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Abstract

The article reviews the loneliness of those on their deathbed, and the complex and demanding field of palliative
care, noting the sources of the stresses and strains that the healthcare workers often encounter. It highlights the
needs of patients, the reasons why they and/or their families may hamper palliative care, and mostly- what can be
done to deal with, and better yet- prevent, palliative workers’ burnout.
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Loneliness of Dying
The end-of-life experience encompasses feelings of hopelessness,

death anxiety, guilt, and loneliness [1]. The feeling of awaiting death’s
arrival is common amongst the dying [2]. El-Jawahri et al. in 2014 and
Kim et al. in 2013 observed that patients that were aware of their
terminal diagnosis and understood the implications of such prognosis
rated their quality of life lower and showed significant increase of
emotional distress and anxiety [3,4]. Patients sometimes use denial of
terminal diagnosis and of the illness itself is often used to avoid
loneliness. Because of the suffering, the social, and the physical
constraints of an illness, feelings of emotional isolation and loneliness
set in. Many studies [1,5,6] have highlighted the role of loneliness in
end-of-life situations. The dying person feels that no one can truly
understand his situation and no one can imagine what it is to die. This
is characterized by a feeling of aloneness and loneliness in the face of
death. Secondly, as you head towards death, as a terminally ill patient,
you start losing your identity and your sense of self. Consequently,
whatever made you a unique person starts to disappear from your life
and, as a result the dying person may feel a lack of relatedness with
their world. This overwhelming loneliness is fuelled by the growing
awareness that one may die alone separated from others [2]. The
physical limitations and the emotional distress [7] experienced by
these terminally-ill patients actively contribute to the progressive
isolation from others and eventually to the loss of social interactions,
which leads to profound feelings of loneliness [8]. Interestingly,
although the majority of ill people wish that they would die at home,
surrounded by family and loved ones, the truth -unfortunately - is that
most people die alone, in hospital beds [9]. However, even having
social support and being surrounded by loved ones does not always
protect against loneliness of the dying. Although the dying may wish to
conserve their interpersonal relationships intact, healthy people, by
nature will fear death and will ultimately avoid any contact with it or
with disease [10,11]. It is, thus, a difficult task for careers to provide the
patient with adequate help and emotional support [2]. The dying often
feels that discussing their illness and death is inappropriate with loved
ones [2]. As a result, patients feel that they ought to conceal the pain
and suffering, while keeping their feelings to themselves. Thus, the ill
patient has nowhere to turn to but his mind to face this loneliness. To

cope with this loneliness, many terminally-ill patients then retreat into
spirituality and faith [5,6,12].

Palliative Care
In general, palliative care aims to achieve the best possible quality of

life for the dying patients and for their families, to assist them in
adjusting to the many losses they endured, and may still face, and to
provide them with dignified treatment and lowered distress for the rest
of their days [13,14]. Van Bommel in 1992 eloquently observed that
palliative care provides “physical, emotional, spiritual and
informational support to help improve the quality of a person’s
remaining life, and recognizes the patient and family as the principal
decision makers” [15].

Palliative care views death as part of life, and unlike the manner that
medicine relates to it, it is not seen as a medical failure. Palliative care
aims to make the patient as pain free, and comfortable as possible,
while it neither hastens nor postpones death. Palliative care takes a
holistic view and integrates the psychological, physical, social and
spiritual aspects of a patient’s care. It offers a support system that
enables and encourages patients to live as actively as possible until
death, and helps the family cope [during the patient’s illness] with the
bereavement; anticipatory and post mortem [13].

The Stresses, Demands and Complexities of Palliative
Care

The patient
People who are ill and dying may pose particular demands for their

careers. The patient may be difficult because of his or her pathology,
such as brain tumor/s, cerebrovascular disease, or concurrent illnesses.
Medications may exacerbate the situation. Psychological factors and
psychiatric disorders may turn the patient into a demanding and
difficult person to handle; examples of such factors are anger, mistrust,
fear, or depression and paranoia which disrupt theirs and the lives of
those close to them. The patients’ symptoms which may include gross
disfigurement, malodour, poor response to symptom management and
somatization may result in a patient who is difficult to care for [16].
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Needs of the patient
Rokach and Rokach in 2005 presented a multidimensional model of

patients’ needs, including the following [17]:

Physical/medical needs – such as pain and symptom management,
the need to have a warm and caring environment, and the patient’s
desire to have, at least some, control and say about their treatment.

Emotional/Psychological needs – such as maintaining a sense of
control, searching for meaning, and finding the courage to “let go” and
bring closure to one’s life.

Social needs – such as the needs to love and to be loved, to forgive
or be forgiven, and to sustain trusting and intimate relationships which
the patient had or wishes to develop.

Spiritual/ religious needs – having a sense of hope and inner peace,
being able to participate in cultural observances and in prayers.

It was observed that the hospice caregiver may have to become a
surrogate family to the patient, for it takes a family, dedicated and
loyal, to assist in fulfilling so many and diverse needs [18].

Demands of palliative work
Aside from attending to the patients’ physical, medical, emotional

and spiritual needs, the palliative careers are, frequently, faced with
difficult patients, demanding or even unruly families and they may
also experience high levels of stress in dealing with their professional
requirements. These include:

• Breaking bad news to the patient’s family about the patient’s
diagnosis and/or prognosis.A

• Coping with the realization that medicine is unable to offer these
people a cure.

• Being repeatedly exposed to the death of their patients with whom
they may have formed relationships, or just cared about them as
human beings.

• Involvement in emotional conflicts with the patients, their
families/caregivers, or with other members of the palliative team.

• Absorption of the anger, grief, and despair expressed by the
patients and their families.

• Working within the medical system, one’s personal belief system
about the medical network, teamwork, death and dying may be
shaken [16].

People are unique and their experiences of pain and death often
defy theories, and logic. Professional carers are taught palliative care
theories – and then they have to deal with “real life” situations, which
as illustrated above may be quite different [19]. Open caregiver-patient
communication is, therefore, of utmost importance.

Remen in 1996 eloquently noted that “ the expectation that we can
be immersed in suffering and loss daily and not be touched by it, is as
unrealistic as expecting to be able to walk through water without
getting wet” [20].

Roles of palliative workers
Palliative staff was said [21]to fulfil four major roles:

1. The Bio-medical role – which directs them to focus on the illness,
assessment of symptoms, and treatment of physical symptoms.

2. The Social-therapy role – where they endeavor to meet the
patient’s emotional, social and material needs.

3. The Bureaucratic role – requiring that palliative workers be
familiar with the means and rules of the institution through
which the staff’s work is delivered.

4. The Friendly, informal role – which complements the
Bureaucratic role where the worker aims temper the formalities
of hospitals.

While physicians, nurses and other professional carers look after ill
people whose condition generally improves, hospice workers are
“constantly in the presence of intense emotion, sadness, and
impending death without the ‘dilution’ of patients who become cured,
or patients with whom it is possible to build up relationships over long
periods” [22]. Consequently, and in order to be available to help the
dying, and capable of investing themselves physically and emotionally
in to their work, palliative carers have an “onus” as Ley and Van
Bommell in 1994 put it, to examine their beliefs, feelings, and attitudes
about death, the meaning of life, and grief; to care for themselves, and
to supplement their work so as to enrich themselves and reduce the
possibility of burnout [18,23].

Caring for the carers
Regardless of one’s age, gender, profession or life stage – the

palliative worker can succumb to the constant and unrelenting stresses
and demands of their professional (on top of their personal) lives. Self-
care, professional rejuvenation and social support are of prime
importance, not only as a response to burnout, but better yet – as a way
of preventing it. The self-care process needs to attend to, both, the
personal and professional domains, by doing, at least some, of the
following:

1. Understanding our strengths and weaknesses. That can be done
via self-reflection, or through personal therapy and feedback
from our friends, family and loved ones. Once that is achieved,
we can plan what and how we live our lives, what emotional/
physical/spiritual “work” we still need to undertake, and how can
we use our strengths to compensate for our weaknesses.

2. Listening to our inner voice, being aware of our needs and wishes
and heeding our intuition, will allow us to recharge, and will
promote self-renewal and guard against burnout.

3. Allowing ourselves not to be defined by our work. That will
afford us to give ourselves permission to “take a break” from
attending to the dying and their families, stop grieving for a
while, and “be” rather than “do”.

4. Effective time management skills meaning setting limits and
boundaries, and remembering that we are not perfect nor should
we expect ourselves to behave as if we were. Seeing to it that we
take upon ourselves what we can reasonably comfortably fulfill
[13,24,22,16].

Brems in 2000 added to the above the following [25]:

1. Practicing healthy personal habits such as adhering to healthy
nutrition, enough sleep, and engaging in physical activity.

2. Paying close and continuous attention to our relationships with
those who support us. Included here are being empathic, tolerant,
and respectful; developing and enhancing our social support
network–our families, friends and intimate relationships.

3. Relaxation and centeredness, getting in touch with ourselves and
our inner voice can be facilitated by relaxation and meditation.
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4. Getting professional support via networking, supervision and
connecting with colleagues.

In this article I have attempted to raise awareness of the loneliness
experienced by the dying, and the stresses with which palliative
workers are forced to endure. I have amassed, from a variety of
sources, ways of preventing burnout but also of promoting what Koff
in 1980 described as the most desired stage in professional growth:
deep compassion, where the “worker has the willingness and capacity
to serve the dying, coupled with a feeling of his own worth that
communicates comfort and respect to the dying person” [26].
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