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ABSTRACT

Despite all advances in the treatment of neoplasms and substantial increases in five-
year survival rates, most patients still die due to their diseases. Late diagnosis in some
circumstances and resistance mechanisms throughout treatment still cause most patients
to require palliative care integrated with cancer treatment, since diagnosis. Most palliative
care interventions can and should be carried out by the oncologist, with reference to the
multidisciplinary team specialized in palliative care in the most critical moments of clinical
evolution. It is important that the oncologist develops their skills in this scenario and
knows how to recognize the moment of referral. The following text outlines the basic skills
that are expected of oncologists, such as recognition of the prognosis, identification and
correct assessment of symptoms, definition of the time to stop antineoplastic therapy,
how to communicate these aspects to patients and family, how to involve psychosocial
and spiritual issues and, finally, how to stay within the limits established by modern
bioethics. This work consists of brief recommendations for oncologists working in Brazil.
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End-of-Life care in Brazil

RESUMO

Apesar de todos os avan¢os no tratamento das neoplasias e aumentos substanciais nas taxas
de sobrevida em cinco anos, a maioria dos pacientes ainda morre em decorréncia de suas
doengas. Diagndsticos tardios em algumas circunstancias e mecanismos de resisténcia ao longo
do tratamento ainda fazem com que a maioria dos pacientes necessite de cuidados paliativos
integrados ao tratamento oncoldgico, desde o diagnostico. A maioria das interven¢bes em
cuidados paliativos pode e deve ser realizada pelo oncologista, tendo como referéncia a equipa
multidisciplinar especializada em cuidados paliativos nos momentos mais criticos da evolugdo
clinica. E importante que o oncologista desenvolva suas habilidades nesse cenério e saiba
reconhecer o momento do encaminhamento. O texto a seguir descreve as habilidades basicas
que sdo esperadas dos oncologistas, como reconhecimento do progndstico, identificacdo e
avaliacdo correta dos sintomas, definicdo do momento de interromper a terapia antineoplasica,
como comunicar esses aspectos aos pacientes e familiares, como envolver questdes psicossociais
e espirituais e, por fim, como se manter dentro dos limites estabelecidos pela bioética moderna.

Este trabalho consiste em breves recomendacdes para oncologistas atuantes no Brasil.

Descritores: Cuidados terminais; Morte; Cuidado paliativo; Medicina paliativa.

INTRODUCTION

Introduction to general concepts of palliative care
in oncology

In the last weeks and days of life, patients with
advanced cancer often experience characteristic de-
cline in function, coupled with an abrupt increase in
physical symptoms, psychological distress and care
needs. Acute complications are common which may
require hospitalization.” Patients, families and clinicians
are faced with many difficult decisions regarding care
planning, cancer treatments, and discharge. Oncologists
often have a strong relationship with patients from
diagnosis and have a critical role alleviating suffering
as their patients approach the final phase of life.

Because of the high complex needs during this time,
it is often helpful for the oncology team to involve other
health professionals to support the multi-dimensional
needs of patients and families during this time.? For
example, interdisciplinary specialist palliative care
teams have significant expertise in managing complex
symptoms, supporting personhood care, and facilitat-
ing complex decision making. Psychiatry, psychology,
social work, and/or chaplaincy can provide effective
interventions for mood disorders, death anxiety, ex-
istential distress and/or anticipatory grief.

Palliative care is defined by the World Health
Organization as “is an approach that improves the
quality of life of patients (adults and children) and
their families who are facing problems associated
with life-threatening illness. It prevents and relieves
suffering through the early identification, correct
assessment and treatment of pain and other prob-
lems, whether physical, psychosocial or spiritual”.®
Although cancer patients are often referred to palli-
ative care in the final phase of life, it is important to
note that existing evidence strongly supports involve-
ment of palliative care early in the disease trajectory.®

Several landmark randomized trials and systematic
reviews found that timely referral of patients with ad-
vanced cancer to outpatient palliative care from around
the time of diagnosis can improve their quality of life,
symptom control, mood, communication, satisfaction,
and quality of end-of-life.>9 In addition to the ambu-
latory setting, palliative care may be available in the
hospital as an inpatient consultation service and/or a
palliative care unit (i.e., intensive supportive care unit).
In the community, palliative care may also offer home
palliative care service and/or hospice care.® Thus,
different branches of specialist palliative care teams
may be deployed to support the patients and their
families tailored to the setting and level of care needs.

Oncologists caring for patients in the last weeks/days
of life should be comfortable in core primary palliative
care competencies (i.e., basic symptom management
and communication skills).'" Patients with greater care
needs should have access to interdisciplinary specialist
palliative care teams. In this clinical guideline, we shall
provide a practical overview of key considerations in
the management of patients with advanced cancer
approaching the end-of-life, including: (1) how to rec-
ognize patients are approaching the final weeks/days
of life, (2) cancer treatment decisions, (3) management
of physical symptoms, (4) addressing psychological
distress, (5) spirituality, (6) caregiver care, (7) refrac-
tory symptoms, (8) communication issues, (9) ethical
and legal aspects and (10) overcoming barriers to
providing quality of end-of-life care.

How to recognize patients that are approaching the
final weeks/days of life. The ability to recognize that a
patient with advanced cancer has entered the final weeks
or days of life is of paramount importance.’? First, the
clinician can communicate the outlook with the patient
and his/her family."® Second, the patient and family can
take advantage of this information to make preparations
for his/her personal life as well as healthcare decisions.
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For example, studies have found that cancer patients
who understood they had a short life expectancy were
less likely to want to pursue chemotherapy than pa-
tients who believed they had a longer life expectancy.™®
Third, the oncology team would be able to make better
recommendations based on the patients' prognosis.™

End-of-Life care in Brazil

In the advanced cancer setting, multiple prognostic
factors have been identified. In the final weeks and
months of life, patients with advanced cancer often
develop a progressive decline in their physical function,
nutritional balance, respiratory status and cognitive
abilities, which typically manifest as decreased perfor-
mance status (e.g., Zubrod ECOG performance status
>3), anorexia-cachexia, dyspnea at rest and delirium,
respectively.® The presence of these symptoms in the
context of refractory cancer is highly suggestive that
the patient has a life expectancy of several months or
less. Other well established prognostic factors include
leukocytosis, lymphocytopenia, elevated lactate dehy-
drogenase, hypoalbuminemia, and elevated C-reactive
protein are laboratory-based.(”

Several prognostic scores are available in the ad-
vanced cancer setting that incorporate many of the
above prognostic factors, such as the palliative prog-
nostic score and palliative prognostic index.®'® These
prognostic models may augment prognostication and
help to stratify patients in the good (months of sur-
vival), intermediate (weeks of survival) and poor risk
(days of survival) groups. The literature has found that
prognostic models are at least as accurate as clinician'’s
prediction and may sometimes be more accurate.
2020 Web-based calculators are available to facilitate
computation and interpretation of these prognostic
scores (www.predictsurvival.com).?? More recently,
machine learning algorithms are being developed to
support prognosis-based decision-making.??

In the final days and hours of life, cancer patients
often develop further deterioration in their neurolog-
ical, neuromuscular, and cardiovascular function, @4
which may manifest as follows:

- Neurological changes: decreased responsive-
ness to verbal and visual stimuli, Cheyne Stokes
breathing, apnea periods;

- Neuromuscular changes: inability to clear se-
cretions (death rattle), inability to close eyelids,
drooping of nasolabial fold, respiration with
mandibular movement, hyperextension of
neck;

- Cardiovascular changes: oliguria or anuria,
pulselessness of radial artery, severe hypo-
tension, peripheral cyanosis.

These “tell-tale” signs of impending death generally
have a high specificity but low sensitivity for impending
death within the next 3 days.?®?”) Thus, the presence
of any these signs in the appropriate context strongly
supports the diagnosis of impending death; however,
the absence of these signs cannot be used to rule out
impending death. A diagnostic model is available with
accuracy of over 80%.?®
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When to consider stopping cancer treatments?

Decision-making around starting and stopping treat-
ment in advanced cancer is challenging for patients,
families, and healthcare professionals. Appropriately
timed cessation of treatment is an internationally recog-
nized cancer treatment quality indicator,?3" yet recent
years have seen a trend towards continuing treatment
until close to the end of life, at times within weeks till
death.®233 Current guidelines set out when to start anti-
cancer treatments, but not when to stop as the end-of-life
approaches. The process of treatment withdrawal was
described as a shared progression of many different con-
versations rather than a one-off decision.®*3 Frequently,
it involves a trajectory of repeated reassessments and
trying different treatment options including treatment
breaks, before completing withdraw.®?

Cancer treatment decision making involves timely,
high-risk, life altering shared decision-making conversa-
tions between patients, their families, and their medical
team. As such, these conversations are a prime target
for a carefully designed, easy to interpret approach to
facilitate preference-sensitive decision making.®® It has
been described the needs and preferences of cancer
patients including the type and amount of information
patients prefer, the main sources of information that
patients use, and the various ways that patients seek
out information.®® Despite this vast research literature,
understanding how to discuss stopping treatment and
engage patients in decision-making regarding their treat-
ment remains a great challenge for many physicians.&40

Oncologists commonly report finding discussions
about stopping treatment difficult®+*® and emotionally
challenging.“V There is general consensus that phy-
sicians caring for critically ill patients have an obliga-
tion to disclose information about a patient’'s medical
condition and prognosis to family members, and also
that family members are an important source of in-
formation about the patient’s values and treatment
preferences. Furthermore, there is consensus that
family members’ fulfilling this role should be coun-
seled to use the principle of substituted judgment to
guide decisions when possible, attempting to answer
the question of what the patient would say if they are
able to participate.m)

Although a number of distinct approaches to con-
ceptualizing the physician-patient relationship have
been proposed, traditionally there are three distinct
ways described:“? (1) parentalism, in which the phy-
sician makes the treatment decision with little input
from the patient or family; (2) informed choice, in
which the physician provides all relevant medical in-
formation but withholds his or her opinion and places
responsibility for the decision on the family; (3) shared
decision-making, in which the physician and family
each share their opinions and jointly reach a decision.

Shared decision-making is complex and re-
quires patients to understand and process com-
plex medical information and then be able to
examine and evaluate all available treatments op-
tions to make personally appropriate decisions.“?



This can be a big challenge when discussing discon-
tinuation cancer treatment. Planning end-of-life care
is an iterative or cyclic process based on assessment,
disclosure, discussion, and consensus building with the
patient and/or their family and the treatment team. This
process can take place over a short period, such as hours,
where the patient suddenly or unexpectedly deteriorates,
but it can also extend over weeks or months.“42)

End-of-Life care in Brazil

It is important to know when it is appropriate to
end oncologic treatment to maintain the best quality
of life. The criteria for discontinuation of anti-cancer
therapy are often “exacerbation of patient's condition,”
“problems with toxicity,” or “patient refusal”. However,
there is no clear agreement regarding when to end
oncologic treatment. Adding to the complexity of this
process, prior research indicates that there is great
variability in the degree to which patients prefer to be
involved in stopping their oncologic treatment. Thus,
clinicians must be sensitive to these potential individual
differences when negotiating proposed treatments
with patients and their families.®142

Therefore, timely and appropriate decision-mak-
ing about end-of-life care is more likely where those
close to the patient understand the patient's wishes in
advance. With discussion and planning, the patient's
preferences and values can inform decision- making as
priorities change during the time leading to the patient's
death. Included in these shared decision-making mod-
els is the acknowledgement that clinicians and patients
may have different values and preferences affecting
their preferred course of treatment. Thus, as noted,
the goal of shared decision-making is negotiation and
consensus-building on what the appropriate treatment
is and when the treatment no longer benefits the pa-
tient not only in survival but mainly in quality of life.

Communication at the end-of-life

(1) General communication skills. What are the
basic principles of effective patient-clinician
communication in cancer care?

- Getting prepared.®®

It is essential to review the clinical informa-
tion to prepare for patient and family needs
for responses. Preliminary establish the goal
for the upcoming appointment.

- Acknowledge communication preferences.®+49

Parties involved in health care communi-
cation come from diverse backgrounds (e.g.,
generational, socioeconomic). However, it is
essential to elicit individual communication
preferences rather than assuming that these
falls neatly into a specific category. At the be-
ginning of the clinical encounter, it is appro-
priate to query whether there are any cultural
or individual preferences that one should be
aware of as a health care provider. A useful
mnemotechnics to address communication
preferences is the FIFE model (feelings, ideas,
function and expectations).

Active and empathetic listening.©349

Clinician-patient communication has verbal
and non-verbal components. It is important
to recognize and respond to non-verbal cues,
listen for verbal ones, and elicit concerns. An
effective communication involves:

Using active empathic listening, facilitating
responses by the patient;

Allowing the patient to express any concerns,
fears, anxieties, or anger in a manner that aligns
with the patient's communication preferences
at the time;

Communicating with an awareness of pitch,
rhythm, and silence; it can facilitate a shared
understanding and an emotional connection;

Fostering trust: this is built over time and is
stimulated by an understanding of the patient
and an appreciation of their point of view.

Delivering information.@#347-49)

When first communicating with a patient
about a particular issue, such as diagnosis or
prognosis, it is essential to explore what the
patient understands about their iliness. Patients
should also be asked at the outset how much
information they would like and with whom
this information should be shared. The best
way to ascertain how much information should
be discussed is to ask directly - for example:
“Would you like to discuss this further, or should
we talk about it further once we have more
information?”. When delivering information,
it is important to avoid false reassurance or
leaping to a definite diagnosis of cancer with-
out further investigations. Instead, present the
information in a clear non-scientific language.

(2) Breaking bad news. Breaking bad news allows

for goals of care discussion and patient care
consistent with such goals while increasing the
quality of life for patients and caregivers.“&49
What skills and techniques can a physician use
when breaking bad news?

Preparing to deliver bad news.%5"

Breaking bad news requires additional steps
to prepare for this conversation. The S.P.L.K.E.S.
protocol is a practical method for breaking bad
news at any stage of the disease.®®

- SET UP the interview: arrange in advance
that the patient can invite significant others
who may be important to attend the meet-
ing. Arrange for privacy and sufficient time,
sit down, make a connection with the patient,
and avoid interruptions.

- Assess the patient's PERCEPTION: explore
what does the patient knows.

- Obtain the patient’s INVITATION: explore
how much does the patient want to know.
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- Give KNOWLEDGE and information to the
patient: warn the patient that bad news is coming,
start at the level of comprehension and vocabulary
of the patient, use nontechnical words, avoid
excessive bluntness, give information in small por-
tions, and check for the patient’s understanding,.

- Address the patient's EMOTIONS with
empathic responses.

- SUMMARIZE and STRATEGIZE: Check the
patient’s understanding and ask if the patient
is ready at that time to discuss a plan. If the
answer is “yes,” make a treatment plan. If not,
then give the patient time to reflect and sched-
ule another visit within a short interval.

Expecting and empathizing with emotions.®5%3

It is crucial for patients and caregivers to feel
that the emotional impact of the news is ac-
knowledged. A mnemotechnics that is helpful
in this regard is N.U.R.S.E.: name the emotion,
understand and respect the emotion, support
the patient, and explore the emotion.

Including patients’ preference for information
disclosure.439

Requests to withhold bad news about a diagnosis
or prognosis may come directly from the patient
or from the family. According to the principle of
autonomy, the patient should have the right to
choose whether or not to be told information
about his or her illness. If a family requests non-
disclosure, ask about reasons for this request
and check with the patient whether it reflects
their wishes.

Discussing goals of care and advance care
planning. How to approach a goals of care

discussion?
Identifying the goals of care.®6%"

Patients may have a broad spectrum of goals
of care depending on the situation, ranging from
cure or prolonged life to finding meaning in life,
quality of life, symptom control, spending time
with loved ones, and dying peacefully with dignity.
Itis important to identify and acknowledge these
goals, since an individual’s values will influence
how they prioritize goals of care, and two pa-
tients with a similar prognosis may desire very
different courses of treatment. A clinical pearl
of communication when having a goals of care
discussion is “hope for the best, prepare for the
worst", which acknowledges that hope can be
sustained while also planning for the occurrence
of clinical situations that may evolve quickly.

Goals of care may shift over the disease tra-
jectory.©”

Goals of care should be readdressed
frequently throughout the patient's disease
course and individualized based on the patient's
stage of disease and unique characteristics.
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Since the prognosis is inextricable from the
discussion of goals of care, the latter should be
addressed when there is a significant change
expected in the patient’s care. Terms such as
curable, controlled, or terminal disease need
to be explained to avoid miscommunication.

Involving palliative care early.®®

Whenever it is available, a palliative care
team should be involved early after the diag-
nosis of incurable cancer to support goals of
care and advance care planning discussions.

Advance directives.®?

Advance directives typically consist of a living
will and the assignment of a substitute deci-
sion-maker, or durable power of attorney, who
will make decisions for a patient in the case of
incompetence. They provide an opportunity for
patients to state their preferences for care while
they are capable of doing so. It is important to
emphasize to patients that they should explicitly
discuss their treatment preferences with their
family members as well as their physicians.

Family meetings.#348506061) How to lead a family
meeting?

Indications for a family meeting.@#34849.60)

Common indications for a family meeting
are a change in status of the patient, a change
in the treatment plan, discord among family
members, or a plan for discharge home from
the hospital.

Involving family/caregivers in the family meet-
ing.©"

The “family” of the patient includes all those
whom the patient identifies as important and
may include both relatives and close friends.
Permission should be obtained from the patient
to discuss the situation and treatment plan
with an appointed family member.

Including key health care members of a family
meeting.“360)

Key members of the health care team
should also attend (e.g., primary physician,
nurse, social worker). At the same time, it is
also important not to overwhelm the family
with too many health care professionals.

Steps of the family meeting.“35060

The meeting should occur in a private setting.
If the meeting is occurring in a patient’s hospi-
tal room, it is courteous to notify others in the
room in advance so that they can arrange to
be elsewhere for the duration of the meeting,
if possible. Steps in conducting the meeting are
similar to the S.P.I.K.E.S. steps discussed above:

- Introductions are made, and the meeting
leader briefly summarizes the goals of the meeting.
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- The family's understanding of the patient’s
condition and treatment plan should be clarified.
If one family member speaks, it is important to
elucidate whether this is the joint understand-
ing of all family members, or whether there are
differing points of view among them.

- The meeting leader then summarizes the
current situation from the perspective of the
treating team, and any potential misunder-
standings can be clarified. There may, at this
point, be a conflict between points of view. It
is essential to listen to these points of view,
validate the emotions resulting, and direct the
meeting forward towards a treatment plan.

- At the end of the meeting, clear goals for
care should be established and summarized.

It is helpful, particularly in large families, to
designate a family spokesperson during the
meeting so that all future communication with
the family can occur through that individual.

Communication in the last hours/days of
life.#8496263) How to approach communication
in the last hours/days of life?

Difference with other forms of communication.®#84%63

In the last days to hours of life or in the situ-
ation of patients who are no longer competent,
clinician-family communication becomes critical.
It requires awareness of the roles of various
family members as well as an appreciation for
the vast array of emotions and conflicts that
may arise in difficult times.

Decisions to be made.“84262)

Many other decisions need to be made
besides the code status or planning for a crisis
situation. These include preferences about
the extent of investigations, aggressiveness
of treatment, hospice enrollment, place of
death, organ donation, and religious rites to
be performed prior to or after death.

Addressing health care needs.“#4962)

- Patient needs. In the last days and hours of life,
the patient’s desire for information often lessens
compared to their need for symptom manage-
ment and emotional support. It is important to
ask the patient to what extent they still want to
be involved in decisions, or whether they want
to delegate these decisions to another family
member. Ultimately, when the patient is no longer
competent, the main communication is with the
patient's assigned substitute decision maker.

- Caregiver/family needs. The family requires a
great deal of communication and information to
prepare emotionally and practically for the patient’s
death. If the patient is imminently dying and the
cause is irreversible, it is vital to meet formally
with the family to explore any outstanding
concerns and emphasize the goals of care.

Poor communication resulting from an intent
to protect the patient or family from bad news
may have the opposite and negative impact of
increasing family conflict.

Guiding the family during the dying process.

(48,49,62,63)

The family will need explicit guidance regard-
ing what to expect during the dying process.
The clinician should explain that patients will
likely stop eating and drinking and that ver-
bal communication will likely cease as sleep
increases. The family may feel helpless at this
point and take comfort in knowing that they
are helping simply with their presence or with
small gestures such as assistance with the
patient's mouth care or other comfort care.

Cultural and religious connotations.®

End-of-life care also involves exploring how a
patient’s culture, religion, or spiritual belief system
affects their end-of-life decision or making or
care preferences. The health care team should
address and facilitate any cultural or religious
ritual related to the death process with the family.

Grief and loss.©>69)

End-of-life conversations that include care-
givers or bereaved family members allow dia-
logue about personal relationships and mem-
ories, facilitate planning for the future and
enable expressions of essential thoughts and
sentiments, including gratitude, love, forgive-
ness, and farewell. Bereavement care should
not be overlooked. Families could be referred
to psychosocial supports when considered
appropriate and identify any local resources to
support families in the bereavement process.

Physical symptoms

Refractory symptoms

Refractory severe symptoms are those considered
absolutely intolerable by the patient and that cannot be
controlled despite all efforts to adopt conducts that do
not compromise patient’s level of consciousness. They
must fulfill one of the criteria below, preferably evaluat-
ed by more than one member of the health team:©7-%9

additional therapeutic interventions will not
be able to promote adequate relief;

the available additional therapeutic interven-
tions are associated with excessive and intol-
erable (acute or chronic) adverse effects;

additional therapeutic interventions will not be
able to promote relief in an acceptable time
frame.

The importance of adequately defining refractori-
ness of a symptom is essential if subsequent cours-
es of action - especially palliative sedation - are to
be adopted in a safe, effective, and ethical manner.
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Inadequate or incomplete assessment of a symptom
may lead to unnecessary or early indication for palli-
ative sedation.”%’D
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Refractory symptoms evaluation

In the oncologic setting, the symptoms that most
often become refractory are pain, dyspnea, anxiety,
and agitated delirium, but any severe symptom can be
considered refractory, including spiritual distress.??

Clinical history and physical examination should
be based on a review of the case as a whole, seeking
confirmation of irreversible prognosis and potentially
reversible conditions causing the symptoms (acute
intestinal obstruction, intracranial hypertension, in-
fections, acute urinary retention, inadequate pain
management, among others). Additional complemen-
tary tests (laboratory, radiological or otherwise) are
rarely needed. Such procedures should be restricted
to situations where there are still doubts about the
reversibility of the symptom, always analyzing the risks
and benefits of their results.”®

The review of all strategies instituted for the control of
symptoms must be judicious and realized, preferably by
a multi professional team trained in palliative care. The
review of the instituted treatments is the most important
aspect in the definition of refractoriness of a symptom. Its
conduction by a multiprofessional team with expertise in
palliative care reduces the chances of neglecting potentially
beneficial approaches and optimizes symptom control,
often culminating in the nonindication of sedation.

The definition of refractoriness of a symptom is
up to the physician, but the determination of its in-
tolerability is up to the patient. Thus, the decision to
administer palliative sedation should not be made
in response to a specific momentary situation, but
rather in the context of a palliative care plan, in which
physician and patient together define the situations
that will justify such a strategy.

Psychological issues

Anxiety is the first manifest symptom even before the
diagnosis in oncology is confirmed. The suspicion of the
diagnosis, by itself, makes the patient and his relatives
start to elaborate defense mechanisms in relation to the
possibility of the disease. The first reaction is to deny the
possibility of diagnosis, associated with the magical thought
that the exams may be indicating a false diagnosis.?47>

Anxiety symptoms may be present before any symp-
toms arising from the disease itself, or any therapeutic
intervention. Diagnostic and therapeutic procedures
are part of an unknown universe for most patients,
and the fear of the unknown generates anguish, a
more visceral form of anxiety.’®

After the critical period of shock with the diagnosis
and the initial denial reaction, the patient mobilizes
his psychic resources in a reaction phase, using psy-
chological defense mechanisms such as repression,
denial, minimization, negotiation, rationalization, with-
drawal, and moments of self-destructive tendencies.
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This emotional reaction in unexpected and fluctuating
intensity, which can last from days to weeks, manifests
itself out of apathy to affective turbulence, despair,
depression, hopelessness, helplessness, hostility,
aggression, anger, sadness, and bodily pain.’”

These phases of shock and crisis are followed by
a phase of information processing and changes in
the usual structure of life. There is a more detailed
reflection on the events, a search for solutions and
acceptance.”® There may still be magical thoughts
that depart from reality, bargaining behaviors and
changes in spiritual beliefs. This elaboration phase
can take from weeks to months and is dependent
on tolerance to therapeutic interventions, changes
in body image or capacity to perform and, of course,
on the evolution of the disease.”

The evolution between these phases is not linear,
and there may be cyclical movements, it returns to pre-
vious phases, depending on the clinical evolution and
the performance of follow-up exams. The processing
of this traumatic crisis can lead to a reorientation in
life, with acceptance of the facts that have occurred, a
new confidence and the acceptance of a new horizon
of normality. The challenge for survivors is to deal
with the losses and try to establish a new “normal”.
The consequences of the disease and treatments,
changes in body image and functionality (physical,
work, social, etc.) determine the degree of difficulty
in this adaptation.®

The clarity of communication throughout this pro-
cess is essential for the patient to be able to build this
new way of life. If the prognosis is not a cure, this pro-
cess becomes even more relevant so that the patient
and his family can make the best decisions in relation
to their care plan and guidelines for the end of life.®

Reactive depressive symptoms are always common,
from pre-diagnosis to the final moments of life. They
tend to be more persistent and more pronounced for
patients with a worse prognosis and worse symptom
control. The presence of symptoms of causing dis-
comfort and limitations, inadequately controlled (in
all its dimensions), increase suffering and the chances
of depression. Symptoms perceived as intense, not
adequately resolved, associated with lack of hope,
are among the causes of suicide among patients with
neoplasms.®

The amplitude of the depressive symptoms can
lead to the diagnosis of depression itself in more than
a third of the patients, with the depressive condition
persisting even in the remission phase of the disease.
®3) The diagnosis of depression requires differential
diagnosis with fatigue and endocrine and metabolic
changes.®48)

The evolution of antineoplastic treatment has
caused the number of survivors to increase rapidly,
making reintegration into social life and work activities
an area of great concern now. It is not enough to make
the cancer remit, but it is necessary to re-establish the
best quality of life and the maximum individual and
social functionality.®®



Various symptoms are underdiagnosed, undereval-
uated and inadequately treated in patients with cancer.
Many successful treatments cause changes in body
image and endocrine changes. Often seen as “the
price of a cure”, these dysfunctions are seen as “as
expected”. An important area, in this respect, is the
issues related to sexuality and love life. Although con-
cerns about fertility (where relevant) are practically an
anomaly of good clinical practice, aspects of sexuality
are, for many reasons, left untouched.®”
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Of course, it is not always possible to restore the
pattern of sexuality that existed before treatments
involving genitals, changes in body image and libido.
But investigating these problems and bringing them
up allows a multidisciplinary team to assist in the
construction of a new sexuality, new possibilities of
sexual intercourse that, if they do not restore the old
pattern, may allow satisfactory practices.®®

Like all symptoms, it is important to recognize its
presence, assess it appropriately and treat it appro-
priately. This goes for all physical symptoms and for
psycho- psychological, social, and spiritual dysfunc-
tionalities.®)

Caregiver care (bereavement care)

Understanding caregivers as a part of the unit of
care is primordial in the oncology setting. Frequently,
caregivers for cancer patients face long periods of
psychological distress overlapping high burden of
clinical morbidity neglected at the expense of priori-
tizing the health of the cancer patients. Caregivers are
often partners, friends, relatives who play a central
role in providing care, despite health professional
input. They are responsible for months or years for
complex tasks: from assistance with activities of daily
living to managing medical care and assisting with
decision making. Being a caregiver may also involve
considerable physical, psychological, economic, and
domestic challenges.®® These can take their toll on a
caregiver, who also needs to deal with their own sorrow
and sense of impending loss. Such caregiver burden,
can affect aspects of caregivers' wellbeing and health,
resulting in fatigue, sleeping problems, weight loss,
depression, anxiety, and an increased risk of death.®"

A recent review paper pointed to some risk factors
for adverse mental health outcomes in caregivers: those
related to the patient’s declining status, symptom dis-
tress, and poor prognostic understanding.®® Among the
results from 16 randomized trials, the most promising
results for improvement of depression were from early
palliative care interventions. Furthermore, are also
known risk factors for adverse bereavement outcomes
and prolonged grief: unfavorable circumstances of the
patient's death, severity of pre-death symptoms, quality
of family functioning, level of optimism (especially if low),
impact of caregiving duties on caregiver's schedule.®?

Healthcare policies in a number of countries recog-
nize that caregivers of patients in the terminal phase
may require a wide range of support, including informa-
tion about the disease process and personal support.©®

It is important allocate resources to assist caregiver’s
physical needs such as adequate sleep, domestic help
and even financial support, as many of them are forced
to quit their jobs. Some strategies previously described
to support caregivers are: to reduce the amount of care
provided by a caregiver, for example by offering respite
services; to improve coping skills, for example by provid-
ing programs that facilitate problem solving; to improve
wellbeing, for example by providing psychological pro-
grams such as counselling, relaxation techniques and
psychotherapy; and to deliver such interventions at an
appropriate time (‘considering window of opportunity’).*%

Regarding terminal care, evidence from the liter-
ature reinforces the need for palliative care services
to take action during the pre-bereavement period
to assess and support family caregivers. Ideally the
bereavement team should be involved in the care of
the family before the death, as an opportunity to assist
and prepare family and friends and identify those who
may be at higher risk for distress post-bereavement.
©9 However, comprehensive palliative care for the
patient's family and caregivers should continue after
the patient's death. Besides ensuring a peaceful death,
immediate issues that should be observed as offering
condolences, a culturally sensitive treatment of the
body, providing family time with the body and involving
chaplain or other spiritual leaders to assess the fam-
ily's desire for religious ritual or spiritual support.®
Generally, the bereavement support is best provided
by the hospice team or by skilled mental health care
professionals. The family may request a debriefing
meeting with the medical team and, if possible, it might
be helpful. Moreover, a well-supported end-of-life
care experience will facilitate the family’s acceptance
of appropriate referrals for cancer risk assessment.®®

Spiritual care

According to the World Health Organization (WHO),
palliative care is concerned with the physical, psy-
chosocial, and spiritual problems of patients with
life-threatening illnesses and of their families.®” The
management of spiritual needs is almost always a
great challenge due to the inadequate preparation of
health professionals in meeting spiritual demands, the
lack of time to dedicate themselves to these aspects,
and the rarity of the availability of professionals in this
area to monitor the patient.®®

The identification and assessment of the spiritual
dimensions of the disease are essential skills for nurses
and doctors in palliative care. It is often necessary to
offer this assistance as part of their care and to explore
the comfort perceived by the patient when discussing
spiritual and religious issues.®?

In the absence of a chaplaincy professional, part of
the demands ends up being met by psychology profes-
sionals.'® When they do not feel qualified, the search
for a professional external to the institution may be the
most reasonable alternative. It is important, however,
that this spiritual (or possibly religious) assistance is in
line with the discourse and performance of the team
that assists the patient.
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Spirituality is often a relevant issue in a palliative
context, yet there is a need to differentiate spirituality
from religion. Spirituality is one of the fundamental
dimensions of quality of life and culture care,"*” and
may be defined as a journey of self-discovery, which
allows a person to experience the transcendent mean-
ing in life, expressed as a search for the sacred (God,
nature, family, etc.), whatever gives a person a sense
of meaning and purpose of life.(192
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Evidence base demonstrates that spirituality fre-
quently plays a central and complex role in patients’
and families’ experiences of incurable iliness, including
influencing quality of life, and medical decision-mak-
ing,%¥ but in the context of an increasingly spiritually
diverse population, spirituality can be perceived as a
nebulous subject for healthcare professionals.

For those patients who express a strong spiritual
connection or sense of ‘something greater’ or ‘a higher
power’, encouraging the exploration of those feelings
and beliefs through chaplains, clergypersons, or mem-
bers of the interdisciplinary palliative care team can
help provide context, meaning and purpose in their
lives impacted by serious illness. One of the goals of
effective palliative care is the facilitation of personal
growth and psychological resilience in dealing with
one's health challenges.1%

Integrative medicine provides a set of tools and
philosophies intended to enhance wellness and a
sense of wellbeing and many of these modalities may
be useful in reducing symptoms commonly experi-
enced by patients receiving palliative care and may
offers nonverbal, noncognitive avenues for many
to achieve a peaceful and calm inner state. Some
integrative approaches facilitate patients attaining
greater self-awareness and may meet their spiritual
needs without the religious overtones that accompany
traditional prayer.("%)

Practical ethical challenges till the last days of life

Respect for autonomy is a key principle in con-
temporary medical ethics.(% Empirical studies show
that decision-making, exclusively focused on the in-
dividual exercise of autonomy fails to align well with
patients’ preferences at the end of life. The need for
a more contextualized approach that meets real-life
complexities experienced in end-of-life practices has
been repeatedly advocated.%”

The notion of ‘relational autonomy’ may be a suit-
able alternative approach. Relational autonomy has
even been advanced as a foundational notion of palli-
ative care, shared decision-making, and advance-care
planning.1%”

The applied-ethics approach of principlism lends
itself well to translation into ethicolegal standards,
such as informed consent. Implementation of informed
consent as a tool to express patients’ autonomy is
considered indeed to be a major outcome of contem-
porary bioethics.
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More specifically than the consent form, in Brazil,
the Federal Council of Medicine established the “ad-
vance guidelines of will”, a term by which the patient
can determine his representative and specify his wishes
in the limitation in relation to the therapeutic proce-
dures to be performed.(1%®

The advance directives of will are defined as the set
of wishes, previously and expressly manifested by the
patient, about care and treatments that they want, or
not, to receive when they are unable to express, freely

and autonomously, his will. (Art.1°).008

In lucid and communicative patients, therapeutic
proposals should be discussed promptly, based on
good communication. However, in decisions about
the care and treatment of patients at times when
they are unable to communicate, or to express their
will freely and independently, the doctor will consider
their anticipated directives of will (Art. 2°), theoretical-
ly established at the moment the patient was in full
enjoyment of his mental abilities)."%®

It is up to the patient to designate a representative
to make the decisions in case the patient is unable
to do so. In this case, the representative’s decisions
will be considered by the doctor. The representative
is determined by the patient, regardless of kinship
relationships (Art. 2°, §1°).0109)

The directives do not absolutely establish medical
conduct. The doctor will no longer take into consider-
ation the advance directives of the patient or repre-
sentative who, in his analysis, are in disagreement with
the precepts dictated by the Medical Code of Ethics, or
with the good practice of medicine, and it is not pos-
sible for the patient or his representative determines
conduct considered futile or harmful (Art. 2°, §1°).0109)

The Medical Code of Ethics, in its fundamental
assumptions, establishes that the physician will
exercise his profession with autonomy, not be-
ing obliged to provide services that contradict the
dictates of his conscience or to those who do not
wish to, except in situations of absence of another
doctor, in case of urgency or emergency, or when
your refusal may damage the patient’s health. And
that, in the professional decision-making process,
in accordance with the dictates of their conscience,
the doctor will accept the choices of their patients
regarding the diagnostic and therapeutic procedures
expressed by them, if they are appropriate to the
case and scientifically recognized. In irreversible
and terminal clinical situations, the doctor will avoid
carrying out unnecessary diagnostic and therapeutic
procedures and provide the patients under his care
with all appropriate palliative care."®

The Medical Code of Ethics establishes that the
physician is prohibited from exaggerating the se-
verity of the diagnosis or prognosis, complicating
therapy, or exceeding the number of visits, consul-
tations or any other medical procedures (Art. 35).0109



The Conselho Federal de Medicina (CFM) resolution
establishes that the patient's advance directives will
prevail over any other nonmedical opinion, including
the wishes of family members (83°), and that, for legal
purposes, it will be enough for the doctor to register the
advance directives of will that directly communicated
to them by the patient (§4°).[108]

If the patient’s advance directives are not known,
nor if there is a designated representative, available
family members or lack of consensus between them,
the doctor will appeal to the institution’s bioethics
committee, if any, or, failing this, to the Ethics Com-
mittee Hospital doctor or the Regional and Federal
Medical Council to base its decision on ethical conflicts,
when it understands this necessary and convenient
measure (85°).(108
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When what the patient wants is less intervention
than medicine can offer, the limit of the patient's de-
sire must be respected. The two main problems are
when the patient wants more than what appears to
be scientifically justified, or when the doctor offers
the patient therapeutic measures where the benefit
borders on futility.

Establishing the boundaries between the usefulness
and futility of treatments, that is, the magnitude of
their benefits, has been hard work by several specialist
societies.

Overcoming barriers to providing quality of end-of-
life care

Although much has been publicized in Brazil re-
garding palliative care as an essential tool for ensuring
comfort and dignity at the end-of-life, our country still
has a great challenge ahead. According to the death
quality index, published in 2015 by “The Economist
Intelligence Unit”,""% Brazil emerges in the 42" po-
sition in the ranking of quality of death among 80
countries evaluated in the world. Even among Amer-
ican countries, we occupy the 10" position among the
17 evaluated. These results are a direct reflection of
the barriers we encounter to offer palliative care to
our patients in their final stages of life, including the
oncological scenario.

Challenges such as insufficient public policies, a
limited number of palliative care services (and the
concentration of these services in certain regions to the
detriment of others) and lack of financial investment
in end-of-life care could be cited as contributing to the
inadequate support for our patients.

Although insufficient, there are milestones, which
were not brought. For example, the two main national
policies on the subject are missing, namely:

Resolution No. 41, of October 31, 2018, from the
tripartite intermanagement commission, Ministry of
Health, National Council of Health Secretaries and
National Council of Municipal Health Secretariats,
which provides for guidelines for the organization of
palliative care, in the light of integrated continuous care,
within the scope of the Unified Health System (SUS).

This is the most robust national document that exists
on the organization of palliative care in the country.
Along with the CFM documents, this document sup-
ports any discussion of palliative care in our country.

The Department of Specialized Health Care/ Ministry
of Health (SAES/MS) No. 1399, of December 17, 2019,
redefines the criteria and referential parameters for
enabling health facilities in high complexity oncology
within the SUS. On page 14 of this ordinance, there
are parameters that, since 2019, are understood as
the minimum quality standard in palliative care for an
institution specializing in oncology in the SUS.

These points are organizational parameters, agreed
upon by the main institutions that make up the SUS
and that act in the national cancer policy, which in
addition to being aligned with points brought in the
manuscript and being useful for managers and health
professionals. Although insufficient, they are mile-
stones, and | think it would make the article more
objective and constructive.

Access to specialized palliative care was surveyed
by the National Academy of Palliative Care in an Atlas,
listing the 291 teams of specialized palliative care and
their distribution in the country. These data draw at-
tention to low number of teams in relation to the size
of the population, distributed very unevenly across the
country. It is of fundamental importance to develop
general palliative care so that palliative care needs can
be met. Some national articles addressed this issue
of national demand more objectively."

However, the most decisive factor is probably re-
lated to the gaps in the training of our healthcare
professionals in palliative care, including clinical on-
cologists. Such gaps result not only in poorly quali-
fied care, but also in the spread of prejudices among
professionals, patients and family members. Specific
training in palliative care is not yet available in most
oncology residences, and there is little offer of quality
specialization and postgraduate courses. A recent
survey characterized that there are 14 CP residences
in Brazil."2

Contrary to what many people imagine, quality
palliative care can be offered by the oncologist himself
in the early stage of advanced disease. This is what
we can call primary palliative care, for which there is
no need to master invasive pain control techniques,
or to have expertise in complex procedures such as
palliative sedation or palliative extubation, or to have
training in spiritual or psychosocial support. This is not
what is expected of the clinical oncologist. According
to Dr. Jennifer Cheng (2013),"% of the Johns Hopkins
Medical Institutions, offering primary palliative care
involves using the practices established in palliative care
as part of the oncologists' real routine by prioritizing
three essential pillars: polishing the communication
techniques, inserting into the common anamnesis the
assessment of other common symptoms (in addition
to pain) in cancer patients and apply the basic strat-
egies of palliative care to control the most common
symptoms.
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Although we are talking about adopting the view
of palliative care in the earliest stages of advanced
cancer, the training of oncologists in these practices
will have a direct impact on improving the quality of
care at the end of life."" The first positive impact
comes from improved communication in relation to
the prognosis, which favors the sharing of decisions
with the patient and family and the adoption of more
sensible and proportionate therapeutic strategies. In
addition, adequate communication allows the con-
struction of anticipated directives of will over months
to years, making them more assertive and sensible.
This facilitates their adoption at the end of life, increas-
ing the quality of care. The second point concerns
the increase of the oncologist's understanding of the
role of the multiprofessional team, favoring the early
performance of psychologists, nurses, chaplains, so-
cial workers and other professionals in care, which
results in a more comprehensive reception of patients
and family members during the phase end-of-life. In
addition, oncologists themselves involved in palliative
care tend to feel more satisfied with the profession,
see more meaning at work and have lower burnout
rates.(1®
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