euthanasia. Bill C-14 [26] passed the Senate in 2016, making
assisted suicide and possibly euthanasia legal. The Court was unclear about the distinc-
tion between PAS and euthanasia, but Bill C-14 states that “medical assistance in dying
(MAID) means (a) the administering by a medical practitioner or nurse practitioner of a
substance to a person, at their request, that causes death; or (b) the prescribing or
providing by a medical practitioner or nurse practitioner of a substance to a person, at
their request, so that they may self-administer the substance and in doing so, cause their
own death.” These provisions apply to citizens or permanent residents of Canada, at
least 18 years old, who have a “grievous and irremediable medical condition.” To be
eligible for MAID [27] in Canada, a person must be at least 18 years of age and be eligible
for publicly funded health care services in Canada. By November 2020, more than
13,000 Individuals [28] nearing the end of life had been voluntarily euthanized as a
result of this bill. In 2020, 2.5% of deaths in Canada were due to MAID. In March 2023,
Canada is set to become one of the few nations allowing medical aid in dying (MAID)
for people with afflictions that are solely mental, such as depression, schizophrenia,
bipolar disorder, personality disorder, PTSD, or other mental affliction. In March 2021,
Bill C-7 [29] made changes to the eligibility criteria, removing the “reasonably foresee-
able death” criterion. As of March 17, 2023, MAID will be available to capable adults
whose sole underlying condition is a mental illness.

Canada’s MAID law says that intolerable suffering is wholly subjective and per-
sonal. Unlike the Netherlands, a doctor does not have to agree. Suffering is what the
person says it is. Under those criteria, the Council of Canadian Academies suggests
that Canada could become the most permissive jurisdiction in the world with respect
to MAID and mental illness [30].

11.1.5 Spain

The fifth country to legalize both PAS and euthanasia, Spain wrote a “death with
dignity” bill in 2011 that allowed passive euthanasia, the removal of treatment or life-
sustaining machinery. Ten years later, Spain’s parliament legalized both active eutha-
nasia and PAS for Spanish citizens and legal residents who suffer from a “serious or
incurable illness” or a “chronic or incapacitating condition” that causes “intolerable
suffering” [31]. The person seeking death must make two requests, 15 days apart, in
writing, and must be found “fully aware and conscious.”

11.2 A country in which euthanasia alone is legal
11.2.1 Colombia

Though Colombia’s Constitutional Court appeared to legalize euthanasia in 1997
when it ruled that physicians could not be prosecuted for assisting with suicide,
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legalization awaited Health Ministry released guidelines that were not released until
2015. In 2021 the Court recognized that the procedure should be available to persons
with degenerative illnesses as well as terminal illnesses. On March 9, 2018, Colombia
passed a resolution permitting euthanasia for children [32]. Children under 14 require
parental consent, but those over 14 may give their own consent even if parents
disagree.

11.3 Countries in which physician-assisted suicide alone is legal
11.3.1 Austria

In 2020 Austria’s constitutional court ruled that banning assisted suicide violated
fundamental rights. Effective in January 2022, two doctors review each case (one
must be a palliative care physician), and a 12-week waiting period applies unless the
patient is terminal. Austria reported 1160 suicides in 2019, 68 fewer than in 2018. Of
those, 907 were men, 253 were women, making suicide the leading causes of unnatural
death in Austria.

11.3.2 Finland

Finland’s National Advisory Board on Social Welfare and Health Care Ethics
(ETENE) created a statement released in 2021 asserting that assisted suicide is not a
crime in Finland [33]. This was to involve placing medication within reach of a
patient but requiring the patient to take the deadly dose himself/herself. The group
took no position on legalization of euthanasia but suggested that discussion should
continue.

11.3.3 Germany

Germany legalized physician-assisted suicide in 2015 when performed on “an
individual basis out of altruistic motives,” but commercial euthanasia and suicide
business were out. In 2020 a high court overturned the ban on professionally
provided assisted suicide [34]. There is an ongoing debate in Germany about how to
settle the issue, but regardless of that parliament cannot overturn the decision of the
constitutional court. Assisted suicide will remain legal in Germany under certain,
specific circumstances, but the decision for how it will be regulated now lies with the
parliament.

11.3.4 New Zealand

After numerous unsuccessful legislative attempts, a nationwide vote in 2020 legal-
ized physician-assisted suicide, effective November 7, 2021. New Zealand’s Ministry
of Health maintains an informative web site [35] that answers most potential ques-
tions about what it calls its Assisted Dying Service; noncitizens are not eligible to
apply for the service. In the 5 months preceding March 31, 2022, 206 people applied
for assisted dying. As of March 31, 66 people had already obtained an assisted death,
59 were still trying, and 81 people had not persisted (they were ineligible, they
withdrew, or they died) [36].
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11.3.5 Switzerland

Euthanasia is illegal. Article 114 of the Penal Code of Switzerland forbids causing
the death of a person even in the face of genuine and repeated requests. Article 115
forbids assisting with suicide for “selfish motives.” Assisted suicide is permissible if
the person assisting has good intentions and does not actually administer the medica-
tion that leads to death. Dignitas clinic [37] in Forch performs “accompanied sui-
cides.” Dignitas provides detailed information in their brochure, which emphasizes
that the process is detailed, time-consuming, and expensive. Novelist Amy Bloom has
written about her husband’s death in Switzerland [38] and has been interviewed on
NPR about that experience [39].

11.4 Countries in which the status of PAS and euthanasia is unclear
11.4.1 Japan

Despite the absence of specific laws banning euthanasia, physician-assisted suicide
is a criminal offense. A District Court in 1995 found a physician guilty of homicide for
injecting lethal drugs at a patient’s request and set out four conditions to be met for
active euthanasia to be legal. The same court in 2005 found a physician guilty of
homicide for removing an endotracheal tube and giving a muscle relaxant without the
patient’s permission, a conviction upheld in 2007 by a court critical of the lower
court’s rules but unwilling to produce new ones. The Supreme Court declined to hear
the case.

11.4.2 South Africa

The South African Law Commission in 1997 produced a draft law that would have
legalized both euthanasia and PAS, but the report was ignored, and a law never
passed. In 2015 a terminally ill lawyer asked that his physician be allowed to assist with
his suicide, but the court’s supportive ruling was not read until the lawyer had already
died, leaving the scope of the ruling unclear.

11.5 Countries in which individual states permit PAS or euthanasia despite
country-wide bans

11.5.1 Australia

Despite previous countrywide bans on both euthanasia and PAS, the state of
Victoria passed a law in 2017 that allowed doctors to prescribe lethal drugs for self-
administration by terminally ill patients; the law also allowed doctors to administer
the medications if the patient is unable to do so themselves. Western Australia
followed in 2019, followed in 2021 by Tasmania, Queensland, and South Australia.
Parliament will be under pressure to permit legalization of assisted dying in the
Northern Territory and in the Australian Capital Territory.

11.5.2 United States of America

The USA holds euthanasia illegal everywhere, in every state. However, 10 of 50
states and the District of Columbia have laws protecting physicians involved in
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physician-assisted suicide if procedures are followed. These states will be examined in
detail in the subsequent section.

11.6 Countries in which physician-assisted suicide or euthanasia are illegal

Table 1 lists several specific countries in which PAS or euthanasia are not
protected. The fact that a country is not on the list attests only to lack of information
and does not imply that PAS or euthanasia might be legal in unlisted countries.

11.7 A more detailed look at USA states in which PAS is protected

USA states that permit physician assisted suicide have very similar laws, all based
on the same core template espoused by advocates in Oregon. Montana is an exception,
as its protection is based on a court ruling in 2009 which held that consent could be a
defense against a charge of homicide in a case of PAS. No legislative or regulatory
steps have been completed there (Table 2).

All states require that candidates be at least 18 and diagnosed with a terminal
illness that limits life expectancy to 6 months or less. All states require two oral and
one written request for services except for New Mexico. All states protect patients’
insurance and contracts. Mental health consultation is required in Hawaii and Colo-
rado and is left up to screening physicians elsewhere. All states require a second
“consultant” physician who confirms the diagnosis and the patient’s capability of
giving their own consent.

Montana, on the other hand, having arrived at assisted suicide by a court decision,
has no legislative framework to follow, and no reporting structure.

State Date  Residency Minimum Months until Number of requests to
passed required? age expected death provider
California 2015 Yes 18 6 or fewer 2 oral, 15 d apart, one written
Colorado 2016 Yes 18 6 or fewer 2 oral, 15 d apart, one written
District of 2016 Yes 18 6 or fewer 2 oral, 15 d apart, one written
Columbia
Hawaii 2018 Yes 18 6 or fewer 2 oral, 20 d apart, one written
Maine 2019 Yes 18 6 or fewer 2 oral, 20 d apart, one written
Montana 2009 Yes Nolegal  No legal protocol No legal protocol
protocol
New Jersey 2019 Yes 18 6 or fewer 2 oral, 15 d apart, one written
New Mexico 2021 Yes 18 6 or fewer One written request (state form)
Oregon 1994 No 18 6 or fewer Two oral, one written
(starting
2022)
Vermont 2013 Yes 18 6 or fewer 2 oral, 15 d apart, one written
Washington 2008 Yes 18 6 or fewer 2 oral, 15 d apart, one written
Table 2.

States of the USA in which physician-assisted suicide is protected.
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A recent report, from 2019, says that 4249 prescriptions for lethal medication
have been written since 1998 in US states, and that 66.3% of these patients have used
the drugs to end their lives. Of note for this chapter, 63.1% of these patients had
cancer [40].

11.7.1 California

ABX2-12 End of Life Option Act [41], was signed into Law Oct. 5, 2015, and
became effective June 9, 2016.

Contact California Department of Health, Phone: 916-558-1784.

Patient eligibility: As with other states, candidates must be 18 or older, residents
of the state, and able to make their own decisions and communicate them. A patient
must have a terminal illness with a life expectancy of 6 months or less but must still be
physically and mentally capable of self-administering the prescribed lethal medication
without assistance. Physician requirements: The doctor must diagnose a terminal
illness with a life expectancy of 6 months or less. This must be confirmed by a second
consulting doctor, who is also expected to certify that the patient can make and
communicate health care decisions. If either doctor questions the patient’s ability to
make judgments, the patient must be referred for a psychological examination. The
attending doctor must inform the patient of alternatives, including hospice, palliative
care, and pain management options. Patient request timeline: First oral request to
doctor, 15-day waiting period, second oral request to doctor along with written
request. Other: Patient’s insurance is protected from being affected by patient’s deci-
sion to “use law.” Doctors and health care systems have choice about whether to
participate. Non-English speakers are to have translators available. Pharmacists can-
not be prosecuted for filling lethal prescriptions.

11.7.2 Colorado

Proposition 106: End of Life Options Act [42], came from voters Nov. 8, 2016
(65% in favor), became Effective: Jan. 2017.

Colorado Department of Public Health & Environment Phone: 303-692-2000;
Email: cdphe.information@state.co.us

Patient eligibility: As with other states, candidates must be 18 or older, residents
of the state, and able to make their own decisions and communicate them. They must
have made requests voluntarily. A patient must have a terminal illness with a life
expectancy of 6 months or less. Physician requirements: The doctor must diagnose a
terminal illness with a life expectancy of 6 months or less, confirm the patient’s
capacity to make and communicate medical decisions, and confirm residency. Diag-
nosis must be confirmed by a second consulting doctor, who is also expected to
confirm competency. The doctor must refer the patient to a licensed mental health
professional. The doctor must discuss diagnosis, prognosis, feasible alternatives, and
risks of taking lethal medication, as well as possibility of choosing not to use it. The
doctor should tell the patient to notify next of kin, and request that medication not be
taken in a public place. Patient request timeline: First oral request to doctor, 15-day
waiting period, second oral request to doctor along with written request. Other:
Patient’s insurance is protected from being affected by patient’s decision to “use law.”
Doctors and health care systems have choice about whether to participate.
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11.7.3 District of Columbia

DC ACT 21-577 Death with Dignity Act of 2016 [43], Signed into Law Dec. 19,
2016, Effective Date: Feb. 18, 2017.

DC Department of Health Phone: 202-442-5955 Email: doh@dc.gov

Patient eligibility: As with other states, candidates must be 18 or older, residents
of the District, and able to make their own decisions and communicate them. A
patient must have a terminal illness with a life expectancy of 6 months or less.
Physician requirements: The doctor must diagnose a terminal illness with a life
expectancy of 6 months or less. This must be confirmed by a second consulting
doctor, who is also expected to certify that the patient can make and communicate
health care decisions. If either doctor questions the patient’s ability to make judg-
ments, the patient must be referred for a psychological examination. The attending
doctor must inform the patient of alternatives, including palliative care, hospice, and
pain management options. patient request Timeline: First oral request to doctor, 15-
day waiting period, second oral request to doctor along with written request before
second request, then 48-hour waiting period before drugs dispensed. Other: Patient’s
insurance is protected from being affected by patient’s decision to “use law.”

11.7.4 Hawaii

HB 2739, Hawai’i Our Care, Our Choice Act [44] signed into Law Apr. 5, 2018,
effective Date January 1, 2019.

Hawaii Department of Health Phone: 808-586-4400, Email: webmail@doh.
hawaii.gov

Highlights of the law (use Hyperlink to see entire law):

Patient eligibility: As with other states, candidates must be 18 or older, residents
of the state, and able to make their own decisions and communicate them. A patient
must have a terminal illness with a life expectancy of 6 months or less. Physician
requirements: The doctor must diagnose a terminal illness with a life expectancy of 6
months or less. This must be confirmed by a second consulting doctor, who is also
expected to certify that the patient can make and communicate health care decisions.
A counselor must confirm that the patient is capable and not suffering from depres-
sion or impaired decision-making ability. The attending doctor must inform the
patient of alternatives, including palliative care, hospice, and pain management
options. Patient request timeline: First oral request to doctor, 20-day waiting period,
second oral request to doctor along with witnessed written request before second
request; 48 h to prescription. Other: The patient can withdraw request at any time
and is not required to fill the prescription. Patient’s insurance is protected from being
affected by patient’s decision to “use law.”

11.7.5 Maine

HP 948, An Act to Enact the Maine Death with Dignity Act [45] signed into Law
June 12, 2019, effective Date September 19, 2019.

Note: Maine’s law indicates that it does not legalize “assisted suicide,” but states
that the act must be referred to as “obtaining and administering life-ending medica-
tion” in state reports. Note that this does not alter the action for which the physician is
protected.

Maine Department of Health and Human Services Phone: 207-287-3707.
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Patient eligibility: As with other states, candidates must be 18 or older, resi-
dents of the state, and able to make their own decisions and communicate them. A
patient must have a terminal illness with a life expectancy of 6 months or less but
must still be physically and mentally capable of self-administering the prescribed
lethal medication without assistance. Physician requirements: The doctor must
diagnose a terminal illness with a life expectancy of 6 months or less and judge the
patient mentally capable of making an informed, voluntary decision. This must be
confirmed by a second consulting doctor, who is also expected to certify that the
patient can make and communicate health care decisions and is acting voluntarily.
If either doctor questions the patient’s ability to make judgments, the patient must
be referred for a psychological examination. The attending doctor must discuss
diagnosis and prognosis, and inform the patient of alternatives, including palliative
care, hospice, and pain management options, as well as risks of taking lethal med-
ication and possibility of not taking it. Patient is to be requested to notify next of
kin, and not take medication in a public place. Patient request timeline: First oral
request to doctor, 15-day waiting period, second oral request to doctor along with
written request signed at least 15 days after first request; 48 h to prescription.
Other: The patient may withdraw the request at any time and is not required to fill
the prescription. Patient’s insurance is protected from being affected by patient’s
decision to “use law.” No will, contract, or other agreement can interfere with
patient’s use of law.

11.7.6 Montana

Montana First Judicial District Court: Baxter v. Montana [46]

Court ruling date: Dec. 5, 2008, in favor of plaintiffs.

Plaintiffs (four physicians and a dying patient) asked court to establish constitu-
tional right “to receive and provide aid in dying.” Judge ruled that a terminally ill,
competent patient has a legal right to die with dignity under Article II, Sections 4 and
10 of the Montana Constitution, including a right to “use the assistance of his physi-
cian to obtain a prescription for a lethal dose of medication that the patient may take
on his own if and when he decides to terminate his life.” Judge further held that this
right “includes protection of that patient’s physician from liability under the State’s
homicide statutes.”

State Supreme Court: Baxter v. Montana

Decided: Dec. 31, 2009, in favor of plaintiffs 5-4.

The Attorney General of Montana appealed the ruling above to the Montana
Supreme Court, which said, “we find no indication in Montana law that physician aid
in dying provided to terminally ill, mentally competent adult patients is against public
policy.” Therefore, the physician who assists is shielded from criminal liability by the
patient’s consent.

No legal protocol is in place.

Despite multiple legislative attempts since 2009, neither laws nor regulations
dealing with assisted suicide have been put in place in Montana.

11.7.7 New Jersey

Bill A1504 Aid in Dying for the Terminally Ill Act [47] signed into Law Apr. 12,
2019, effective Date Aug. 1, 2019.
State of New Jersey Department of Health Phone: 800-367-6543.
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Patient eligibility: As with other states, candidates must be 18 or older, residents
of the state, and able to make their own decisions and communicate them. A patient
must have a terminal illness with a life expectancy of 6 months or less. Physician
requirements: The doctor must diagnose a terminal illness with a life expectancy of 6
months or less. This must be confirmed by a second consulting doctor, who is also
expected to certify that the patient can make and communicate health care decisions.
If either doctor questions the patient’s ability to make judgments, the patient must be
referred for a psychological examination. The attending doctor must inform the
patient of alternatives, including hospice, palliative care, and pain management
options. The physician should request that the patient notify next of kin. Patient
request timeline: First oral request to doctor, 15-day waiting period, second oral
request to doctor along with written request; 48 h to dispensing. Other: Patient’s
ability to request medication cannot be restricted or stopped by contracts, wills,
insurance policies, or other agreements. The Department of Human Services—Health
Services requires physicians to report all prescriptions to the state. Compliance con-
fers protection from criminal prosecution. Physicians and health care systems may
choose not to participate.

11.7.8 New Mexico

Elizabeth Whitefield End of Life Options Act [48] signed into Law Apr. 8, 2021,
effective Date June 18, 2021.

New Mexico Department of Health Phone: 800-432-2080.

Patient eligibility: As with other states, candidates must be 18 or older, residents
of the state, and able to make their own decisions and communicate them. A patient
must have a terminal illness with a life expectancy of 6 months or less. Physician
requirements: The doctor must diagnose a terminal illness with a life expectancy of 6
months or less and ensure that patient is either enrolled in a hospice program, or that
one other health care provider has confirmed the patient’s diagnosis and 6-month life
expectancy. If either doctor questions the patient’s ability to make judgments, the
patient must be referred for a psychological examination. Prescribing doctor confirms
lack of coercion and ability to administer medication. Prescribing doctor must inform
the patient of alternatives, including hospice, palliative care, and pain management
options. Prescribing doctor must offer opportunity to withdraw request. Patient
request timeline: Written request to their doctor, signed in front of two qualified,
adult witnesses. Use specific form. Other: Patient’s ability to request medication
cannot be restricted or stopped by contracts, wills, insurance policies, or other agree-
ments. Physicians and health care systems may choose not to participate.

11.7.9 Oregon

1.Ballot Measure 16: Death With Dignity Act [49] Passed: Nov. 8, 1994 (51% in
favor), effective Date October 27, 1997.

2.Ballot Measure 51: Repeals Death with Dignity Act Passed: Nov. 4, 1997 (60%
against).

3.Supreme Court of the United States: Gongzales v. State of Oregon Decided: Jan. 17,
2006 (6-3 in favor of the State of Oregon), upholds Death With Dignity Act.
Court majority opinion held that the Controlled Substances Act does not empower
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the Attorney General of the United States to prohibit doctors from prescribing
regulated drugs for use in physician-assisted suicide under state law permitting
the procedure.

4.SB 579 Changes Death with Dignity Act [50]. Signed into law July 24, 2019,
allowing patients with fewer than 15 days to live to submit the second oral
request for life-ending medication at any time after the first oral request,
bypassing the 15-day waiting period.

5.Mar. 29, 2022 — Oregon Ends Residency Requirement In a court settlement with
Compassion & Choices, the Oregon Health Authority and the Oregon Medical
Board agreed to stop enforcing the residency requirement and to ask the
legislature to amend the law.

Oregon Health Authority Phone: 971-673-1222 Email: dwda.info@state.or.us
Patient eligibility: As with other states, candidates must be 18 or older, without a
requirement for state residency, and able to make their own decisions and communi-
cate them. A patient must have a terminal illness with a life expectancy of 6 months or
less. Physician requirements: The doctor must diagnose a terminal illness with a life
expectancy of 6 months or less. This must be confirmed by a second consulting
doctor, who is also expected to certify that the patient can make and communicate
health care decisions. If either doctor questions the patient’s ability to make judg-
ments, the patient must be referred for a psychological examination. The attending
doctor must inform the patient of alternatives, including palliative care, hospice,
and pain management options. The doctor must request that the patient notify
next of kin. Patient request timeline: First oral request to physician, 15-day
waiting period for patients who are expected to live more than 15 days (no waiting
for patients nearer death). Second oral request to physician, written request to
physician, 48-hour waiting period before picking up prescribed medications from
pharmacy. Other: Patient’s health or life insurance policies cannot be affected by
use of law. The Department of Human Services—Health Services requires
physicians to report all prescriptions to the state. Compliance ensures protection
from criminal prosecution. Physicians and health care systems may choose not to
participate.

11.7.10 Vermont

Act 39 An Act Relating to Patient Choice and Control at End of Life [51] signed
into Law May 20, 2013 effective Date: May 20, 2013.

Vermont Department of Health Phone: 800-464-4343.

Patient eligibility: As with other states, candidates must be 18 or older, residents
of the state, and able to make their own decisions and communicate them. A patient
must have a terminal illness with a life expectancy of 6 months or less.

Physician requirements: The doctor must diagnose a terminal illness with a life
expectancy of 6 months or less. This must be confirmed by a second consulting
doctor, who is also expected to certify that the patient can make and communicate
health care decisions. If either doctor questions the patient’s ability to make judg-
ments, the patient must be referred for a psychological examination. The attending
doctor must inform the patient of alternatives, including palliative care, hospice, and
pain management options.
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Patient request timeline: First oral request to doctor, 15-day waiting period,
second oral request to doctor along with written request; 48 h to dispense.

Other: Insurance policies are protected from being affected by patient’s decision to
use law. Physicians and health care systems may choose not to participate.

11.7.11 Washington

Ballot Initiative 1000: Death With Dignity Act [52] voted On Nov. 4, 2008 (58% in
favor), effective Date March 5, 2009.

Washington State Department of Health Phone: 360-236-4030.

Patient eligibility: As with other states, candidates must be 18 or older, residents
of the state, and able to make their own decisions and communicate them. A patient
must have a terminal illness with a life expectancy of 6 months or less.

Physician requirements: The doctor must diagnose a terminal illness with a life
expectancy of 6 months or less. This must be confirmed by a second consulting
doctor, who is also expected to certify that the patient can make and communicate
health care decisions. If either doctor questions the patient’s ability to make judg-
ments, the patient must be referred for a psychological examination. The attending
doctor must inform the patient of alternatives, including palliative care, hospice, and
pain management options. The doctor should request that the patient notify next
of kin.

Patient request timeline: First oral request to doctor, 15-day waiting period,
second oral request to doctor along with written request; 48 h to dispense.

Other: Patient’s health or life insurance policies cannot be affected by use of law.
The Department of Health requires physicians to report all prescriptions to the state.
Compliance is the condition for protection from criminal prosecution. Physicians and
health care systems may choose not to participate.

12. Conclusion

We set out to discuss every way a patient could deliberately shorten life in 2022.
We believed that a truthful presentation of choices and the consequences that could
accrue might lead a patient, after extensive reading and contemplation, to seek help
with fears and suffering and make peace with living among us as long as life holds out.
We made this presentation even though we have come to have increasingly grave
reservations about the wisdom of allowing doctors to kill people while protected by
the state.
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Chapter11

Prognostic Communication
in the Era of Targeted Therapy
and Immunotherapy

Sherri Cervantez, Matthew Butler and Anand Karnad

Abstract

Effectively communicating prognosis to patients with cancer is a key communication
task for physicians. It has always been a difficult task and is now becoming more so.
Rapid progress in treatment of advanced cancers is transforming a previously terminal
illness with its proverbial <6 months of life expectancy into a chronic illness with years
of meaningful quality of life ahead. Despite this evolution, the importance of commu-
nicating prognosis to enable shared decision-making cannot change. Communication
skills for this specific task should be strengthened and refined with practice and toolkits
to enable physicians to rise to the unique challenge of discussing prognosis in this rapidly
shifting milieu of cancer care. This chapter will first discuss how targeted and immu-
notherapy have changed the landscape of cancer therapy and complicated prognostica-
tion through representative case examples. Secondly, we will outline communication
preferences, barriers to prognostication, and tools useful in cancer prognostication.
Finally, we will identify techniques palliative physicians and oncologists utilize to convey
prognostic information vital to patient decision-making.

Keywords: prognostication, communication, immunotherapy, targeted therapy,
cancer therapy

1. Introduction

For a patient with cancer, prognosis, the prediction, or estimation of the likely
course, has profound effects: preparing to face mortality, making decisions regarding
treatments, and hoping for ideal outcomes for the future. Communicating prognosis
is central to shared decision-making and autonomy [1, 2], and understanding prog-
nostic information can influence patients’ decisions on whether to receive life extend-
ing care [3, 4]. Poor communication therefore can lead to poor outcomes.

Prognostic disclosure in oncology care has been shown to be an essential compo-
nent of good clinical practice for children [5], adolescent and young adults [6] and on
up to the very elderly [7]. Despite the acknowledged importance of communicating
prognosis in cancer care, this task has remained a challenge with multiple barriers:
physician discomfort in discussing prognosis, patient diversity and other barriers to
receiving prognostic information, and patient’s family raising barriers of their own
in their belief and acceptance of prognosis. Oncologist’s skills and experiences and
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comfort level in managing patients’ reactions to prognostic information has emerged
as a principal barrier to high-quality prognostic communication [8]. Adding to all
these factors are the significant challenges brought about by the rapid advances bring-
ing an array of new and effective treatment for many advanced cancers.

This review will briefly discuss communicating prognosis in the era of progress in
cancer treatment ushered in by the identification of molecular targets leading to effec-
tive targeted therapy, and the control of advanced cancers by checkpoint inhibitors and
immunotherapy. Brief discussion of patient examples to highlight the current profound
complexity of discussing prognosis will help appreciate the impact of changes brought
about by newer therapy on this communication task. We will provide an overview of
prognostic communication preferences and barriers. We will conclude with a discussion
of helpful tools and techniques to enable effective prognostic conversation.

2. Evolving landscape of cancer therapy
2.1 Effect of the progress in cancer therapy on communicating prognosis

Oncologists in training 40 years ago very easily saw the natural history of most
adult cancers during the 2 or 3 years of their fellowship program. There were very few
effective treatments for the most common advanced stage cancers. In that period, dis-
cussing prognosis with patients who had advanced cancer caused emotional distress
in oncologists and their patients and this was a significant barrier to effective conver-
sation about prognosis. Contrast that with what the current trainee faces in this era of
targeted and immunotherapy: 50 or more new drugs for cancer treatment have been
approved in both 2020 and 2021 [9, 10] and a significant decrease is now evident in
cancer mortality [11] contributing to an increased lifespan [12]. Therefore, advanced
cancers now are not always rapidly fatal and decision-making regarding treatment
forces even the expert hematology and medical oncology physicians to pause before
rendering prognostic opinions. The pause is not only to assess the impact of perfor-
mance status and co-morbidities on prognosis, but also to: 1) ponder and choose
from a bewildering array of treatment choices; 2) to consider the likelihood of rapid
response and degree of complete remissions possible in the “exceptional responders;”
3) to consider the quality of life of patients who may have to learn to live with their
cancer on maintenance therapy; and 4) to consider if the patient they face now will
one day be monitored for treatment-free remissions. All these points deeply influence
how we should think about discussing prognosis in patients with advanced cancer.

2.2 Prognostic communication in patients with solid tumors—Case-based
discussion

2.2.1 Case #1: ALK mutated lung cancer

Take for example, a 53-year-old female with diabetes who reported a dry non-pro-
ductive cough starting in March of 2017. She was evaluated by her primary care physician
and found to have a mass of her right lung. Inadequate health insurance resulted in
delays and a biopsy was obtained only in August 2017 confirming poorly differentiated
high-grade neuroendocrine carcinoma with metastatic disease to the lumbar spine. She
received palliative radiation to the spine, then started on standard systemic chemother-
apy with cisplatin and etoposide but progressed after three cycles. She was then switched
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to standard second line immunotherapy in November. Restaging scans after three cycles
revealed mixed response. At this point she was following the typical natural course of
lung cancer, and without new effective therapy her prognosis would have been grim.
However, molecular profiling of her tumor demonstrated an ALK mutation. She was
transitioned to the targeted agent ceritinib, and experienced a near complete response
(Figure 1). She has remained on therapy without adverse events and no evidence of dis-
ease to date far exceeding the prognostic predictions at the time of second line therapy.

2.2.2 Case #2: Metastatic non-small cell lung cancer

Consider a 64-year-old female with adenocarcinoma of the lung with metastatic dis-
ease to the retroperitoneum and pancreatic tail who was treated on a clinical trial with
induction chemotherapy of carboplatin, paclitaxel, bevacizumab and atezolizumab
resulting in rapid and dramatic response; followed by Atezolizumab maintenance with
continued control of disease when she developed an encephalopathy syndrome due to
the atezolizumab and treatment was discontinued. Off therapy, she developed rapid
onset of progressive metastatic disease to bone causing large destructive lesions of her
left hemipelvis requiring orthopedic surgery to stabilize her hip. She then completed
radiation therapy to the involved area and then began maintenance doses of mono-
immunotherapy with nivolumab without recurrence of encephalopathy. She has
remained on maintenance immunotherapy for greater than 5 years with no evidence of
disease enjoying an excellent quality of life with near normal performance status.

2.3 Prognostic communication in patients with hematologic malignancies—
Case-based discussion

Prognostic information has generally been better studied in patients with solid
tumors. Patients with hematological malignancies faced uncertain illness trajectory,
treatment choices associated with risk of severe toxicity, but also a persistent chance
for cure from stem cell transplant or CAR T cell therapy for the select few eligible
for such options [13, 14]. Targeted therapy and immunotherapy have dramatically
improved outcomes for patients with hematological malignancies [15].

2.3.1 Case #1: Multiple myeloma

A healthy man presented at age 68 with new-onset mid back pain. Imaging showed
a deformity at T8 arising from a lytic lesion, along with lesions in other bones. Bone
marrow biopsy demonstrated 40% clonal plasma cells, with FISH showing transloca-
tion (11, 14). Treatment was initiated with bortezomib, lenalidomide, and dexameth-
asone. After 2 cycles he developed grade 2 peripheral neuropathy, and bortezomib
was discontinued. After 5 additional cycles of lenalidomide and dexamethasone,
the monoclonal protein dropped more than 90% relative to pre-treatment baseline,
meeting criteria for a very good partial response. He then received an autologous stem
cell transplant, which he tolerated without major complications. Post-transplant, the
monoclonal protein was undetectable, and lenalidomide maintenance was initiated.
After just over two years of maintenance therapy he began to complain of worsening
back pain. Imaging showed enlargement of several bony lesions with a new compres-
sion deformity at L1. His performance status remained excellent.

This example illustrates a common clinical situation of symptomatic relapse of
multiple myeloma after stem cell transplant. Prior to 2012, the options for such a
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B

Figure 1.
A. Representative axial and coronal cvoss sectionals pretreatment with Alk inhibitor. B. Representative axial and
covonal cross sectionals posttreatment with Alk inhibitor demonstrating near complete vesponse.

patient would have been limited. In 2022, the array of options in the same clinical situ-
ation is broad. Pomalidomide, carfilzomib, and daratumumab are all widely used drugs
offering high response rates, alone and in numerous combinations, and all have mild
toxicity profiles. These drugs can be combined to make several lines of therapy, even in
patients with less-than-optimal organ function and performance status. Even after a
patient becomes refractory to these drugs, newer salvage options are available, includ-
ing selinexor, belantamab mafodotin, and elotuzumab. Several investigational drugs
are in advanced stages of development and will likely add more treatment options in
the near future. CAR-T therapy is commercially available as of 2021, and offers very
high response rates, while incurring high cost and complexity of treatment. Finally, the
patient’s 11;14 translocation makes him a candidate to receive venetoclax, which has
shown activity in this subgroup. With access to these treatments, survival for five years
or longer after a first relapse is becoming routine. However, the likelihood of achieving
response and the duration of response tend to drop with each successive line of therapy.
It is rare to exhaust all available lines of therapy, but the tradeoffs between burdens and
benefits of treatment shift progressively though the course of disease.

2.3.2 Case #2: Acute myeloid leukemia

A 73-year-old woman with diabetes, hypertension, stage IV chronic kidney
disease, and mild dementia presented with nausea, vomiting, and chest pain.
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Laboratory tests on admission showed leukocytosis of 22,000/pL along with moder-
ate anemia and thrombocytopenia. Bone marrow biopsy was diagnostic for acute
myeloid leukemia (AML).

Management of AML in the elderly is a longstanding challenge as the benefits of
intensive chemotherapy are outweighed by the risk of infections and other complica-
tions. Historically these patients were treated with lower-intensity cytotoxic regi-
mens, which could prolong survival by a few months at best.

Hypomethylating agents (azacitidine and decitabine) in combination with the
BCL-2 inhibitor venetoclax have transformed the care of the elderly AML patient
giving them a median survival of 14.7 months [16]. Although the combination can
be tolerated by frail elders, it is not free from toxicity. The patient described above,
despite kidney disease, early dementia, and limited functional status, has no absolute
contraindications to such treatment, though these factors may negatively affect
tolerability. Deciding whether to start combination therapy, a single agent, or best
supportive care is therefore a complex and individualized decision.

2.4 Effect of the progress in cancer therapy on clinical practice

These cases serve to illustrate the high level of complexity that exists from
response to later lines of therapy, to associated toxicities, to anticipated quality of
life on treatment. Targeted and immunotherapies are associated with both palliative
benefits in terms of pain/symptom control and improved survival benefits compared
to former cytotoxic chemotherapy options (Table 1). Additionally, these therapeutics
are associated with fewer and less severe toxicities such that patients can remain on
treatment for extended periods of time.

These factors in combination with the hope for durable responses have resulted in
a shift in referral patterns for patients with advanced and metastatic disease. In a 2019
study, a trend toward fewer hospice referrals and increased subacute rehab referrals
from inpatient oncology units was noted with nearly two-thirds of patients never
receiving additional cancer therapy [27]. In another retrospective study of deceased
patients who had received immunotherapy, two-thirds had received immunotherapy
in the last 90 days of life [28]. Notably, patients who had received immunotherapy in
the last 30 days of life received less than 3 doses, had a poor performance status, had
lower hospice enrollment, and higher rates of dying in the hospital [28]. Although
extraordinary and durable responses are seen, these two studies emphasis the prog-
nostic dilemma, as the majority of patients are likely to follow a different natural
course. Therefore, assessing patient preferences for information sharing and goals of
care is essential.

3. Prognostic communication preferences in oncology
3.1 Prognostic communication clinician factors

Communication is a specialized skill. Indeed a review of the literature of prognosis
related communication in advanced cancer patients suggests that it is useful to divide
oncologists into three groups with respect to their ability to engage in meaningful high-
quality communication with their patients: Highly skilled oncologists need organiza-
tional support and can serve as mentors; moderately skilled oncologists may benefit from
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Disease Treatment Prognosis circa Major developments Prognosis in 2022
options in 2010 2010
Metastatic Doublet or mOS EGFR agents Targeted Therapy
NSCLC triplet cytotoxic approximately mOS (mo) [20]:
chemotherapy 10-12 months EGFR 18-38
[17, 18], 5-year [21,22]
survival 8%
[19]
ALK agents ALK 47-not
reached
ROS1 ROS1 24-not
reached
BRAF BRAF 17
RET KRAS 12.5
MET RET, MET,NTRK
data immature
NTRK Targeted Therapy:
5-year survival
83% [23]
KRAS Immunotherapy:
immunotherapy Median OS
22 months
(treatment naive),
5 year survival 23%
[24]
AML (older Low-dose Median OS Hypomethylating Median OS
and less fit cytotoxic <6 months; agents, BCL-2 15 months; 2-year
patients, not chemotherapy 1-year survival inhibitor survival 74% [16]
fit for intensive 28% [25]
chemotherapy)
Multiple Lenalidomide Overall survival Multidrug OS unknown, but
myeloma or bortezomib, 1-2 years [26] combinations likely 5 years or
combined with including: 2nd more
steroids and/or generation
chemotherapy immunomodulatory
drugs
2nd generation
proteosome inhibitors
monoclonal
antibodies
CAR-T cellular
therapy
Table1.

Evolution of prognosis in representative case examples.

targeted skills training; and lower skilled oncologists may benefit from pairing with high
level communicators or utilization of supportive programs to facilitate effective commu-
nication [8]. Discussing prognosis does include asking patients if they wish to receive this
information and being prepared to respect their decision and re-engage periodically.
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Communication training and skills are common barriers reported by clinicians.
Inadequate training can result in brief, vague, or total avoidance of prognostic discus-
sions. Conversely, physicians may use jargoned language with the intent to deliver
accurate information or the uncertainty of prognosis, however no additional clarity
is provided to the patient. Additionally, these conversations may be viewed as time
consuming in the context of a busy oncology practice.

The emotional nature of prognosis contributes to additional clinician dis-
comfort with delivering bad news and managing patient responses. Despite data
suggesting otherwise, many physicians feel prognostic conversations decrease
patient hope and create a less favorable provider-patient relationship [8, 29]. This
poses a significant barrier as many oncologists develop a personal bond with their
patients.

Finally, physician experience plays a significant role. Rapid progress in treatment
has led to the finding that hematologic oncologists with fewer years of practice are
less likely to engage in prognostic discussion [30] compared with younger physicians
caring for patients with solid tumors who were significantly more likely to discuss
prognosis than their older colleagues [31]. This reflects a higher level of “information
uncertainty” and less confidence among junior hematologic oncologists as a major
prognostication challenge for hematological malignancies [30].

3.2 Prognostic communication patient preferences

For patients and families, having prognostic information influences treatment
preferences, decreases uncertainty and helps them to plan ahead for both personal
and healthcare matters [32]. The majority of patients prefer to have prognosis
communicated and nearly universally, they want accurate and honest information
[33]. While some variation in preferences is influenced by age and sex, underlying
cancer type and treatment goals do not impact patient preference [29]. In this era
then, communication of prognosis with the elderly person with advanced cancer
deserves special mention: Communicating prognosis in the elderly, especially in
the very elderly (>85), or frail elderly is important for establishing patient centered
goals of care and advance care planning. Fear, grief, and anxiety are common
factors contributing to patient related barriers in prognostic communication and
therefore invoking a patient’s preference for information sharing remains essen-
tial [29]. Additionally, language and education barriers contribute to prognostic
misunderstandings [29].

3.3 Impact of care giver preferences on prognostic communication

While important on an individual level, cultural and community factors often
guide care giver communication preferences. For instance, South American and Asian
cultures are less likely to believe patients should be told about a terminal prognosis
[29]. This discrepancy between patient and family preferences can contribute to
prognostic communication barriers. Discussing prognosis often involves a family
member as the patient may rely increasingly on a family member for decision making
and care—and the patient, especially if elderly, is often more receptive than the
family when hearing prognostic information.
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4. Prognostic tools
4.1 Clinician prediction of survival (CPS)

Clinician prediction of survival (CPS) is a quick and convenient estimate of
survival based on clinical experience and intuition. While CPS is convenient, it
is inaccurate and subject to biases with consistent over estimation of survival.
Literature review suggests CPS is accurate 20-30% of the time with ~80% of
prognostic errors being overoptimistic [33]. Overestimation may lead to overtreat-
ment and delayed referrals to palliative care. Conversely, while less common,
underestimation can result in undertreatment and premature referral to hospice
or supportive services [33]. CPS can be classified by several approaches. The most
common technique utilized by clinicians is a temporal approach which attempts
to answer “How long will the patient live?” or providing an estimated duration
of survival [32]. A probabilistic approach estimates “What is the probability of
survival in a specific time frame?” (i.e. 30% chance of being alive in 6 months)
[32]. Alternatively, the surprise question is utilized to determine “Would I be sur-
prised if a patient died in the next year?” [34]. The surprise question significantly
improves clinician accuracy in predicting poor prognosis. In order to provide the
most accurate prognosis several models have been developed to facilitate clinical
communication. While these validated models provide more objective prognosis,
they do not necessarily capture the nuances of an individual’s health.

4.2 Palliative prognostic score (PaP)

The palliative prognostic score was initially developed in Italy to be used as an esti-
mate of short-term survival [35, 36]. PaP combines CPS, Karofsky Performance Score
(KPS) and five clinical/laboratory variables including performance status, dyspnea,
anorexia, leukocyte count, lymphocyte percentage (Figure 2) [37]. Each criterion is
assigned a score which are then summed to generate a numerical score (0-17.5). The
values are then stratified into three groups according to a 30-day survival probability.
The PaP has been validated in advanced cancer settings and shown to be accurate
irrespective of cancer type [38]. In an interesting validation study, the inclusion of
CPS as a criterion enhanced the accuracy [39].

4.3 Palliative performance scale (PPS)

The PPS, originally developed in 1996, is a reliable, validated tool which uses five
observer-rated domains correlated to the Karnofsky Performance Scale (100-0%)
with scores in 10% decrements (Figure 3) [40-42]. The domains include ambulation,
activity level/evidence of disease, self-care, intake, and level of consciousness. PPS
scores are determined based on a “best fit” while reading downward through a single
domain and then across the remaining domains left to right. If several domains are
categorized at one level and other domains at a higher or lower level, clinical judge-
ment and leftward precedence is used to determine the more accurate score. While
the PPS may be used for different purposes, it is a key tool for quickly communicating
a patient’s functional level. More importantly, the PPS is a valuable prognostic tool as
scores correlate with actual survival and median survival time for cancer patients in
the ambulatory setting thereby allowing estimates in terms of days, weeks, months,
and years (Figure 4) [43, 44].
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Characteristic Parti[;ilgcore
Dypnea
No 0
Yes 1.0
Anorexia
No 0
Yes 1.5
Karnofsky performance status
=50 0
30-40 0
10-20 25
Clinical prediction of survival (weeks)
>12 0
11-12 20
9-10 2.5
7-8 25
5-6 45
3-4 6.0
1-2 8.5
Total white blood count (cell/ mn\3)
Normal (4800-8500) 0
High (8501-11000) 0.5
Very high (>11000) 15
Lymphocyte rate (%)
Normal (20.0-40.0) 0
Low (12.0-19.9) 1.0
Very low (0-11.9) 2.5
. PaP
Bk grenpe Total score
A (30-day survival probability >70%) 0.0-5.5
B (30-day survival probability 30-70%) 5.6-11.0
C (30-day survival probability <30%) 11.1-17.5

Total scores range between 0 and 17.5, and patients were assigned to one of three different risk groups according
to a 30-day survival probability: group A, <70%; group B, 30-70%; and group C, >30%.

Figure 2.
Palliative prognostic score.

4.4 Palliative prognostic index

The Palliative Prognostic Index (PPI) was originally developed in Japan for
hospice in patients with advanced cancer [45]. PPI utilizes PPS, oral intake, and the
presence or absence of dyspnea, edema, and delirium (Figure 5) [46]. Criteria are
assigned a numeric score and the total is stratified into one of three groups, predict-
ing survival of shorter than three weeks (PPI score greater than 6), shorter than
six weeks (PPI score greater than 4), or more than six weeks (PPI score less than or
equal to 4) [47].

4.5 Terminal cancer prognostic index

The Terminal Cancer Prognostic score (TCP score) is based on the weighted scores
of three predictors (diarrhea, anorexia, and confusion), which were determined
in multivariate analysis to be independent predictors of survival for terminally ill
cancer patients (Figure 6) [46, 48]. The scores are then used to differentiate into
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PPS Level | Ambulation Activity & Evidence of Disease Self-Care Intake Conscious Level
100% Full Normal activity & work Full Normal Full
No evidence of disease
90% Full Normal activity & work Full Normal Full
Some evidence of disease
80% Full Normal activity with Effort Full Normal or reduced Full
Some evidence of disease
70% Reduced Unable Normal Job/Work Full Normal or reduced Full
Significant disease
60% Reduced Unable hobby/hause work QOccasional assistance Normal or reduced Full or
Significant disease necessary confusion
50% Mainly Sit/Lie Unable to do any work Considerable assistance | Normal or reduced Full or
Extensive disease required confusion
40% Mainly in bed Unable to do most activity Mainly assistance Normal or reduced Full or drowsy
Extensive disease +/- confusion
30% Totally Bed Unable to do any activity Total Care Normal or reduced Full or drowsy
bound Extensive disease +/- confusion
20% Totally Bed Unable to do any activity Total Care Minimal to sips Full or drowsy
bound Extensive disease +/- confusion
10% Totally Bed Unable to do any activity Total Care Mouth care only Drowsy or coma
bound Extensive disease +/- confusion
0% Death - - -
Figure 3.

Palliative performance scale version 2 (PPSv2).
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Figure 4.
Survival curves of cases with different PPS.

a prognostic group. While developed in a prospective study, this tool has not been
adequately validated and is not as commonly utilized [46].

4.6 Poor prognostic indicator

In a similar pattern to the TCP score, the poor prognostic indicator is a score
developed based on dysphagia, cognitive failure, and weight loss in the last
6 months [46, 49]. The score has a PPV of 0.76 at estimating 4-week mortality for
patients with advanced cancer admitted to a palliative care unit. This prospective
study demonstrated that the poor prognostic indicator was as effective in predic-
tions of survival as two skilled physicians, although this tool has also not been
adequately validated [49].
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Palliative performance scale (modified Karnofsky)

10-20 4

30-50 2.5

260 0
Oral intake

Severely reduced 2.5

Moderately reduced 1.0

Normal 0
Oedema

Present 1.0

Absent 0.0
Dyspnoea at rest

Present 35

Absent 0.0
Delirium

Present 4.0

Absent 0.0

>4 0.83 0.71

PPV, positive predictive value; NPV, negative predictive value.

Figure 5.
Palliative prognostic index.

4.7 Charlson comorbidity index (CCI)

First developed in 1987 as a weighted approach to assess risk of death within 1-year
of hospitalization with specific comorbid conditions [50]. The index assigns value
to 19 medical conditions (i.e., diabetes, heart failure, peripheral vascular disease,
chronic pulmonary disease, liver disease, renal disease, hemiplegia, etc.) according to
presence and severity. The sum is used to estimate the risk of death. CCI is the most
common comorbidity assessment utilized and has been validated in multiple solid
and hematologic malignancies [51-54].

4.8 Prognostic tools in clinical practice

As mentioned, CPS is the most used method; however, the accuracy is bolstered
significantly when used in combination with other more objective tools. The PaP
likely has the greatest potential utility however it is unclear why this tool is not used
more universally other than lack of familiarity. PPS and CCI are the most broadly
used tools in both oncology and palliative care settings and have the most robust
data in terms of validity in patients with cancer. Both tools also assist with longer
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Diarrhoea

None to mild 0-1

Moderate to severe 2-3 3
Anorexia

None to mild 0-1 0

Moderate to severe 2-3 2
Confusion

None 0 0

Mild, moderate or severe 1-3 2

0 103
2 46
4 28
>4 25.5

Figure 6.
Terminal cancer prognostic index.

term prognostication which is increasingly important as cancer care transitions
from anticipated acute mortality to a chronic illness with associated morbidity and
mortality.

5. Prognostic communication techniques

While developing and communicating prognosis is critical for patient care,
evidence-based recommendations for these processes are limited. In 2005, a Working
Group of the Research Network of the European Association for Palliative Care
found that prognostication is feasible with the use of certain clinical tools [55]. The
working group found the strongest evidence of prognostic correlation with the use
of clinical prediction of survival in conjunction with performance status, symptoms
associated with cancer anorexia-cachexia syndrome (weight loss, anorexia, dyspha-
gia, and xerostomia), dyspnea, delirium, and some biologic factors (leukocytosis,
lymphocytopenia, and C-reactive protein) [55]. More recently in an opinion state-
ment, similar factors were identified as key to more accurate prognostication [56]. In
addition to using validated prognostic tools to complement clinical judgement, the
authors recommended seeking multi-professional prognostic estimates, formulating
and recording prognosis estimates in order to better cultivate prognostic skill, and
receiving training in advanced communication skills to better deliver prognostic
conversations [56].

Every cancer is a complex clinical phenomenon, whose outcome is influenced by
many variables: the age, underlying health, and motivation of the patient; their social
support system; the availability of advanced treatments, clinicians’ ability to choose
and manage these treatments, patient’ ability to access and afford these treatments
and tolerate their side effects; and critically, the biology of the cancer itself. Even in

186



Prognostic Communication in the Eva of Targeted Therapy and Immunotherapy
DOI: http://dx.doi.org/10.5772/intechopen.105144

an age of molecular and genetic tumor profiling and validated prognostic models,
an estimate of prognosis is an educated guess. Clinicians must make this guess in the
most accurate and objective way possible, and then use communication techniques
that effectively convey the information to the patient and caregivers, while being
sensitive to their receptiveness and ability to process this information.

Surveys have consistently shown that majorities of patients prefer to receive
accurate and honest prognostic information, [33, 57] including average and best-case
survival outcomes [58]. However, this is not universal: there is considerable variation
in how much prognostic information patients and caregivers wish to receive [13, 59].
This can change over the course of illness: as the disease becomes more advanced, the
patient may want less detailed prognostic information, while caregivers may need
more. Therefore, prognostic discussion calls for an individualized approach, which
elicits permission from patients and caregivers to discuss prognosis, and uses explicit
questions and implicit cues to determine how much prognostic information to impart
[3, 60, 61]. Information needs and preferences should be reassessed any time there isa
significant change in the condition, prognosis, or living circumstances of the patient.

An effective discussion of prognosis is not limited to a prediction of medical
outcomes, but should integrate affective communication including expressions of
support and empathy, demonstration of expertise, reassurance of non-abandonment,
and reinforcement of a collaborative relationship [60, 62]. Assuming permission
has been given to offer predictions regarding outcome, it is important to utilize the
opportunity to openly and directly discuss prognosis [61]. Clinicians should be as
transparent as possible about the basis for the estimate — multiple studies, a single
clinical trial, or simply an estimate based on personal clinical experience — and about
the associated uncertainties.

Presenting a range of possible outcomes is a useful technique to convey the scope
of uncertainty, and is preferred by patients over more narrow predictions [63]. Effort
should be taken to counteract the tendency of both clinicians and patients to focus on
the most favorable potential outcome. One way to frame this is surprise: describing a
relatively favorable outcome but stating that it would be surprising, implying that it
should not be assumed. The surprising outcome can then be contrasted against other
outcomes which are expected or feared. This is one form of the best case/worst case
framework, which invites hope for a favorable outcome, while encouraging prepara-
tion for a more adverse one. This approach was first studied in the context of high-risk
surgery, [64, 65] but it is broadly applicable in any situation where plausible outcome
scenarios differ widely. In addition to best and worst, a third scenario for the typical
or average case, but it is important to emphasize that this is not a prediction, and that
the best and worst outcomes remain possible.

There is no one-size-fits-all approach to improving communication skills. For
delivering prognostic information, collaboration with other cancer clinicians, oncol-
ogy nurses, and palliative care specialists is encouraged [66]. REMAP (Reframe,
Expect emotions, Map out patient goals, Align with goals, and Propose a plan) has
been suggested as a framework for goals of care conversations [67].

Indeed viewing communication interactions from a procedural lens (proce-
dures require specialized skills, have component steps, are intentional in purpose,
and have pause points and a known set of complications) may improve quality of
prognostic communication [68]. In discussing the use of prognostic tools in com-
municating prognosis, it is useful to quote from a paper by Lakin et al., entitled,
Timeout Before Talking: Communication as a medical procedure: “Skilled communi-
cation requires nuance, adjustments, and careful thought, in complex interpersonal
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interactions. Just as surgery is a technical intervention and a practiced art form,
communication procedures require both thoughtful structure and flexible skill.
When a communication task is deconstructed, it can be better applied, taught,
legislated, and researched, ultimately allowing for iterative improvement of this
foundational medical practice” [68].

6. Conclusions

Prognostication is an evolving science. As newer therapeutics extend and improve
the expectations of critical illness management, transparency and accuracy are key
factors of value to patients. For clinicians, continuing education in communication
and routinely rehearsing difficult conversations may promote easier and more trans-
parent conversations. Utilization of prognostic tools in combination with clinician
prediction and interdisciplinary consensus improves overall accuracy in uncertain
circumstances. Prognostic discussions should be viewed by the clinician and patient
as fluid. Routinely re-evaluating and modifying prognostic estimates based on cur-
rent individual circumstances, changing health status, and therapeutic advances are
critical to support patient centered decision making.
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