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ABSTRACT

End-of-life (EOL) care presents many challenges both for clinicians, as well as for patients and
their families. Moreover, the care of the dying patient must be considered within the context
of the psychological, physical, and social experiences of a person’s life. Foremost among
those who require EOL care are cancer patients at the EOL. Unfortunately, clinicians who
are responsible for the treatment of patients at the EOL commonly lack adequate training to
help guide EOL decisions and to deliver bad news to patients and families. They must also
face their own discomfort with discussions about death and deal with poor compensation for
the time spent discussing EOL care with patients and families. Given the unique process of
each person’s death, strategies are often inadequate to guide patients, their families, and the
clinicians who care for them through this complex and emotionally challenging process. It
would stand the clinician in good stead to be aware of these challenges and have an approach
towards dealing with such problems. In addition, organizations have a responsibility to ensure
that systems are in place to minimize its occurrence and ensure that staff are supported through
the process of resolving issues and conflicts that may arise.

KEY WORDS: Culture; Ethical; Challenges; Palliative care; Cancer patients; End-of-life
(EOL).

INTRODUCTION

Cultures vary across countries in terms of economic status, education and resources, as well
as by traditional and family values, and religious or spiritual aspects pertaining to illness and
health. Cultural beliefs and values shape our approach to death and dying, and need to be
acknowledged and included in the delivery of palliative care services, it also provides us with
a framework for understanding death, and give meaning to our experiences of suffering and
loss. Cultural background has a significant role in coping with the difficult situations at the end-
of-life (EOL), where health professionals, specially nursing staff and social workers, may be
very helpful. Cultural beliefs impact on many aspects of EOL care, including the disclosure of
information, decision-making, the use of life-prolonging treatments, and the experience of grief
and bereavement. Our traditional practices around death are often linked to our beliefs about the
meaning of death and what lies beyond, and have both emotional and spiritual significance.!?
Furthermore, some cultural aspects of death and terminal patients’ care should be considered
while providing palliative care for those patients in our country. We should pay attention and
focus on cultural and social aspects because the whole family is usually involved in a patient’s
problems as family ties are very strong among people. Understanding medical, ethical, legal
and economical challenges which may be experienced by physicians and other cancer care
providers in our healthcare system in the special sociocultural context will help in providing an
appropriate care for cancer patients at EOL.

Cancer is an illness that affects large numbers of people and their families in Egypt;
and the burden of this life-threatening condition have caused many challenging problems for
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the patients, their families, and the public health system in the
country, it is a major cause of mortality and morbidity worldwide.
In fact, cancer, being a life-threatening disease, makes the
inevitable need for the implementation of an effective EOL
care strategy in healthcare services more than ever.’ Physicians
should consider the patients’ best interests; and the treatment
they choose should be beneficial to the patients and should not
do any harm. Moreover, the treatment should be selected on the
basis of the patients and their families’ views on EOL care and
financial costs of terminal care.* Oncologists can fairly decide
on EOL provided that they know patients’ and their families’
values and preferences,” and can communicate with them
honestly.® Many physicians avoid informing patients of their
survival chance, because they believe that discussing this issue
may diminish patient’s hope.” In addition, healthcare costs are
high in many healthcare units and financial discussions about the
cost of treatments and care of end stage cancer patients can be of
paramount importance.® Consequently, considering differences
of healthcare services in various cultural backgrounds and social
structures, the professionals in service providing face with
numerous ethical problems for decision-making.’!°

EOL care is challenging and can be influenced by
cultural and religious values. The specific practices at the last

moments of life differ among the religious sectors. It is also
important to note that individuals within the same community
may have different levels of observance for religious or cultural
practices. Consequently, healthcare professionals must be
prepared for a diversity of attitudes, values, and practices of
dying and bereaved persons. Religions consider death to be a
transition from one form of being to another: ‘death is a natural
end for humans.’ Life on earth for a Christian, Muslim, and Jew
is an examination and an opportunity to be prepared for life after
death, where one’s deeds on earth will be judged and accordingly
people will be sent to either Heaven or Hell. To optimize our
care, we must ensure that social and cultural aspects of life
and death are identified, embraced and understood by health
professionals so that the needs of patients and their families are
met as they approach death. Planning and preparation will ensure
that practitioners understand different cultural perceptions of
dying and death and respect patients’ belief systems and cultural
norms. '

Egypt’ Health Profile (Who Statistical Profile)

World Health Organization - Non-communicable diseases
(NCD) Country Profiles, 2014 (Table 1), (Figures 1 and 2).

Table 1: Egypt's WHO Statistical Profile.

Total population (2015) 91,508,000

Gross national income per capita (PPP international $, 2013) 10

Life expectancy at birth m/f (years, 2015) 69/73

Probability of dying under five (per 1000 live, 0) Not available

Probability of dying between 15 and 60 years m/f (per 1000 population, 2015) 196/119

Total expenditure on health per capita (Intl $, 2014) 594

Total expenditure on health as % of GDP (2014) 5.6
Web site: http://www.who.int/nmh/countries/egy_en.pdf?ua=1

Total population: 80,722,000
Income group: Lower middle
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Figure 1: Egypt’s Health Profile (WHO Statistical Profile).

*SMHOP partners: French African Group of Pediatric Oncology GFAOP, Sanofi Espoir Foundation
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Figure 2: Egypt’s Health Profile (WHO Statistical Profile).
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An Overview of EOL Care
Common Approaches to EOL Care

Hospice care: Dying patients may choose hospice care. A
holistic and philosophical approach to EOL care, hospice brings
doctors, nurses, social workers and other professionals together
as a care team. The hospice team’s goal is to make the patient
as comfortable as possible during his or her final days. Hospice
emphasizes pain control, symptom management, natural death,
and quality of life (QOL) to comfort the patient’s physical
body.!* The hospice team cares for the dying patient wherever
that patient is: at home, in a nursing home, in a hospital, or in a
separate hospice facility. In addition to medical care, the hospice
team may provide emotional and spiritual support, social
services, nutrition counseling, and grief counseling for both the
patient and loved ones.

Palliative care: Palliative care works to achieve one of the primary
goals of healthcare relief of symptoms. Palliative care is an
option for patients who are seriously or terminally ill. It focuses
on achieving the best possible QOL for a patient by emphasizing
on over all comprehensive care for all of patient’s needs: pain
and symptom management, spiritual, social, psychological, and
emotional well-being.'*

Palliative care is similar to that of hospice care. One
striking similarity between hospice and palliative care is the use
of an interdisciplinary team of professionals including doctors,
nurses, social workers, psychologists, chaplains, and others to
provide comprehensive care.

Traditional American medical practice focuses
primarily on curing illnesses and healing injuries. Symptom
relief is often a secondary focus.!* Palliative care supporters
believe that failing to address the suffering of a patient with
a terminal illness violates two of the main ethical principles
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behind healthcare.'®

1) Providing help or benefit to a patient (beneficence) — Failing to
relieve pain and other symptoms does not help the dying patient.

2) Not harming a patient (non-maleficence) — Failing to relieve
pain and other symptoms can actually harm a patient and the
patient’s loved ones. For dying patients, palliative treatment
provides relief of suffering from pain and other symptoms.

Most Common Symptoms in Dying Patients

Dying patients frequently experience significant suffering in
form of difficulty in breathing, pain, and depression, as:

Difficulty in breathing: Nearly 75% of people who are imminently
dying, experience dyspnea, or “air hunger.”.!’

Pain: Research finds that the number of seriously ill patients
who experience substantial pain ranges from 36% to 75 %.'*

Depression: In a representative study, about 1 in 4 patients
admitted to a palliative care unit, mention depression as a
significant symptom.*

Common Elements of a Good Death

- Adequate pain and symptom management.

- Avoiding prolonged dying process.

- Clear communication about decisions with patients, family
and physician.

- Adequate preparation for death of the patient, for both patient
and family.

- Feeling a sense of control.

- Finding a spiritual or emotional sense of completion.

- Affirming the patient as a unique and worthy person.

- Strengthening relationships with loved ones.

- Not being alone.
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Challenges due to Considerations of Patients’ lliness and their
Families involved with EOL Care

Cultural background is one of the most important issues in
providing cancer care. Social and cultural issues affect the
patients’ care very much, and they are very important. Based
upon our culture, many families do not allow their patients to be
aware of the nature and severity of their disease. Therefore, the
patient has no active role in decision making. Cancer patients
towards their EOL know from the physicians that the disease
is not curable, and they are not treated for overcoming the
disease to increase their survival, but they are only treated to
improve their QOL, and thus the purpose of palliative treatments
is to increase patient’s life quality, this situation affect their
psychological condition.

Access to care: According to experts studying access to care,
many Americans approaching the end of their lives are not able
to receive hospice care. Fair and equitable access to hospice
services does not exist in Egypt because the place where you
live may affect the access to hospice care, for example, rural
residents have less access to hospice care than the urban
residents. In addition, public awareness and the training of
healthcare professionals also play a role in the availability of
hospice care. From my experience, I can say that very few nurses
and physicians in Egypt were trained and certified in hospice
and palliative care and that both rural and urban healthcare
professional were not sufficiently knowledgeable about
pain management, disease management and EOL issues. In
addition, the difficulty of accurate prognosis may limit hospice
effectiveness. Moreover, hospice programs may put additional
limits on the patients if they accept, such as requiring patients
to forgo specific treatments or sign a do-not resuscitate order
before receiving services

Assessment of cancer patients: Many cancer specialists
emphasized that they assessed their patients on the basis of
performance status and their co-morbid conditions. They
believed their experiences affect the patients’ assessment. Some
newly graduated physicians treat the disease rather than the
patient especially if they work in rural areas, while experienced
physicians apply special treatments for each patient, and apply
their experiences in cancer patients’ care, rather than relying
only on text book. So, physicians who have more experience can
make better decisions.

Prognosis: The ethical questions concerning prognosis include:
accuracy, developing an accurate prognosis is difficult to do
considering the unpredictability of disease, the large number of
life-extending technologies available, and the great number of
unknown and unmeasureable variables that influence how and
when a person will die. Prognosis communications with patient,
asking a physician to make a prognosis and inform the patient
of this prognosis mostly unethical, and the patient does not
embrace full and open discussion between doctors and patients
about either health status or death.

Palliat Med Hosp Care Open J

End stage definition: Some of the patient’s relatives ask about
how long the patient will survive. So, physicians avoid answering
this question because it is hard to accurately define end stage, as
they would not be able to determine the patients’ precise time
of death, since many factors affect the patients’ survival, thus
each patient should be assessed separately according to their
condition.

The aim of cancer therapy: Treatments for cancer patients can
be classified into two main categories; palliative and curative.
Most of the time, physicians do not treat cancer to increase the
patient’s survival, but they only treat the patient to improve their
QOLe. So, the purpose of palliative treatments is to increase
patient’s life quality. At a stage which they know that the disease
is not curable, they resort to palliative treatments.

Pain management: As a patient with serious illness approaches
the EOL, symptoms, including pain, may intensify. A major
part of symptom relief is the use of drugs to relieve pain, soothe
anxiety, and encourage rest. Due to continuous pain patients may
undergo unhappy death. Family members are repentant with
sorrow due to miserable death of their loved one. Pain relief can
be successfully achieved by the scientific and holistic approach
of analgesic administration in palliative care. Unfortunately,
some of patients still die in pain and few of these patients
experience severe pain during the last days of their lives. Lack of
knowledge and skills in pain assessment, improper medication,
and unavailability of morphine and fear of opioid addiction are
some of the challenges of palliative care. There is fear that drugs
(sedatives and opioids) prescribed in the terminal stage hasten
the death process. Fears of addiction to narcotics plays a key role
in how people view pain management. Physicians are sometimes
worried of legal and criminal scrutiny and punishment from
prescribing narcotics excessively or to the wrong person. Fear of
overdosing and hastening death in terminally ill patients may be
unfounded However, fear of overdose and criminal punishment
still remain and may lead many physicians to under-prescribe
drugs.

Withholding and withdrawing medical treatment: When seri-
ously injured or ill and approaching death, medical interventions
may save or improve the life of a patient. Most people die in
hospitals who are in long-term care facilities, and a majority of
deaths in these settings involve withholding or withdrawing at
least one of the medical treatments. Therefore, this issue will
likely affect many people as they make decisions for themselves,
a family member, or a loved one. Nearly many numbers of seri-
ously ill patients are unable to speak for themselves when the
time comes to decide whether or not to limit treatment.

Resuscitation: Resuscitation treatments and technologies
restore and maintain breathing and heart function. However,
cardiopulmonary resuscitation (CPR) doubles a person’s chance
of survival from sudden cardiac arrest, which is the leading
cause of death in adults. While CPR is valuable for treating heart
attacks and trauma, using CPR towards some dying patients may
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be inappropriate and cause complications. For some terminally
ill patients, CPR is an unwanted procedure. However, the
universal use of CPR makes it difficult for health professionals
to stop using CPR with dying patients. Patients who do not wish
to receive CPR may seek a do-not-resuscitate (DNR) order from
their doctor. Family members of patients who cannot speak
for themselves may also seek a DNR order on their relative’s
behalf. It may be easier for patients and families if physicians
initiate the discussion about a DNR order. Physicians should
talk with patients who are at risk of cardiopulmonary arrest (or
that patient’s healthcare decision-maker) and learn about their
wishes regarding resuscitation, which the physician then has an
ethical obligation to honor. Whether or not it is ethical to apply
CPR to all patients who will stop breathing, some physicians do
and others don’t, it depends on personal valued. One argument
suggests that DNR orders would not be necessary if CPR
was limited to those cases where it is a potentially beneficial
treatment.

Mechanical ventilation: It uses a machine to inflate and empty a
patient’s lungs allowing oxygenation of the blood. Mechanical
ventilation is delivered through tubes inserted through the nose
or mouth into the trachea, or through non-invasive ventilation
(NIV) where air is delivered with a mask. The majority of dying
patients experience breathlessness, or dyspnea, and they die.
The feeling can be uncomfortable to patients and frightening for
loved ones to witness. Ventilation may be given to these patients,
not to extend life but to help with breathlessness. Ventilation
may help them to sleep better, experience less anxiety, and
eat and drink more comfortably. Mechanical ventilation is the
most common life support treatment withdrawn in anticipation
of death. Mechanical ventilation is such a common treatment
at the EOL, that some care providers may regard mechanical
ventilation as “death-delaying” rather than “life-prolonging.”
Some patients become dependent on the ventilator or die.

Nutrition and Hydration: Patients who are unconscious or cannot
swallow can be treated through providing nutrients and water.

Enteral nutrition with feeding tubes: Delivers nutrients directly
into a patient’s stomach or intestines with a feeding tube. Feeding
tubes are either gastrostomy tubes inserted into the stomach
through an incision in the abdomen or nasogastric (NG) tubes
inserted through the nose and esophagus into the stomach.

Parenteral nutrition: Delivers nutrients directly into the blood-
stream. One such treatment, total parenteral nutrition (TPN),
can supply a patient with nutrients to maintain his or her body
weight over a long period of time.

So, nutrition and hydration can not be withholding,
because food and water is similar to the act of killing a patient
or allowing a person to die. A person cannot live without food
and water. If nutrition and hydration are withheld or withdrawn
the patient will die within a few days, even in practice, if health
professionals and loved ones considered providing nutrition and
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hydration is to extend life will be beneficial or burdensome to
the patient. A dying patient receiving nutrition and hydration
via artificial way may not be ethically withheld or withdrawn —
whether or not the patient will die as a result of this action.

Antibiotic treatments: Dying patients are susceptible to infec-
tion. Many patients with life-threatening diseases, infection will
affect their final days, and antibiotics may be given as a result.
Antibiotic treatments may not cure an underlying cause of ill-
ness, but rather alleviate symptoms.?® Physicians often find it
difficult to withhold antibiotic treatment from patients. One ethi-
cal concern raised by health professionals is that excessive use
of antibiotics may cause mutation of bacteria, which become re-
sistant to treatments, they express concern that over-prescribing
antibiotics may result in resistant bacteria that could be more
harmful to the future of the patients, particularly in light of evi-
dence that antibiotics may not be effective for treating infection
in terminally ill patients.

Euthanasia: Euthanasia is an act where a third party, usually
implied to be a physician, terminates the life of a person—either
passively or actively. People who are kept alive without hope of
recovery for lengthy periods of time can cause their loved ones
much grief, survive in a state that the patient would not have
chosen or wanted, and their care can cost a great deal of money.”!

Passive euthanasia allows a patient to die by stopping
or refraining from beginning some type of medical intervention.
For example, withholding ventilator support for breathing may
be considered an act of passive euthanasia because the person
would die on his or her own without the ventilator. Discontinuing
dialysis is another example. Passive euthanasia is often thought
of as a “allowing a person to die” because while the action of the
physician removes the supportive treatment, the life-threatening
illness or medical situation actually ends the patient’s life.

Active euthanasia refers performing some action that
terminates the life of a person. An example of an active euthana-
sia intervention would be a situation if a physician would inject
lethal dose of a drug to a patient.?

Some physicians withdraw the treatment procedure
from cancer patients at end of their life, they considered with-
drawing a treatment as one of the most difficult decisions in
treating cancer patients. While others don’t be able to withdraw
the patient’s treatment themselves just because they are end
stage patients. Another insisted to maintain patient’s hope and
they don’t let the patient think they are leaving them alone to die.

There is an impression that palliative care is confused
with euthanasia, which is totally forbidden by Islam. Palliative
care is the moral and ethical alternative to euthanasia. Providing
comfort, relieving distress, controlling pain, and offering a ser-
vice that is available 24 hours a day, sustains the patient’s hope.
It is not based on the false hope of providing inappropriate and
ineffective treatments. This society quite rightly sets great store
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on hope, and palliative care increases that hope, that each day
may be more comfortable than the last. This act is Islamically
forbidden because it encompasses a positive role on the part of
the physician to end the life of the patient and hasten his death
via lethal injection, electric shock, a sharp weapon or any other
way. This is an act of killing, and, killing is a major sin and thus
forbidden in Islam, the religion of pure mercy.”

“Islamic jurisprudence, based on a convincing interpre-
tation of the holy Koran, does not recognize a person’s right to
die voluntarily. The Islamic arguments against euthanasia can be
summarized in two main reasons: Life is sacred and euthana-
sia and suicide are not included among the reasons allowed for
killing in Islam”. And Allah decides how long each of us will
live and two verses support this reason. According to Islamic
teachings, life is a divine trust and can not be terminated by any
form of active or passive voluntary intervention. All the Islamic
scholars regard active euthanasia as forbidden (Hiram) and there
is no difference between Sunni and Shiite schools.

The moment of death, ajal, is under the control of Allah
and the human has no say in this matter; the human can not and
should not attempt to hasten or delay the ajal. The prohibition
on life applies equally well whether for self, suicide, or others,
homicide or genocide. The concepts of autonomy, freedom and
individual choice is not applicable here for these two reasons: a.
life does not belong to the human; and b. taking life will cause
harm to the family and society in general. An individual’s free-
dom of choice is constrained by the harm it causes to others. As
a conclusion we can say that the Islamic concept is that life be-
longs to Allah. It is He who gives and takes away life. No human
can give or take it. Muslims are against euthanasia. They believe
that life of human is sacred because it is given by Allah, and that
Allah chooses how long each person will live. Human beings
should not interfere in this.?

Clarifying influencing factors and barriers: Discussions with
patients over options would be meaningless without adequate
knowledge of the medical facts (e.g., discussion on benefits
of whole brain radiotherapy cannot take place unless one
is cognizant of the benefits and risks in a patient with brain
metastases), study of the possible barriers (e.g. if intensive
care support is not available, it makes no sense to offer it to a
patient who is terminally ill) and understanding of individual
characteristics of the patients (e.g., if the patient’s religion
dictates that artificial nutrition is an obligatory act, insertion of a
feeding tube would probably be non-negotiable)

Financial consideration and cost of treatment: EOL care is a
significant cost to payers and patients. Healthcare and oncology
drugs are very expensive; the financial and economical problems
and lack of optimal insurance system are one of the most
important challenges that can affect patients and their family
at the time of decision-making. Discussions about the cost
of treatments and care of end stage cancer patients can be of
paramount importance. Consequently, considering differences
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of healthcare services in various cultural backgrounds and social
structures, the professionals in service face numerous ethical
problems for decision-making.

Most physicians would choose the standard treatment
on the basis of scientific evidence and the high cost of treatment
would not change their decisions. So, they may have to discuss
with their patients and families about financial issues whereas
they cannot avoid effective interventions on the basis of cost and
they are responsible to advocate for their patients. Actually, the
decision-making in this situation will be very difficult and dis-
tressful for our physicians. Financial problems are also a chal-
lenge, which can affect physicians’ practice in regards with de-
cision-making as they cannot tell patients that some treatments
are more beneficial but more expensive. Furthermore, healthcare
and insurance system face many challenges in regards with ter-
minal illness and healthcare providers and planners need appro-
priate resources and programs to improve the quality of EOL
care.

Challenges may also arise due to lack of optimal in-
surance system. The insurance system does not currently pay
all of the oncology drugs’ costs because the existing insurance
coverage is not optimal, patients and their families have to pay
out of the pocket to undergo these high expenditures treatments
or to deprive themselves of some treatment options. In fact, if
our patients can use an appropriate insurance coverage and gov-
ernmental financial support, they can enjoy better treatment ser-
vices and our physicians endure less distress.

Psychological, social, and cultural challenges: The develop-
ment of palliative care has been limited by additional human
factors. Both hospice and palliative care have come to be as-
sociated with the EOL. Psychologically most people fear and
avoid things related to death. There is often a belief that even
acknowledging the possibility that one may die soon is harmful.
There is no evidence to support this belief and recent evidence
points to the possibility that palliative care may actually improve
survivality. In our country, informing patients about their diag-
nosis and prognosis under life threatening illness is prohibited
or strongly discouraged. Previously this had been the case in
most cultures, but views have been changing in the past several
decades to the point where there is now some acceptance of the
idea that patients themselves should be given the choice as to
whether to receive this information. Life-threatening illness can
have a major impact financially. In our country effective medical
treatment may be available to those with the financial resources
to pay for care.

Other aspects of the dying process: Patients who reach the end
stage of advanced illness may also suffer from a variety of com-
plications, including anorexia, weakness, and sexual dysfunc-
tion. Multiple interacting symptoms contribute to suffer (which
is manifested by depression, cognitive disturbance, and inter-
personal and spiritual crises) at the EOL. Furthermore, dying
patients and their families often have to deal with complicated
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“practical” issues, such as financial problems (e.g., paying for
home care) and legal issues (e.g., organizing wills or healthcare
proxies). These seemingly mundane concerns can cause a great
deal of distress for dying patients and their families. Physicians
should be aware of the possibility that these problems may
contribute to patients’ distress and should be mindful of asking
about them. Lastly, in those who are actively dying (i.e., the rap-
idly evolving process immediately preceding death, which can
be recognized hours to days before death), discomfort may be
heralded by shortness of breath (as a result of an accumulation
of respiratory secretions).

Families involved with EOL care: Increasingly, it is recognized
that “cancer is not only an individual quest; it is a family and
support experience. The degree and type of family involvement,
however, varies across cultures. In addition, healthcare providers’
expectations regarding the participation of patient and family
members during decision-making in case of cancer, also differs
among cultures. In our society, the family unit is the structural
foundation of Egyptian society. The impression is that patients
can cope better with a terminal illness in their home, than
happens elsewhere in other countries. This is probably because
of the close family bonds and their strong Islamic faith with its
obligation to provide for parents in case of need, to help make
their lives as comfortable as possible, and think such beliefs
can help them during hard times. The family is much more
implicated in the cancer experience, that it seems like family’s
disease. In many situations, many families ask physicians for
the patient being unaware of their disease. Therefore, physicians
encounter ethical dilemmas and cannot decide easily, as they
are obliged to fulfill the request of patient’ families/relatives.
In this situation, physicians have to tell the truth to the first-
degree relatives of patients, and give necessary information to
the patient’s family. Sometimes, patients and their family tend
to take their patient home to do EOL care at home, because
they want their patient to die at home; they do not like death
in hospital at all, this is their family belief and they won’t be
happy to leave their patients in hospital. In a study reported by
Alsirafy et al in 2010, described the death place of patients with
advanced cancer had been referred to an Egyptian palliative care
program over 1 year. Out of 79 patients, 73% died at home and
27% 1in hospital or ambulance. It is the authors’ impression that
preferences of Egyptian patients with cancer and their caregivers
and the degree of social support had contributed significantly to
this relatively.*

Challenges Faced by Patients and Families/Healthcare Profes-
sionals Involved with EOL Care

Preferences and practices of truth telling: Truth-telling is a cen-
tral concern for staff when carers act intentionally or uninten-
tionally to prevent staff being truthful with patients. The cul-
tural background of our society and the families’ requests are the
main obstacle for truth-telling. Some physicians cannot directly
able to tell many patients about their serious condition, and can-
not be able to inform them clearly and frankly in this regard.

Palliat Med Hosp Care Open J

This step is challenging as well as important for the physician
because informing the patient about his problem helps him to be
prepared to face it.

Patient’s capacity is the main element of autonomy-
based decision-making which may be influenced by different
internal factors, e.g., mental capacity, stress, and level of
understanding of medical information and external factors e.g.,
culture, and socioeconomic class. Although family request
of “do not tell” the truth and their strong resistance towards
informing patients about their diseases may confuse healthcare
professionals, it may also reflect divergence in patients’ interests
in people.

Physicians sometimes are scared to communicate
and to share bad news to the patient because they may make
the patient feel hopeless and unable to cope with the problem.
Words like ‘cancer’ may create a sense of death and despair in
patients. Sometimes a diagnosis of a malignant disease results in
the deterioration of patient’s QOL. It depends on the attitude and
practice of healthcare teams about whether and how to disclose
diagnoses to patients with terminal illness. Some patients will
know their diagnosis without direct disclosure by the physician
or their family, so not telling the truth may ruin the trust between
patient and physician. Thought it is not necessary to reveal the
whole truth. Thus, the patients should become aware of the
required information based on their wishes. So, information
about an end stage diagnosis should only be told by patients’
relatives in a longer time. Some patients prefer to receive
information gradually depending on their emotional responses.

Some of our physicians think that providing patients
with unnecessary information would result in loss of patients’
hope but also deviate the treatment plan. Most of our physicians
are reluctant to tell the truth as they were not ready for such
interaction. These providers consider sensitive communication a
priority and make time to integrate communication into patient
care. Usually, our physicians are likely to make full disclosure
about a terminal illness to the patient’s family, who will then
decide what to tell the patient about his or her condition. Our
physicians emphasized that they have not been received any
formal training in key communication skills, truth-telling and
breaking bad news that are very essential for EOL. Physicians
should know that total information disclosure is not helpful
for all patients at particular times during their illness and they
should take patients’ needs into account.

Physician value: It is important for a doctor to be aware of his
own values and the values that drive others and their behavior.
Values are pivotal to the art of medicine, and practice based on
unexamined values often leads to confusion, indecision and
inconsistency. Decisions regarding terminal patient care may
be altered by a physician point of view and subjective attitudes
toward dying patients. Physician’s anxiety towards death and
their discomfort with dying patients reflect on their own past
experiences, both personal and professional, impact on their
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feelings regarding the treatment options available to a given
patient. Some Physicians picture the situation worse than it is
in order to get the patient to decide what the physician feels to
be in his/her best interests. Goal is to hope for the best course of
illness or for best QOL for the longest possible time

Multidisciplinary team working: Oncology is a very complicated
field, which needs coordination and cooperation among
multidisciplinary team working. Advanced cancer patients
should be treated in a multidisciplinary approach, and a group
of specialists should be involved in treating these patients.
However, this approach is not possible in most of our hospitals
because our centers are designed for treatment and are not
appropriate for providing supportive care. Physicians and nurses
are usually responsible for most of patients’ needs in most of our
hospital, while all of them are not in their job description. Most
of our oncology hospitals are for treatment of patients, not for
EOL care.

Challenges Faced by Healthcare Professionals Involved with
EOL Care

Organizational responsibility: Healthcare organizations are re-
sponsible for using strategies to promote an organizational ethi-
cal climate. There is evidence that ethics protocol, guidelines
and programmes may help reduce ethical conflicts.*% In this
regard, having ‘Do Not Resuscitate’, ‘Advance Care Planning’
and communication policies and processes are important in EOL
care. Evidence-based guidelines on transfer of patient to the in-
tensive care unit (ICU) and use of welfare funds also take the
burden of decision-making off staff and decrease the stress as-
sociated. Where the complexities of the case exceed those of the
managing teams, there should be access to clinical ethics consul-
tation and staff support schemes. Considering the investment in
time often required to handle these situations compassionately,
there is also a responsibility to ensure that the organization is
adequately resourced.

Inadequate training: The oncologists believe that another rea-
son, which creates contradictions for them and make them face
difficult situations of decision-making, is educational constraints
regarding medical care and ethical decision-making in courses of
medicine, and even in residency courses that they have passed.
Physicians who did not receive education in this field creates
conflict itself. Education can be very effective; even educating
specialists is very important.

The management of EOL care and the process of
engaging in difficult conversations are topics that are frequently
neglected in medical education. Many medical and surgical
residents (who are often the physicians responsible for eliciting
a patient’s treatment preferences at the EOL and for facilitating
difficult conversations with families) receives inadequate
preparation for these tasks. Statistical studies revealed that
there are particularly distressing when compared with similar
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studies conducted on medical instruction of invasive procedures
(e.g., arterial puncture, central venous line placement, and
thoracocentesis). Conventional teaching methods for invasive
procedural skills involve planning ahead, demonstrating the
procedure, observing the learner in action, providing feedback,
and encouraging the learner’s self-assessment. However, certain
medical specialties (e.g., oncology and intensive care) seem to
offer stronger preparatory programs for EOL care and encourage
the recognition of death as part of the life cycle.

Physicians often lack the skills to communicate with
patients and their families. There is a need for good planning
in regards with terminal cancer which requires improvement
of physicians’ communication skills, provision of appropriate
services for EOL care, developing multidisciplinary team
working and optimal health system, and to develop guidelines
for ethical decision-making and set educational priorities for
physician working in this field.

Insufficient compensation: An issue that receives little formal
attention among clinicians who care for dying patients is the way
they are compensated for their work. Physicians who care for
terminally ill patients and their families are often driven by an
altruistic need to ease suffering. However, for many, altruism
eventually confronts financial realities. It is reasonable to assume
that continuing disparities in compensation between physicians
who spend much of their time talking to patients and families and
those who spend much of their time performing procedures may
lead physicians who currently care for dying patients to grow
resentful and keep talented individuals from entering the field.
It is well known that the Medicare resource-based relative value
scale compensates physicians more for invasive procedures than
for evaluation and management procedures. Evaluation and
management procedures include the extensive discussions with
patients and families that are frequently demanded of clinicians
who provide EOL care.

Personal discomfort with death: Many physicians, after inten-
sive training that focused heavily on science and technology,
feel uncomfortable when directly addressing issues (particularly
those concerning spiritual and emotional needs) faced by pa-
tients and families at the EOL. Attention to dying patients tends
to focus on tangible questions directed toward a nurse such as
“Are they eating?” or “How are they sleeping?” rather than on
questions directed toward the patient like “How are you doing?”
and “What would you like to do? Clinicians frequently feel un-
comfortable confronting death because they relate to and iden-
tify with terminally ill patients and their families and resist do-
ing so in the name of professionalism. Additionally, a clinician’s
personal anxiety about death and disease may be further incited
by interactions with a dying patient. In particular, doctors often
think of death as a sign of failure or as an enemy rather than as a
natural and universal part of the life process. Furthermore, a pa-
tient’s dying process may remind the clinician of similar losses
suffered in his or her own personal life, leading the physician to
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have surprisingly strong feelings toward this particular patient.

Ethical issues after death: After someone dies, loved ones may
have to consider one or more of the following issues: Organ
donation: when a person dies, the medical provider may consult
the person’s healthcare directive or their driver’s license for their
organ donation wishes. In the absence of these documents, the
healthcare professional may ask a family member for permission
to use the organs for organ donation. Solid organs and tissues
may then be removed from the body and given to an ailing
person. Family members may also be asked if the body of the
newly deceased person may be donated to science as well.

Research with dying patients: The cthical issues around medi-
cal research conducted with terminal and palliative care patients
are complex. Research review committees’ opinion do not allow
some researchers to access dying patients because the patient is
already overburdened with a terminal disease and the approach
of death. Others consider research with dying patients a neces-
sary evil, and may consider it unfair to specially classify and
distinguish dying patients from other patients. This includes
demonstrating informed consent where a patient feels that par-
ticipation is voluntary and fully understands what he or she is
being asked to do who can present challenges to researchers
when suggesting research to a review committee. These patients
may be seen as particularly vulnerable because often they are
reliant on the healthcare system and experience great amounts
of emotional and physical stress.

CONCLUSIONS

The care of dying patients is fraught with challenges for patients,
their loved ones, and their physicians. Clinicians must keep in
mind the difficulties a patient faces in this process as well as
their own professional and personal obstacles to performing this
work to the best of their ability. Therefore, EOL care is optimized
when approached as a thoughtful collaboration between patients,
their loved ones, and their treatment teams. Clinicians are given
aremarkable opportunity to help ease the physical and emotional
suffering of patients and families confronting terminal illness
and death. Culture and religion at least partially affect one’s
perception of palliative care and the decision-making that occurs
at EOL. It is important to realize that there is an entire system at
play that includes the patient, their family, their physicians, and
other healthcare providers. In order to provide the best possible
care to patients and families in EOL situations, it is important to
understand their cultural constructs as well as their individual
preferences. It is also important for each caregiver to realize that
we each bring our own set of biases to these discussions based on
our cultural and religious background and personal experiences.

RECOMMENDATIONS FOR HEALTHCARE PROFESSIONALS

1. Healthcare professionals need to be empowered with the ca-
pacity, skills, and knowledge to respond to the unique needs of
each patient and their loved ones.
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2. Proper cultural assessment of each patient for appropriate ap-
proach to assist them in their decision-making process.

3. Teaching and training in cultural competence among oncolo-
gists are lacking, and should be mandatory.

4. There is a need to develop culturally competent healthcare
systems to address effectively different social, racial, and cul-
tural realities of which they provide care.

5. Physicians must be aware of their own values, beliefs and
attitudes towards life sustaining treatments as well as death
and dying. Ethics education should be intensify especially for
physicians routinely involved in EOL care.

6. Education about EOL care is very important and can improve
physicians’ practices in this area in order to apply these skills
to patients care.

7. Physicians’ response to patients who are non-compliant to ap-
pointments, prescriptions, and recommended medical care can
be very ethically challenging.
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