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ABSTRACT

Palliative care aims to improve the quality of life of both the palliative care patient and their caregiver. Palliative
care caregivers care for palliative care patients who suffer from symptoms and unmet needs. Most reviews and
research to date have focused on the palliative patient, also called the care recipient. However, we still have little
knowledge about the palliative care caregivers, including the risk factors of these caregivers becoming overburdened
leading to caregiver burnout. The objective of this review was to examine the responsibilities of palliative care caregivers
and the associated risks of these caregivers developing caregiver burden. We review the caring work of the caregivers,
the types of caregivers, the differences between palliative care and general caregivers, the different types and levels
of problems they face in caring for their patients and the risk factors of developing palliative care caregiver burden. We
hope this review will increase awareness of this problem and help to improve the palliative care system to look after

the needs of not only the patients in the system but also the patients’ caregivers, who play such an important role.

Keywords: burden; caregivers; palliative care; reviews

INTRODUCTION

At the present in Thailand, we have increasing
number of elderly patients diagnosed with non-commu-
nicable diseases such as hypertension, diabetes mellitus,
stroke, or cancer.' Many of these elderly become palliative
care patients, requiring a caregiver to help them with their

basic Activities of Daily Living (ADLs).?

As defined by the World Health Organization,
palliative care is intended to improve the quality of life of
both patients and their families. The palliative care team
should include family members in their service, and help
them learn coping strategies, if required, as part of their
caregiving.® Palliative care patients often have chronic or

severe symptoms, requiring a lot of care, especially in
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the later stages of their disease. Their caregivers need to
learn how to deal with a patient in the last months and
days of their lives. During this time they often begin to feel
a significant caregiver burden and risk caregiver burnout.*
Caregiver burden impacts not only the caregivers through
things such as missing doctor appointments or having to
stop full-time work, but these burdens can also affect the
care recipient, who can be neglected by their caregiver.>®

In current palliative care practice in many settings,
the palliative care team normally focuses on the needs
of the patient while paying less attention to the patient’s
caregiver. This might be because of lack of training, as to
date most research has focused on interventions for the
patient and paid little attention to their caregivers. Also,
the role of family caregiver is still poorly supported by
society, health teams and family systems.” If palliative
care practitioners give appropriate attention to the needs
of the caregivers of their patients, it will help reduce
caregivers’ burdens and reduce burnout, and inter alia,
improve the care for the patient. The purpose of this
review is to highlight the potentially overwhelming work of
the palliative care caregiver and encourage the palliative
care practitioner to pay more attention to the needs of the

palliative care caregiver.

CAREGIVING AND THE CAREGIVER

A caregiver is someone who helps someone else
who cannot not look after themselves properly, who are
unable even do the basic ADL by themselves due to some
type of debilitating disease, or more commonly older age
with some type of debilitating condition such as cancer
or other chronic disease. This type of caring is a continu-
ous process which involves 2 parties, the patient and the
caregiver.’

Caregivers can be separated into formal and in-
formal caregivers. The formal caregiver is a person who
has been trained to provide care such as doctors, nurses,

or persons who have had special caregiver training, for

e

example the social worker who has had special training,
and who are paid for taking care of their patients.®

The informal caregiver is a non-trained caregiver.
Mostly they are relatives of the person they care for, such
as a husband, wife or child, etc. They are sometimes
called family caregivers. These informal caregivers usually
have had no formal training, and must learn how to take
care of their patients by themselves. And they do not get
paid for their caregiving.®

The informal caregivers can be divided into two
groups, primary caregivers and secondary caregivers.
Primary caregivers look after their patients all day, from
the time the patient wakes up until they go to bed, and
they usually live with their patient. Secondary caregivers
are persons who occasionally come to help the primary
caregiver with some part of their work, for example, taking
the patient to a doctor’s appointment. Sometimes the sec-
ondary caregiver can be a formal caregiver. In situations
where the primary caregiver cannot manage advanced
procedures such as checking the medication in a syringe
driver by themselves, or if they want a break from their
duties for a short time, they will sometimes hire a part-

time formal caregiver to help them.®®

THE CAREGIVER BURDEN AND BURNOUT
More than 40 million adults in the United States
act as caregivers, especially caring for patients who are
in advanced stages of disease.”® Caregiver burden means
that a caregiver has begun to feel that their care for their
patient is having serious detrimental impacts the caregiver
themselves physically, mentally, socially and/or spiritually,
resulting in fatigue, depression, or general feelings of being
unable to cope with their own lives due to the care reci-
pients needs. A previous study found that caregivers
experiencing fatigue from their caregiving often reduced
their care, as they had problems with sleep, and were
more likely to feel stress, anxiety, depression and even

experience suicidal thoughts.” Caregiver burnout may
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present in 3 ways: feeling tired, lacking the will power to
continue providing care, and/or beginning to step away
from their regular care.""”

A study by Gerain in 2019 examined the relation-
ship between caregiver stress, burden and burnout. This
study found 2 types of stressors. The primary stressors
were objective elements such as type and intensity of
the patient's symptoms, the tasks which needed to be
performed and the intensity of care required, while the
secondary stressors were consequences of the objective
elements such as lack of free time, family conflicts, etc.
Both primary and secondary stressors could lead the
caregiver to developing unsustainable caregiver burden
and the outcome from an extended unsustainable burden

is caregiver burnout.”

PALLIATIVE CARE CAREGIVERS

The most common conditions requiring a palliative
care specialist for adults include cancer, Alzheimer's and
other dementias, cardiovascular diseases, cirrhosis of the
liver, chronic obstructive pulmonary diseases, diabetes,
Acquired Immune Deficiency Syndrome (AIDS), kidney
failure, multiple sclerosis, Parkinson’s disease, rheumatoid
arthritis, and drug-resistant tuberculosis (TB)." The com-
mon symptoms of patients requiring palliative care are
pain, anorexia, constipation, weakness and dyspnea.”
After a period of progressive functional decline, the pallia—
tive care patient transits to the end-of life stage. During
these later stages, many symptoms such as anorexia-
cachexia, dysphagia and delirium can impair oral intake
and add to a rapidly decreasing quality of life."® The inability
to eat/drink and body image changes can also lead to
emotional distress for both the patient and their caregiver.”
The caregiver and their patient have to talk with the
professional caregiver team about the natural process of
dying, optimization of symptom management, and providing

appropriate emotional support to both the patient and the
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caregiver, as the last stages can be very stressful for the
caregiver as well.® One study by Hui® in 2015 found
that palliative care caregivers felt uncertainty concerning
the timing of the final stages and disease prognosis.
They experienced frustration and said it was difficult to
not know more about what to expect for the immediate
future.” Palliative care caregivers have to learn how to
manage their patient's end-of life symptoms and be pre-
pared to deal with the emotional impact of the patient's
distress during their final days.

Many studies have reported a high prevalence of
psychological morbidities such as distress, depression,
anxiety, and somatization in family caregivers of terminal
cancer patients receiving palliative care, indicating a high
need for psychological support for palliative care care-
givers.” Furthermore, the time to death is related to the
burden of the caregivers. A study by Korte-Verhoef in
2014 found that palliative care caregivers experienced a
fairly heavy or severe burden at 2-3 months before their
patient died and the burden increased even more during
the last week before death. The same study also found
that the severity of the burden was not related to hospi-
talization."

Another study by Perpifa-Galvan and team found
that in primary family caregivers of palliative care patients,
anxiety was a significant problem, and the caregivers
had a high average fatigue score (FAS) and signs of
intense overload. They found statistically significant cor-
relations between the variables of burden, anxiety, and
depression, with the latter two being the main predictive
variables of burden. In addition, caregiver burden was asso-
ciated with a worsening of health. Identifying the factors
that influence the development of overburden will allow
the specific needs of carers to be assessed in order to
offer them appropriate support within the healthcare

environment.®
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RISK FACTORS FOR PALLIATIVE CARE CAREGIVER
BURDEN

The major risk factors for palliative care caregivers
developing feelings of being burdened include the care-

giver's gender, the relationship to the palliative care

Table 1 The risk factors for palliative care caregiver burden

recipient, time spent caregiving, financial support, social
support, confidence in their caregiving abilities, the stage
of disease of the care recipient, the care recipient’s func-
tional status and symptoms, and the number of care

recipient visits to the emergency department (Table 1).

VUFISHIVRIWASUNS D7 1 aTUT 3 N.8.-5.0. 2564



Caregiver and Palliative Care

Fumaneeshoat O.

Table 1 Continued

Domain Risk factor

9. Patient’s symptoms

Dyspnea, feelings of depression and anxiety are the significant patient factors that impact

the caregiver. The caregiver who cares for a patient with dyspnea, especially at the end-of

life stage when the dyspnea becomes severe, or must care for a patient with depressive

symptoms and/or anxiety, is more likely to feel a significant burden.”’

10. Number of patient visits to the

emergency department

Caregiver burden in palliative care is associated with the number of patient visits to the emer-

gency department. When a patient needs to visit the emergency department, it means their

symptoms are worse, which leads to increased caregiver stress and burden.**

DISCUSSION

This review examined recent research on caregiver
burden of palliative care caregivers. Most previous review
articles have focused on the patients who need palliative
care, and appropriate management of their symptoms.>*”*
Recently, however, there has been increased awareness
on caring for the caregivers, an area which is no less
important than the other aspects of palliative care work.
The assessment of caregiving outcomes must recognize
the work and potential burden of caregivers, especially
those who are likely to end up with burnout, which will
affect both the caregiver and the care recipient.”** The
increasing number of publications on this issue reflects
the growing awareness of the importance of not only
caring for the patient, but also their caregiver.

Most previous studies have failed to adequately
address the differences between the palliative care care-
giver’s responsibilities and those of the general caregiver
for chronic diseases.>®® This review discusses the many
aspects of palliative care caregivers such as specific care
in the transition zone to the end-of-life stage and the
end-of-life symptoms such as anorexia-cachexia, dys-
phagia, delirium and impaired oral intake.

This review examines the factors that can lead
to caregiver burnout and updates the current information
about palliative care caregiver burden, how to recognize

it and the warning signs of impending burnout. Our
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review discusses the risk factors that increase the risk of
caregiver burnout more specifically than previous studies.
From the gender perspective, several studies have found
that female caregivers showed significantly higher levels
of caregiver burden than male caregivers in palliative care
caregivers. A study by Washington K and team found that
female palliative care caregivers had significantly lower
self-esteem and felt more negative impact on their daily
schedule, health, and family support than males.** Our
study has also identified a new risk factor for caregiver
burnout, the number of care recipient visits at an emer-
gency department® The study of Verhoef noted that
when a palliative care patient is brought to the emergency
room, that means they have more severe symptoms such
as severe dyspnea than they experience at home, which
can lead to hospitalization and death, which increases the
stress level, and contributes to potential burnout, for their
caregiver.” Another review concluded that the confidence
of a palliative care caregiver is the most important factor
associated with caregiver burden.” The caregivers confi-
dence can have an impact on the course of the terminal
illness. It is also influenced by their needs being met, such
as having adequate information about how to care for their
end of life patient and their sources and strength of sup-
port. If the palliative care caregiver has outside sources of
support such as financial or social support, they will have

more confidence in doing their work.* Although some risk
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factors may be non-modifiable (e.g. gender, relationship
to the recipient or disease-related factors), it is important
to increase the health care providers awareness of and
ensure there is early identification of the risk factors. The
care-related factors such as time spent, social support or
financial support are important for health care providers to
manage adequately and create a system for decreasing

the burden in palliative care caregivers in the future.

CONCLUSION

This review examines the caregiver burden concept
and the risk factors that could lead to a caregiver feeling
they are burdened. Healthcare providers should consider
the assess each specific situation as well as background,
or conditions, assess the level of caregiver burden so
they can recognize the signs of developing burnout and
take appropriate action to deal with this problem in their
palliative care caregivers. The data can also be applied in

concept analysis research.
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