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Abstract

With or without COVID-19, “palliative care” is about basics. 1) Good control of symptoms due either to
the disease or treatment, 2) Good decisions, especially when it becomes clear that control of the disease is no
longer possible, with trying to help the patient do what means most to them, 3) Patient/family support in every
phase of the illness from diagnosis throughout all phases of care until the moment of death, and 4) Care of
bereaved person. Palliative care, the care of patients (adults or children) with probably fatal illnesses, whether
they are still having anti disease therapy or not must occur in many places, many wards, clinics, at home, and
even virtual. The COVID-19 crisis has a serious impact on patients’ care, but with respect for every person, and
a great deal of education, training and support of staff, we would overcome it successfully.
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The necessity of good care

In a period of two weeks between 20™ of April to 4% of
May, the number of new referrals to palliative medicine
clinic reduced approximately 50% as against the same
period of time in the last 4 years.

Providing health care has been seriously affected by
the COVID-19 pandemic. Preventive measures such as
social distancing and wearing mask negatively affected
all aspects of patient-physician interaction. What could
be more frightening than cancer? Fear of COVID-19
forced cancer patients to stay home, at the cost of needless
suffering [1-2]. As each patient has limited stock of
opioid medication, and based on my personal experience
in palliative medicine clinic, caregivers even prefer
to comfort their patients with street opium rather than
bringing them to the hospital for instance for oxycodone
prescription. “Staying home or going to the hospital?”
is a new dilemma for patients, especially those with
advanced cancer.

There are patients with advanced cancer who are
aware of being in the last phase of their lives. For a large
number of these terminally ill patients only a few weeks of
survival are envisioned. While patients may have come into
terms with their imminent mortality, enduring the physical
suffering should not be allowed. Suffering is subjective
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and different from distress. Suffering is best understood
as “a sense of impending personal disintegration” or as
we might say “a sense of being about to go to pieces” [3]
which may not be evident to the carer. No person should
die with a sense of personal disintegration. Most people
who are almost certain to die within a short period of time
will require comfort and dignity in a highly personalized
context.

A person with cancer and other comorbidities
who decides to stay at home and not to be brought to
the hospital, needs to understand that this decision
may reduce the chance of his/her survival and increase
the risk of his/her suffering. It is clear every person at
home or in hospital needs good care, which consists of a)
relief of the most distressing symptoms by application of
what is known to be good clinical practice, b) emotional
support for the person and his/her carers/family, and c)
careful planning of care, so that all concerned parties know
what to do and what to expect, and how to call for extra
help. Palliative care is not exempt from this framework and
should not be considered an alternative to good treatment
or good ordinary home care.

The four principles of health care ethics include
autonomy, beneficence, non-maleficence, and justice [4].
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“Autonomy” is described as the right of patient to have
control over his or her body. However, making decision to
stay home with the knowledge (for patient and family)
that this might reduce the chances of survival, should
NOT be seen as a decision to be allowed to die, even
though that may be the most likely outcome. Additionally,
beneficence obligates health care providers to use all
they have in their power in the benefit of their patients,
regardless of the situation. To ascertain “beneficence
during pandemics” staying home decision will only be
possible under the shadow of structured community care
services and eClinics.

This premise is a shortcut in countries where
disproportional investment on tertiary or specialized
consultative health care services, lack of resources
and knowledge in basic palliative care, and lack of
governmental advocacy for home-based palliative care
further damaged the foundation of community care
services [5].

A high-tech solution for medicine during pandemic

Telehealth, as an alternative option for providing health
care during COVID-19 outbreak, initially conceived
as a reasonable solution. Technology can be applied to
address many challenges faced by health care system.
In spite of numerous attempts to define telehealth,
the question of whether digital visits can make up for
the “good” care remained unanswered.

The telephone, electronic mails, and smart phones are
alternative modes of communication and each has its own
advantages and limitations. We need a new definition for
“communication” in medicine when it is hard to maintain
the personal connection that is a crucial part of palliative
care. Here is an example of the challenges that physicians
have to face during outbreak:

Ms. S. is a 79-year-old fragile woman with metastatic
breast cancer to the lungs. Two weeks ago, she was
referred to the emergency department (ED) for dyspnea
and her chest x-ray revealed severe pleural effusion in the
right lung. The next day, she was discharged home after
paracentesis and relatively good control of her symptoms.
One week after at 8:00 pm, her daughter called her
physician and complained about her mother’s low-grade
fever and dyspnea. Now the physician is forced to add
COVID-19 to the familiar list of differential diagnosis of
dyspnea. What would be the best decision for her? Does
she know about her prognosis? Have the goals of care
been ever discussed with the patient?

There are textbooks about the benefits of high-tech
communication like smartphones for health care system.
This leaves no room for doubt concerning the significance
of digital technology in the future of medical science.
Nonetheless, health care providers need to be confident
about quality of care. Aside from all technical challenges
in using telemedicine such as ease of use (especially for
elderly), accessibility of appropriate infrastructure, and
broadband connectivity [6], as highlighted in the case
above, physical examination that it is a crucial foundation of
medical diagnosis is abrogated during a virtual visit. It is
extremely important for the physician to decide when

a physical examination is critical and obviously, it would
not be easy decision.

Our knowledge about the accuracy of virtual
conveyance of emotions is still very limited. How effective
would be the communication between the physician and
a dying patient if physician were unable to hold patient’s
hand or offering napkins or a glass of water to relatives.
The same concerns will be raised if the physician has to
talk about the advance directive, goals of care, clinical
decision making, and even palliative sedation.

Palliative Care for children

While children seem to be less affected by COVID-19
than adults, and most infected children have no or mild
symptoms, those with underlying health conditions
expected to have more severe presentations [7-8].
The families of the children with chronic and/or
life-threatening illnesses are mainly relying on the
governmental health services. Similar to adults, the
increasing fear and the stress of contracting COVID-19
may lead the families to stop visiting the hospitals or
even health care providers at home [9]. Addressing
the emotional problems of the children and the parents
such as fear, anxiety and isolation in the time of global
fear and anxiety is an important task that can be an easily
forgotten.

The health care team, who has been taking care of
children with life-threatening illnesses, encounter with
challenges that they may have never experienced
before. A 12-year-old girl, with refractory leukemia and
COVID-19- induced respiratory distress or a 13-year-old
boy with several relapses of leukemia and severe
COVID-19 induced acute respiratory distress syndrome,
were just some challenging examples. We had to deal with
during pandemic. Their parents refrained to come to the
hospital because of the recommended social distancing,
while the facilities for telemedicine were not available
for them. The health care team tried to convince them to
follow the care in the hospital and provide the necessary
medical and palliative care for them. The hospital team
were challenging with the COVID patients and they
were also worrying for health of their own family,
the community were panicked and in the middle of
the chaos and rush, the importance of the proven and
necessary pain remedies and addressing the emotional
needs of the patients and their families were near to be
ignored. Unfortunately, we lost both patients and the
remaining dilemma that left the health team in agony
whether they could take an alternative approach which
would have reduced the sufferings of the patients.

The last word

According to the World Health Organization (WHO),
palliative care is: “An approach that improves the quality of
life of patients and their families facing the problem
associated with life-threatening illness, through
the prevention and relief of suffering by means of early
identification, impeccable assessment, treatment of pain
and other problems, physical, psychosocial and spiritual’
[10]. Palliative care should not be regarded as a luxury
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but a necessity and, the holistic approach of palliative
care means that it is the business of all health care system.

An essential aspect of palliative care is to conserve the
dignity of the patient. As long as patient’s value and worth
are acknowledged, she/he is cared for with respect and
empathy, her/his voice is heard regarding the process of
dying, and her/his physical and emotional suffering are
minimized [11-12]. This is on physicians and policy
makers to modify and readjust the current standards of
care according to the emerging pandemic.

In conclusion, the COVID-19 crisis influences the
care of our patients very seriously, not only because some
stay away from hospital and risk denying themselves
good comfort care, but also, we clinicians experience the
limitations of online care.
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