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Abstract

BACKGROUND: Caring for a family member who has advanced cancer and is nearing the end of their life comes
with a slew of concerns and obstacles for the caregiver. A thorough understanding of the hardships and tribulations
of caregiving may be a step toward resolving the issues that these patients’ family caregivers confront.

AIM: The present study aimed to explore the suffering experienced faced by Malaysian family member who has
advanced cancer and is nearing the end of their life.

MATERIALS: The present qualitative study was conducted through in-depth semi-structured interviews held with
seven family caregivers of cancer patients selected through purposive sampling. Interviews continued until the
saturation of data. All interviews were recorded, transcribed, and analyzed through conventional content analysis.

RESULTS: The codes extracted from interviews produced five main themes, including empathic suffering, powerless
and hopeless suffering, predictive suffering, compliance suffering, and barriers’ wrath, which collectively caused
suffering for family caregivers.

CONCLUSION: Care provided in an atmosphere of suffering and discontent diminishes the caregiver’s quality of life
and quality of patient care. Health planners should therefore consider the challenges and sufferings faced by family

competing interests exist.

Open Access: This is an open-access article distributed
under the terms of the Creative Commons Attribution-
NonCommercial 4.0 International License (CC BY-NC 4.0)

Introduction

Suffering is a common sensation that all
humans go through in their lives, particularly when
they face stressful situations while caring for loved
ones. During a major sickness, the agony is amplified.
Family caregivers must deal not just with their loved
one’s illness, but also with the prospect of their loved
one’s death. For the quality of life, this end-of-life
disease has a higher impact on family caregivers than
it does on patients [1], [2], [3], [4], [5], [6], [7].- Family
caregivers’ quality of life ranged from medium to bad,
particularly for those caring for end-stage acute cancer
patients [6], [7], [8].

Families often become crucial providers of
support and practical help during iliness, especially in
palliative care [7], [9], [10], [11]. More than half of carers
in home-based palliative care settings have suffered
since they handle a significant portion of the patient’s
care [7], [12], [13]. Suffering can be severe and terrible,
leading to a desire for end-of-life care [9], [12], [14].

caregivers and should seek to obviate them through plans.

Patients and their family carers have been
identified as being affected by the increased suffering
experience [9], [15]. Caregivers often bear a burden
that is greater than or equal to that faced by end-stage
cancer patients. Even though family caregivers make
significant contributions to care, they frequently feel
neglected when their needs are overlooked by health-
care professionals. The truth is that the family caregiver
suffers just as much as the sick [16]. Secondary
patients are family caregivers who must take care of
their requirements while being monitored by healthcare
providers [17]. The medical care provider frequently
overlooks the requirements of the patient and caregivers
to ensure that the patient’s needs are satisfied [6], [18].
The experiences and suffering of caregivers of terminally
ill cancer patients will be discussed in this study.

Concepts and types of suffering

When perceived risks to themselves and their
integrity are not met with enough resources of coping
methods, including personal or psychosocial strategies,

Open Access Maced J Med Sci. 2022 Jun 15; 10(E):1623-1629.

1623


https://orcid.org/0000-0001-6403-7767
https://orcid.org/0000-0001-7140-6006
https://orcid.org/0000-0001-9257-3735
https://orcid.org/0000-0001-5449-6062

E - Public Health

Public Health Education and Training

family caregivers suffer [14], [15]. To comprehend their
suffering, the idea of holistic suffering, which includes
physical, psychological, social, and spiritual elements,
might be applied. The Psychosocial Suffering Model can
be used to describe the relationship between suffering
and interpersonal experience in terms of coping
strategies and interpersonal experience in care [15], [18].
The psychosocial suffering model also describes the
stress link between patients and caregivers, as well as
patients, caregivers, and health-care providers, where
one individual’s stress affects the stress of others.

Several researchers have identified several
types of family care suffering to better understand how
carers suffer while performing their duties. Physical,
psychological, social, and spiritual anguish are some of
the problems that families face [10]. Caregivers’ bodily
symptoms and limitations are referred to as physical
suffering, while anxiety, depression, sleep problems,
confusion, concentration difficulties, nightmares, and
substance misuse are referred to as psychological
suffering [10], [17]. While social suffering refers to
empathic suffering as a result of patients’ distress,
care burdens, family conflicts, and stress associated
with health-care services. The suffering of end of life
caregivers can be divided into four aspects:

i. Physical aspect not aspects: Feeling the
patient’s bodily pain as well as the caregiver’s
physical pain.

ii. Psychological aspect: Burden of care, want
to be free of duties, receiving palliative care
support, dread of the future.

iii. Social aspects: Refers to a lack of social
activities, social help, and open communication,
as well as the resulting pain.

iv. The spiritual aspect: Refers to the patient’s belief
in spirituality, death, and spirituality after death.

Materials and Methods

Study design

In this study that is a part of a large study as a
doctoral thesis in social work, the descriptive exploratory
study design was used.

Study setting

The present study participants included family
caregivers of advanced cancer patients of home-based
palliative care, selected through purposive sampling
from a palliative care center in Kota Kinabalu Sabah.

Participant selection

Participants were purposively selected. They

were adult family members who were the primary
caregivers of persons diagnosed with cancer. All
provided written informed consent. We sampled for
maximum variation, sampling for diversity across socio-
demographic factors and relationship to the patient
(sibling, parent, spouse, and children). Participants
were considered eligible for inclusion in this study if they
had a minimum age of 18, being a first-degree relative
that lived with the patient and took care of him for at
least eight out of 24 hours each day, being responsible
for and competent in providing care for a cancer patient,
having no history of mental diseases and having the
ability to speak in Malay and English. All participants
were informed about the study and were asked to sign
informed consent. Verbal consent was obtained from
the family member with cancer.

Data collection procedure

Data were collected between February 2017
and Jun 2018 using semi-structured in-depth interviews
that continued until saturation of data. As agreed with
participants, each interview was conducted in a quiet
room in the hospital with the presence of a participant
and the first researcher at the time agreed with the
participant. With prior permission from participants,
all interviews were recorded on an MP3 recorder. The
interviews started with the question

“Can you tell us about your experience while
caring for patients?” or “Can you share with us about the
experience of suffering you experienced while caring for
a patient?” and continued with more probing questions
such as ‘Could you please expand on that?’ and ‘Could
you say more about that?” were asked based on the
participants’ response, to further enrich the information.
Eachinterview lasted between 40 and 80 min. This cyclical
process proceeded until data saturation was reached, at
which point study participants realized no new information
was being gathered [19]. This was accomplished by
interviewing a total of nineteen family carers of cancer
patients, with two more interviews undertaken for added
assurance. In addition to interviews, field notes were
obtained to complete the data collection.

Rigor

Dependability, credibility, conformability,
and transferability criteria were utilized to evaluate
trustworthiness in this study. Peer verification improved
dependability [20], [21]. So that three experienced
qualitative data analysts from outside the research
team reviewed all interview transcripts, codes, and
themes [22], [23]. Data collection from various sources
(interviews and observation in the form of field notes
taken during the researcher’s attendance in clinical
wards of the two medical centers), prolonged interaction
with family caregivers, and discussion of the findings
among the research team and some of the interviewees
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all contributed to the credibility of the study. Initial codes
were made available to participants to confirm and
identify valid codes. Transferability was strengthened
using a heterogeneous sample of the participants
with optimal diversity (diversity in terms of hospital,
and participants in terms of age, gender, and relation
with the patient). Confirm ability was established using
the memos to develop an audit trail of the research
activities that occurred through the research process.
For this purpose, all documents including interview
texts, coding process, and extraction of themes were
examined and confirmed by external check. Ethical
considerations: The present study was approved by the
ethics committee of Universiti Sains Malaysia (USM/
JEpem/17010061) and then conducted on obtaining a
letter of introduction from the university and obtaining
permissions from the palliative care. Informed written
consents were obtained from all participants who were
assured of the confidentiality of their data throughout
the study and in the publication of the findings and of
their right to withdraw from the study at any stage.

Research finding

The characteristics of family caregivers will be
shown in Table 1.

Table 1: Characteristic of family caregiver

Total of caregiver 7 persons
Gender

Men 2 persons

Women 5 persons
Age

<40 years old 1 person

40-50 years old 1 person

50-60 years old 3 persons

>60 years old 2 persons
Marriage status

Single/divorced 2 persons

Married 5 persons
Race

Malay 2 persons

Chinese 1 person

Kadazan Dusun 3 persons

Bugis 1 person
Religion

Islam 3 persons

Buddist 1 person

Christian 3 persons
Perhubungan dengan pesakit

Spouse 2 persons

Parent 2 persons

Son/daughter 2 persons

Sibling 1person
Time has taken care of

<1 month 1 person

6 months -1 year 5 person

>1 year 1 person

Experience of suffering among family
caregivers

After analyzing the data, 150 codes were
obtained by filtering all the data for those relevant to the
carers’ suffering. Family caregivers in the home-based
palliative care in Kota Kinabalu, Sabah is experienced
empathic suffering, powerless and hopeless suffering,
predictive suffering, compliance suffering, and barriers’
wrath.

Empathic suffering

Empathy is the ability to understand another
person’s situation from their point of view and feelings.
It is critical to engage in preventative maintenance
operations. It can be one of the major causes of
suffering. Empathy suffering is the pain that people
experience because of putting themselves in such
a predicament [18], [24]. The three categories of
empathy described in this chapter are seeing, hearing,
and anxiety empathy. Empathy through vision entails
perceiving the patient's symptoms, such as pain,
trouble breathing, dizziness, nausea, vomiting, weight
loss, loss of appetite, weariness, and so on.

This involves witnessing patients lose function,
such as the inability to walk, sit, move, eat, communicate,
or sleep, as well as witnessing patients grow despondent
after receiving a medical officer’s diagnosis and
prognosis. The concept of carers may be articulated in
this scenario when people empathize with the suffering
of end-stage cancer patients, but the help and support
they can provide is limited. Witnessing your loved one’s
ability to go from being able to do everything to being
unable to do anything affects the caregiver’s emotions.
An example of a family caregiver’s experience is:

“I's hardto see heisin pain... atfirst Doctor said
he had cancer and we were very surprised...
did not think he would get cancer... | am very
sad... the doctor said he will not live long...
very sad after that. ” (Caregiver 1)

Empathy is harmed by the caregiver’s fear about
the patient’'s discomfort, stress, treatment side effects,
and loss of nourishment, as well as caregiver anxiety
if the patient refuses the treatment. Some caregivers
are concerned about the patient’s death phobia. Some
caregivers worry about the patient’s fear of death.

“l do not know how long she will be sick...I'm
sad, i do not want to tell my sister about this.
| just kept the matter a secret... but 1 day. | told
my sister, and she was thinking about things
the same only we touch little on this article
very much because we are afraid ...... | am
afraid because maybe my sister will say: What
do you think? Is mother going to die soon?”
(Caregiver 3)

When caregivers receive bad news from a
doctor, empathy for listening is activated. When it's
rumored that the patient is nearing the end of his or her
life, they’re devastated. Serious blood results, illness
progressing and spreading, further treatment, or coma
are all outcomes. Hearing patients express a desire to
die, a misery they can no longer take, and a desire to
stop receiving therapy is extremely distressing.

“The hardest part is when he tells me about
the pain that he feels. | can’t see him in pain...
sorry, | look at his condition. | hope | can get rid
of the pain from his body and find where the
pain is and get rid of the pain. ” (Caregiver 5)
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Powerless and helpless suffering

The helpless caregiver is suffering as a result
of the lack of secondary aid as well as moral support
from other family members. Furthermore, caregivers’
that are lack of understanding about how to cope with
end stage cancer patients may feel hopelessness. This
is because most family not trained as a professional.
This scenario is exacerbated by a lack of moral
support from other family members, resulting in their
caretakers being neglected. This statement has been
demonstrated using the following verbatim:

“I know they have stopped the treatment... |
am also always by his side... but | do not know
what to do... What else to say?” (Caregiver 2)
“I am sometimes angry because | do not get
support from other families who live close by...
like not for any support or help to me. But | did
not tell them that doing need to come... to me
nda payah bah tell me what to do... You don’t
know what you need to do... what happened.
I’'m very disappointed with the other family for
not helping.” (Caregiver 6)

Suffering that can be predicted

This suffering happens before the loss. There
are two sorts of losses: death-related losses and
patient-related losses. The pain of prophecy caused by
impending death can be separated into three categories:
Perception, cognition, and emotion. Perception refers to
the patient’s awareness of his or her incurable sickness,
the fact that stopping therapy extends life and knowing
and seeing the patient’s more chronic condition, which
includes a lack of appetite, speech, and sleeps for the
most part.

The caregiver’s cognition refers to how he or she
expresses various hopes and views. Many caretakers
hope that the patients improve and that things return to
normal. Some caretakers hope that patients will continue
to fight and recover while being healthy, positive, and
living longer. Denial, rejection, and acceptance are all
aspects of cognition, in addition to expectations and
beliefs. Grief is expected as a result of the death of a
present or future patient. This is due to caregivers’
inability to accept comments and move on without the
presence of a patient. The following text exemplifies the
anguish of this prophecy. The suffering of this prophecy
can be seen through the following verbatim:

“I sleep next to mama every night... my sister
always asks me to go back and take a rest. I'm
reluctant to drive back... | won’t always stay
with mama... because when she is happy | am
also happy... we can feel happy together...
and when she feels sad.she only shared the
feeling with me... | want to stay with mama...
sometimes | feel unwell and still... it doesn’t
matter... not for a long period... when she is

gone | won't feel guilty because | have done
my best for mama. ” (Caregiver 3)

“I regret it now... why did | am not a nurse??...
| have a lot of experience related to taking care
of others... what can I do? I’'m old... helpless in
doing something like before.” (Caregiver 5)

Compliance suffering

a. This suffering of compliance is linked to the
caregiver’'s burden of caring. The burden
of companionship, the burden of functional
help, the financial burden, and the burden of
entertaining are the four categories of burdens
that have been recognized. The burden to
accompany the patient

Most caregivers should spend the majority of
their time with the patient to provide moral support.
This is because most patients are fearful and require
company. As a result, the caregiver desires to be with the
patient and provide care until the patient passes away.
This load is reflected in the caregiver’s 4 statements:

“This is my first experience taking care of
him. | have a lot to learn. | need to learn how
to take care of him, take care of him eating
and drinking, bringing him to take shower...
| need to take care of everything... | will also
accompany him to encourage him to stay
alive.” (Caregiver 4)

b. Burden to entertain

Caregivers describe the challenges they face
in keeping patients happy and not expressing
their emotions in front of them. Even though the
caregiver gives psychological support, many
patients remain sad, and always grieve. The
following is a statement from caregiver 7: “I do
not want him to see me crying in front of him...
so | do not want to show anything in front of
him... somehow | want to see him happy. | will
always take him anywhere like going shopping,
gathering with family and eating... | know that
| am the only one that next to him... if | was
there with sad feeling... | think | might make
him sad again. ” (Caregiver 7)

Barriers’ wrath

The barriers’ wrath when a caregiver confronts
an external difficulty while caring, it is referred to as
suffering. These obstacles are broken down into three
categories: Patient-related barriers, family-related
barriers, and health-care-related hurdles. In barriers
relating to the patient, the caregiver expressed a high
level of patient dependence on the caregiver, as well
as the patient’s incapacity to rely on others. Some
patients require medical attention. Some patients require
24-h care, particularly when the patient’'s condition
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deteriorates and the disease’s symptoms become more
complicated. This disorder has an impact on the patient’s
emotional and mental well-being; for example, the patient
may become moody and desperate to continue therapy.
Some patients express a desire to die because they are
in unbearable pain and believe they become a burden to
their families. Furthermore, concerns about patients’ lack
of appreciation were raised. This is because patients
continue to complain despite the caregiver’s attentive
performance of their duties. Some patients do not
consider and appreciate caregiver assistance. Caregiver
1 is affected by this situation:

“Sometimes it is difficult to take care of sick
people. They are always moody and unstable...
sometimes we have to do our best for them...
but sometimes when they are not in a good
mood, what we have done are all wrong...
everything is not good... sometimes what | do
is not appreciated by them...” (Caregiver 1)
“Do you know the range of his hemoglobin?
It was 3... when | ask my son to go to the
hospital... he was so angry and said that |
need to understand his condition. He keeps
on reminding me that his condition is critical...
nothing will change if | bring him to the
hospital... even if he goes to the hospital, his
illness will not improve.” (Caregiver 4)

Patients’ families play a vital part in their care.
Because each family member has different beliefs and
opinions on numerous subjects, such as care goals,
treatment alternatives, and level of involvement, there
are barriers between them. When it comes to caring,
there is conflict when some family members want the
patient to fight for his or her life while others want the
patient to leave quietly. Some family members will
feel compelled to continue conventional treatment
while others will advocate for attempting alternative
treatments. Furthermore, when each family member
has their recommendations, the matter becomes much
more problematic. Some family members were not fully
involved or did not care about the patient, according to
the caregiver. Due to differences in their levels of family
involvement, family members don’t always talk.

The three concerns mentioned under the
obstacles to healthcare include challenges connected
to information, interaction, and institutions. Patient
development and a lack of medical information are
linked to information-related difficulties. Because they
did not receive a thorough explanation of the matter
from the relevant parties, caregivers expressed their
concern about the negative effects of a treatment
given to patients such as chemotherapy and morphine.
Furthermore, many people are uninformed of their
patients’ most recent developments due to a lack of
opportunities to meet with doctors who treat them.

A huge number of doctors treating patients also
makes it difficult for caregivers to make references and
have talked about the patient’s condition because there

are lot of other cases and tasks for them to look into.
When it comes to interaction concerns, it is about the
pain that caregivers go through when they learn that the
patient is nearing the end of his or her life. The patient’s
low life expectancy has come as a shock to many carers.

When doctors say there is not much that can
be done or that there is no hope, the situation becomes
even worse. This creates a sense of abandonment, as
though doctors have abandoned their patients. The
caregiver also believed the patient was left in the ward
without receiving any medical attention. Loneliness and
alack of sensitivity in communication are exacerbated by
dialogues that provide no hope, even in dire situations,
adding to the caregiver's agony. Some caregivers
are so overworked that they no longer want to hear
unpleasant news about their patients. Less empathy is
also portrayed in the subject of hurdle grieving.

Some carers believe that health-care
professionals are unwilling to assist their patients. Some
healthcare workers appear to be emotionless because
they appear to be solely focused on performing their
responsibilities rather than giving the patient their complete
attention. When taking blood, for example, they conduct
their task rapidly without paying heed to the patient's
tension. Caregivers remark that some employees do
not behave incorrectly because they do not listen to the
circumstances and adapt their treatment accordingly. The
following is the statement in response to this situation:

“My father and brother are also in the medical
field, they are very firm in medical intervention.
| told them that | was going to try something
else I've talked to a lot of patients who have
recovered by eating herbs... why don’t
we try...? but they prevent me to try other
alternatives. | was disappointed with their
attitude and very angry.” (Caregiver 4)

“l feel disappointed with them... we have a
brother jack... and if you do not want to spend
time with him what is the meaning of having
own siblings?”(Caregiver 2)

In terms of institutional difficulties, carers also
complain about having to wait a long time for a doctor’s
visit. This is a difficult scenario because they must visit the
hospital multiple times to see a doctor. The environment
setting was also highly noisy, according to the family
caregiver, making it impossible for the patient to sleep
effectively. The caregiver in the palliative ward considered
the ward as a place to wait for death. When they watched
many people dying and dying in the ward, this situation
emerged. Patients and caregivers alike are terrified by this
illness.

“That does not mean the nurse here is not
good... but they have other duties... they
also can’t afford to take care of them for
24 Hours.”(Caregiver 5)

“l have asked for help with the same charity
but could not... they said | have many things
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like | should not subscribe to Astro, | should not
have property or assets. The question is asked
based on the application form. That's why I'm
lazy to ask for help... | get angry when things
are so questioned... do they think | don’t need
to think about myself? ” (Caregiver 6)

Suffering among family caregivers is divided
into four categories: Physical, psychological, social,
and spiritual, as well as dimensions of existence or
spirituality [15]. Caregivers’ burdens, such as the burden
of accompanying patients, the burden of functionality,
the burden of finance, and the burden of entertaining,
are consistent with the descriptions of various tasks
performed by caregivers in providing support to the
dying individual, such as caring for the patient’s physical
well-being, managing complex symptoms, arranging
and managing care by other services, acting as the
advocate for the patient, and decision-making [14], [25].
Suffering associated with caregiver burden is now
referred to as compliance suffering, which arises when
the caregiver’s burden increases or when there is a
conflict between the caregiver’s different duties and
responsibilities as a parent, employee, and caregiver.
Continuous measurement of caregiver load is critical in
sustaining caregivers’ psychological well-being for this
purpose.

In addition, caregivers confront a variety of
problems from patients, families, and health-care
professionals. This remark falls within the category of
obstructive suffering. When the patient’s medical and
psychological state gets complex, when the patient’s
requirements conflict with the caregiver's demands,
and when family members and caregivers disagree,
caregivers are said to suffer.

Many studies have found differences of
opinion between caregivers and patients for explaining
diagnosis and prognosis [13], the use of life-sustaining
treatment [16], places of care, and places for
deaths [5]; Stajduhar, Allan, disagreements among
family members on treatment options, particularly
the type of treatment required for patients, add to
treatment limitations [26]. Family reunions must be
well-organized to solve this difficulty. Empathy has a
crucial role in many care partnerships [24]. Caregivers
must be able to communicate with and comprehend
their patients [24]. Many caregivers suffer because of
this empathetic link. Because carers are afflicted by
mortality and losing patients in the future, suffering
among caregivers exists before the loss of patients.
They are constantly considering what will happen in
the patient event’'s of absence and when the patient
dies in the future [27], [28], which focuses on the five
stages of grief (denial, anger, bargaining, depression,
and acceptance), this chapter focuses on the three
categories of grief: Perception, cognition, and emotion.
Hearing news about terminal phase disease or seeing
a patient’s death is referred to as perception of this
topic. Acceptance of the patient’s loss refers to the

stress produced by the separation that occurs before
the patient passes away [29]. As a result, attention and
information about the patient’s condition are needed
at an early stage before the patient’s death, besides
offering support to the caregiver after the patient’s
loss during death. Caregivers often feel powerless
and alone because they do not know what to do, say,
or expect, and they do not have support from family,
friends, or medical professionals. This encounter is
linked to the patient’s perception of suffering, that the
patient is dying, and the caregiver’s feelings of [30].

Conclusion

Finally, caregivers suffer in the same way
that patients do. Their pain is undetected by health
care providers and even by themselves. Caregivers
suffer as a result of their empathy. Their pain is
undetected by health care providers and even by
themselves. Caregivers suffer as a result of their
empathy. Every family member in the field of palliative
care and medicine, as well as in the field of assisting
professions such as social work, should have the
ability to empathize. Caregivers’ pain can be termed
as silent suffering, and it hurts their quality of life. As a
result, family members, healthcare practitioners, and
persons in the helping profession should pay special
attention to and support this group. Family caregivers
should also receive training, information, and skills in
coping with cancer patients who are nearing the end of
their lives.

In addition, professionals in the helping
professions, such as social workers and counselors
who work in medical facilities, must provide emotional
and psychosocial assistance. To avoid affecting their
psychological well-being, family carers should be
provided instruction in coping skills that can be utilized
to deal with their pain. In addition, to make the care
process easier, systems connected to patient medical
information and practical support resources, particularly
equipment, must be upgraded.
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