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ABSTRACT

Objective: The aim of the study was to explore the lived experience of caregivers providing home care for terminally ill family
members, with the objectives of describing their experiences of caring for relatives who are terminally ill with cancer and the
needs of home caregiving in Bahrain.
Methods: The study adopted a Heideggerian, hermeneutic phenomenological design, with a purposive sample of eight family
caregivers. Data was generated through one to one, in-depth interviews and analyzed using Interpretative Phenomenological
Analysis.
Results: Three main themes emerged from the data: (1) the burden of care, (2) comforts, and (3) coping. The findings showed that
the lived experience of home caregiving includes physical, emotional and financial burdens, combined with a lack of professional
support. The collective experience was infused with intense emotions because of a lack of structured support, resulting in negative
emotions that frequently affected the caregivers’ well-being and their ability to care for the ill person. Nevertheless, caregivers
tried to maintain care and comforts for their terminally ill relative in the home. They adopted the home environment, arranged
resources to ease caring and provided psychological care. Caregivers utilized three coping mechanisms, faith, personal strategies
and distribution of the care responsibilities among family members.
Conclusions: Caregivers were not prepared for the commitment and burdens of home care when a family member is terminally
ill. A recommendation from the study findings is that training be offered on nursing care before patients discharge. In addition, a
reactivation of the palliative care clinic hotline service would support family caregivers. A further recommendation is that home
nursing care and hospice services be established to improve homecare services for family caregivers in Bahrain.
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1. INTRODUCTION
In the Kingdom of Bahrain, 5,966 Bahraini were diagnosed
with cancer in the period from January 1998 to December
2011, 426 cases on annual average.[1] Breast cancer was the
most prevalent cancer in females while in males it was lung
cancer.[2] Cancer is the fourth cause of death in Bahrain.[3]

The Ministry of Health (MOH) Bahrain has adopted a strat-

egy of shorter hospital stays which places most of the patient
care responsibility on families. Additionally, one of the pri-
orities identified by MOH is to investigate the burden disease
places on families and society.[4] In a palliative care phi-
losophy the family is considered the unit of care.[5] People
who are terminally ill require complex care. Frequently this
is the responsibility of family members as the ill persons
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are too sick to manage their own care and are dependent
on family caregivers.[6] The literature attests to the numer-
ous challenges experienced by caregivers delivering home
care.[6–15] Providing care for terminal cancer patients at
home causes immense physical and mental exhaustion to
the caregivers.[14, 15] As a consequence, family caregivers
develop physical and psychological illnesses during caregiv-
ing.[6, 7, 14–16] In addition, they report unmet needs.[16–19]

Background
Systematic reviews of qualitative and quantitative literature
concerning relatives requirements caring for family mem-
bers at the end of life care, Funk et al.[11] and Stajduhar et
al.[13] documented that relatives have complex needs dif-
ferent from the people they are caring for, and should be
treated as individuals with unique needs.[17–19] Frequently
caregivers experience giving care as a burden because of
the responsibilities involved in helping the patient survive
the journey of cancer, or alternatively to have a peaceful
death.[6, 7, 20] In addition, carers frequently engage in home
care for a sick relative while simultaneously working outside
the home full time. Ultimately, the burden of care disrupts
the caregivers personal needs and social relationships. Fur-
thermore, caregiving may cause feelings of frustration and
guilt if the caregiver fails to fully meet the patient’s needs.[15]

According to Hudson and Payne[10] research studies in home
based palliative care need to be carried out in order to as-
certain how much support and assistance is given by health
institutions to support family caregivers. It is imperative
for nurses to assess the needs of the patient’s family prior
to discharge to ensure effective care provision at home that
will alleviate patient as well as family suffering.[5, 16] In-
terestingly, international studies reported unmet needs de-
spite the availability of home nursing care and hospice ser-
vices.[15–19, 21] Through professional interactions with the
family members caring for terminal cancer relatives, the first
author became aware of the difficulties relatives experienced
in providing home care for terminally ill relatives. Moreover,
currently there is no home care hospice services available to
the Bahraini population. This was the impetus for the current
study.

2. RESEARCH DESIGN
A qualitative research design and in particular a Heideg-
ger hermeneutic phenomenology was adopted. A purposive
sample of eight caregivers was used to generate data. Data
analysis adopted the framework of Interpretative Phenomeno-
logical Analysis (IPA) of Smith et al.[22]

Participants had to be the primary caregiver of a cancer pa-
tient who was diagnosed as terminally ill and who was attend-

ing the oncology outpatient clinic or who had being admitted
as an in-patient. In addition, the caregiver needed to be an
adult, over the age of 18 years, and was willing to participate
in the research and had given written informed consent.

Ethical review and access was obtained from the university’s
Research Ethics Committee (REC) and from the hospital’s
REC. Participants were accessed in the oncology outpatient
clinic through the palliative care nurse as they accompanied
patients’ to regular clinic appointments. Some caregivers de-
clined to participate for various reasons. For example, some
could not give the time for the research interview, while an-
other female caregiver refused to participate because of the
audio recording; hence only two participants were recruited
through the oncology outpatient clinic. Ultimately partici-
pants were recruited by the first author from the oncology
wards and one private/general ward. At the time of the study,
the first author was a senior staff nurse in the health institu-
tion; however, she was not known to most of the caregivers,
and was not involved in their care, thus, caregivers did not
feel obliged to participate in the study. Nevertheless, she
was directly involved in the care of two participants from the
sample as the patients were admitted in the private/general
ward where she worked.

The first author provided participants with an information
sheet that explained the purpose of the research. Following
this they were requested to sign an informed consent form
giving their permission to participate in the research. The
informed consent contained detailed information about the
participants’ rights of anonymity, confidentiality, privacy,
the right to withdraw besides the safety and storage of data
following the guidelines in Schneider et al.[23] Participants’
names were not used; instead a code number was assigned
for every participant. The consent form clarified that the
interview would be audio recorded and that the participants
had the right to ask for the recording to be returned to them
or be destroyed and not to be used, provided this request
was made within 4 weeks of the interview. It was noted in
the consent form that on completion of the study, audio files
would be destroyed in compliance with the MoH regulations.
Recordings were stored in a password protected computer
file for data analysis. The consent and information sheet had
been translated into Arabic.

Data were collected through one to one, in depth interviews.
An interview topic guide was constructed prior conduct-
ing the in depth interviews as suggested by Smith et al.[22]

The topic guide consisted of fourteen topics with additional
prompt and probe questions as recommended by Smith et
al.[22] The questions aimed at capturing the lived caring ex-
perience of caring at home. The topic guide was reviewed
by the second author who helped in modifying the questions.
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The order of the questions was also a consideration. The
questions that would incite emotions were revised in order
to avoid provoking participants’ feelings, especially at the
beginning of the interview. A decision was taken to move

these toward the middle and end of the schedule (see Table
1) where they hopefully were not experienced by participants
as upsetting. All interviews were conducted in Arabic.

Table 1. Interview guide[24–27]
 

 

Code of participant:                                                               Age: 

Gender:                                                                                  Marital Status: 

Contact Number: 

1. Could you tell what is it like to be the caregiver of a patient with terminal cancer? 

2. Describe the best day in the caregiving experience at home. 

3. Describe the worst day in the caregiving experience at home. 

4. How do you manage to cope with caregiving on a day-to-day basis, how do you deal with it? 

Prompt: Do you have particular strategies for helping you? Ways of coping, practical, mental. 

5. What are the family needs to care for patient at home? 

6. Who provide those needs? 

7. What do you find helpful in the care giving experience? Have you used outside resources and services for help and information? 

8. What do you find unhelpful in the care giving experience? Have you felt you needed more help or information on any area so far?  

9. What is the impact of caregiving experience on your?  

-Mental status 

-Health 

-Life 

-Relationships 

-Social life 

-Work 

-Financial status 

10. Does the experience bring you closer to the patient or does it distance you more? 

Prompt: Can you tell me more about that? 

11. What one word will best describe how you felt about the patient diagnosis of terminal cancer?  

12. How do you do you feel caring for your relative knowing that he/she may not recover?  

13. Do you feel that you have gained a lot through caring for your relative?  

Probe: Explain. 

14.   Is there anything you can tell me that would be helpful to other people in a similar situation and that may help them? 

 

The first question was broad and general: “Could you tell
what is it like to be the caregiver of a patient with terminal
cancer?” Usually carers described the feelings associated
with caring in response to this question. When the carer
did not fully describe the story of the home caring experi-
ence, the researcher asked: “Describe a full day, what do
you do for the patient from morning till night?” The answer
always produced a narrative that illuminated the phenom-
ena under investigation. Generally, participants responded
freely and openly to the questions that were used to elicit
their experiences of caring. The use of prompt and probing

techniques for example: “Can you tell me more about that?”
and probes like: “What happened after that? were focused
on uncovering the caregivers’ needs and their struggles.” The
researcher designed the questions following a review of the
literature[24–27] and also based on her professional expertise
in this area. Following the pilot interview and a review of the
data generated by both authors the interview schedule was
slightly modified, especially in relation to the sequencing of
the questions. The questions that may have incited emotions
were modified with the help of the supervisor to avoid caus-
ing undue emotional distress, and they were moved towards
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the end of the schedule. For example, Q11: “What one word
will best describe how you felt about the patient diagnosis
of terminal cancer?” and Q12: “How do you feel caring for
your relative knowing that she/he may not recover?” Prior to
asking these questions, the researcher alerted the participants
that they may find the coming question difficult; this strat-
egy worked well to neutralize any shock a participant may
experience if the questions were asked without preparation.
Understandably, all participants found it difficult to answer
both questions without expressing sadness. Three female
participants cried and the interview was adjourned. Support
was given and the participants were asked if they wanted to
stop the interview process but they decided to continue. The
researcher sensed the pain and sorrow of one male participant
by the tone of his voice. Despite all the sadness participants
were able to proceed with the interviews. The last question
was changed following the pilot interview to: “What do you
wish to happen to the oncology health services in the future?”
The researcher used pilot interview to help her in assess-
ing the quality of the constructed questions. The researcher
found the questions reliable and valid as they generated data
that answered the research question.

The first author interviewed the primary caregivers of termi-
nal cancer patients; the interview was conducted in a private
room to maintain privacy. The primary carers were inter-
viewed alone away from the patients to allow them to freely
articulate their experiences. In one instance, the primary care-
giver was interviewed in the presence of the patient, because
the caregiver was also a patient, who had been admitted with
advanced cancer. In this particular case both were caring of
each other simultaneously. The interviews generally lasted
between 52-113 minutes. All were audio recorded using
a voice digital recorder. Additionally, the first author used
memos to record important body language during the inter-
view.[23] Some participants reported feeling relieved as a
result of interviewing.

2.1 Participants
According to Eatough and Smith[24] and Smith et al.,[22] IPA
studies are usually conducted using small number of partic-
ipants because the exhaustive analysis of every transcript
takes long period with the aim of producing detailed expla-
nation of the lived experiences. Thus, IPA is described as
an idiographic form of examination, striving for a careful
analysis of cases more than aiming for generalizations. IPA
sacrifices breadth for depth by its commitment to a detailed
interpretive account of case by case analysis. This may logi-
cally be achieved using very small number of participants. In
fact, Smith is recently advocating the detailed examination
of a single case study.[22, 24]

In all eight family caregivers were recruited between the
oncology outpatients clinic, the oncology wards, and a pri-
vate/general ward. The average age of the primary caregivers
was 43 years. Five were females, with three males, all caring
for relatives who were terminally ill with cancer. Partici-
pants familial relationships were sisters (2), daughters (2), a
brother, son, father, and a wife. The patients were diagnosed
with Breast, Ovarian, Brain, Lung, Bladder, and Thyroid
cancer. All had metastasis. More details about participants
length of care and ability of patients are presented in (see
Table 2). Data saturation was reached when interviews gen-
erated repeated information.

2.2 Data analysis
IPA was used to analyze the data (see Table 3). IPA was
developed as a distinctive analysis approach for qualitative
research in psychology.[28] It is intertwined with the theo-
retical underpinnings of phenomenology and hermeneutics,
which is the methodology of this research. Based on Hei-
degger’s hermeneutically philosophy, the relationship be-
tween individuals and their world is hermeneutic deduced
as a hermeneutic circle.[24] Hence, IPA is a two stage in-
terpretation method that helps the researcher make sense of
participants making sense of their experiences; this is called
double hermeneutic.[29]

2.3 IPA
IPA is informed by three key concepts, Phenomenology,
Hermeneutics and Idiography.[22] Thus, in presenting and
discussing the findings the analyst is guided by the hermeneu-
tic circle that moves from the part (individual case) to the
whole (group level) and idiography focuses on the particu-
lar to uncover the phenomenon of interest. Therefore, the
reader will witness the appearance of shared experiences
with occasional light shed on what is unique in the individual
stories. Table 2 provides an idiographic representation of the
caregivers’ unique stories in keeping with IPA concept of
ideography.[22]

The first author translated the interviews into English. She
transcribed the interviews verbatim in order to immerse her-
self in the participants’ experiences which helped to fulfill
step one of IPA analysis which is reading and re-reading.
The translation and transcribing process was lengthy and
involved an investment of time. “Express Scribe Software”
helped somewhat to speed up the transcription process. It
took the first author a month to translate and transcribe all
the interviews, a process which assisted her in being con-
fident that she had truly immersed herself in the data and
which oriented her to the participants’ life world in the initial
interpretation of data.
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Table 2. Idiographic representation of caregivers’ stories

 

 

 

Participant  

Information 

Patient’s 

Diagnosis/Age/Gender 
Length of Care & Ability of patient What is unique about their stories... 

1. Sister  

48 yrs/Female/ 

Not working 

54 yrs/Female: 

Two primary cancers, Breast 

and Ovarian CA with liver & 

abdomen lymph nodes 

metastasis on palliative 

chemotherapy since 2002 

Walking patient, she can eat & go to 

toilet, however, when in pain ADL 

become very limited. Caregiving 

duration is 10 years. 

The Family of Cancer Story: 

Three sisters had cancer in this family. The caregiver is also advanced cancer patient. 

She forgot her sickness; she refuses to leave her sister. When interviewed, she was 

schedules for surgery and chemotherapy and delayed her treatment because her sister 

was sick, receiving chemo. for pain control. The doctor insisted that she must start her 

treatment as he was afraid she may deteriorate.  

“I hate the hospital because I have to come every day. Today morning when I came I 

was hiding my tears from her. I feel finish I am fully overloaded.” 

2. Wife  

30 yrs/Female/ 

House Wife 

Brain Tumor, Glioblastoma 

grade 4 with progressive 

disease, MRSA/42 yrs/Male 

Dependant, he had difficulty walking, 

urinary incontinence, difficulty 

concentrating. Patient used to be wet all 

the time needing bathing & changing. 

Caregiving duration is one year.  

“A huge big burden” Story: 

This case is estimated as the most difficult caring experience. The patient was 

dependant “he had difficulty walking” so the participant kept on repeating: “I suffered 

a lot with carrying and helping him to set.” The patient had urinary incontinence so she 

spends her day in the bathroom as the patient gets wet all the time, hence frequent 

bathing and changing. To add more pressure, patients brothers were controlling in 

nature, they did not allow her to arrange resources to ease caring. There was no help 

given to her and she could not even take break. 

3. Daughter 

42 yrs/Female/ 

House Wife 

CA Lung with liver 

metastasis for supportive care 

with SOB and poor feeding/ 

77 yrs/Male 

One month, first hospital admission in 

patient’s life. Bedridden, blind, needs 

to be carried to bathroom for bath. 

Caregiving duration is one month.  

The Cooperative Family Story: 

All the family shared in the caregiving experience. Patient had many carers. Sons, 

daughters, brothers and sisters in law and their children. All cooperated to collect 

money, buy things for home caring. The patient prefers home so the family took him 

home although it was risky but as the carer said:  

“People say keep your father in the hospital it is more comfortable for you; I said it is 

more comfortable for us but my father is not comfortable since my father is not 

comfortable we also are not comfortable.” 

4. Sister  

54 yrs/Female/ 

Retired 

Breast CA with metastasis of 

mediastinal lymph nodes. 

Presently 3rd time 

recurrence, scheduled for 

chemotherapy & mastectomy 

since 2000/48 yrs/Female 

12 years, patient can do most ADL on 

her own. When tired or stressed, she 

needs assistance. 

Suffering with pain and worry:  

The caregiver had tumor in 2000 but she kept quite because her sister at that year was 

diagnosed with cancer and was under treatment. She kept quiet until her sister finished 

treatment. She spoke about her cancer only when it became advance. When diagnosed 

she was stage 4. Although suffering with severe pain, she is caring for her sister. She 

said: 

“I forgot myself. I wish their sickness for me not for them.” 

The patient does not allow the caregiver to give her care so they always quarrel.  

5. Brother  

56 yrs/Male 

CA Bladder for supportive 

care/72 yrs/Male 

21 years, he was walking though during 

the whole period, only required 

companion to doctors’ visits, since one 

year & four months the patient became 

bedridden.  

The story of caregiver who could not cope: 

The patient is bedridden, had no children. His wife is also advanced cancer patient and 

bedridden as well. The family took the patient home, arranged all resources for care, 

however they had no one to give on-going care so the next day they brought patient 

back to the hospital. That’s mean they give home care for one day only. The patient had 

no children; additionally his wife was also suffering from advanced cancer and also 

bedridden: 

“We do not have anybody to care for him. He make dirt on himself, he needs caring and 

we do not have anyone to care for him and his wife is also sick, laying on bed, she is 

already been cared for. She needs a nurse, both of them need.” 

6. Son 

28 yrs/Male/ 

Journalist 

CA Breast with multiple 

metastasis, Rt. shoulder 

pain/54 yrs/Female 

6 years, she had difficulty carrying 

heavy things, c/o body pain, reduced 

activity, but she remained active.  

The carer faced many challenges with the healthcare system. The palliative care 

service was stopped. The doctor was not available, a new Dr was assigned who was not 

approachable and overloaded: 

“It was a big problem for me, that the Dr could not answer because the Dr was changed 

and the new one was not available, it was difficult to see him and when you come  for 

him he says million patient. No one solved this problem for me if she develops a 

breathing problem how could I solve it? There was no answer and I used to live in 

anxiety because of this problem only how can I face it at home?” 

7. Father  

62 yrs/Male/ 

Retired 

Medulloblastoma, grade 4. 

Brain Tumor underwent 

craniotomy in 2009 

4 years, weak balance in walking, after 

operation he needed assistance to move 

him from place to another.  

The recovered patient: 

The carer was coping well his main problem was fear that cancer returns: 

“Yes I am afraid God willing it won’t come back. I feel anxious sometimes but this is 

in God’s hand.” 

8. Daughter 

28 yrs/Female/ 

College 

student 

NHL, metastatic papillary 

CA thyroid, poor feeding, 

reduced activity DM, HTN. 

72 yrs/Male 

One year, bed ridden, needs assistance 

with mobilization, bath, offering urinal, 

wound dressing for bed sores, offering 

food, water, medicines, he does not eat 

anything, he drink milk only.  

This carer cares for her father (patient), mother who is diabetic, and takes care of home 

matters.  “My eating reduced a lot. I lost a little weight. I started to forget a lot in a 

strange way. I forget a lot everything. Many times we were about to get fire at home 

because I cook and forget the cooked, I get distracted by home duties and I forget. I get 

headache because of not sleeping when I sleep it relieves.” 

MAXQDA computer software was utilized to speed up the
process of analysis as it supports IPA according to its devel-
opers. MAXQDA helped to manage the data more efficiently.

All interviews were stored in one place, allowing the first
author to open all interviews transcripts simultaneously, con-
sequently facilitating movement between interviews. This
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helped in simplifying the process of searching for connec-
tions across emergent themes (step four of IPA) and in look-
ing for patterns across cases (step six of IPA). In addition,
this gave the first author the opportunity to grasp a holistic
sense of all the interviews, a process that subsequently helped
in walking the hermeneutic circle gradually moving from the
part to the whole. Concept mapping focused on the research
aims helped to reduce the themes to four themes. Concepts
maps facilitated the searching for connections across emer-
gent themes (step four of IPA) besides looking for patterns
across cases (step six of IPA). Writing and rewriting the find-
ings draft with concept mapping, in addition to the help from
the second author, themes were reduced further to three main
themes. To ensure rigor and trustworthiness, Lucy Yardley
(2000) criteria for assessing the quality of IPA research was
followed as recommended by Smith et al.[22] It has four broad
principles: 1) sensitivity to context, 2) commitment and rigor,
3) transparency and coherence, 4) impact and importance.
Sensitivity to context was shown by constructing an inter-
view guide that focused on discovering the experience of
home care at the end of life and most of the questions were
taken from the reviewed literature.[24–27] One participant
added to the actual sample was interviewed for pilot study to
test the validity and reliability of the research questions used
in the interview. The interview guide was discussed with the
researcher’s supervisor who helped in modifying the ques-
tions that addressed participants’ feelings about knowing the
diagnosis and the subject of death. This sensitivity proved
to be correct during interviewing as participants found these
the most difficult to respond to during the interviews. A few
participants cried around the last questions, in this case the
interview was stopped and support provided.

Furthermore, the author used probe and prompt techniques
during interviewing to encourage participants to fully ex-

press their experiences. Transparency is about describing
clearly the stages of the research process, a decision trail and
research journal were used to explain the process of decision
making. Enlisting the assistance of experienced researcher is
called “Peer Debriefing” a strategy recommended to main-
tain rigor in qualitative research.[30] Table 2 presents detail
description of each participant story for clarity. The coher-
ence was maintained during the write up; several drafts were
written and were critiqued by the supervisor before the final
draft. The academic supervisor helped in ensuring that the
written text presented the data findings. In addition, the first
author used the consolidated criteria for reporting qualitative
research (COREQ)[31] checklist as a guide in reporting this
study. According to Tong et al.,[31] the (COREQ) checklist
may help researchers to produce detailed and comprehensive
qualitative reports. The significance of the research is that it
is the first study of its kind in Bahrain addressing the lived
experience of family caregivers at the EOL and Bahraini cul-
ture. It is hoped that the findings will be utilized to improve
the supportive services for terminal oncology patients and
their families in the home.

Table 3. IPA Framework[22]
 

 

Step one Reading and re-reading 

Step two Initial noting 

Step three Developing emergent themes 

Step four Searching for connections across emergent themes 

Step five Moving to the next case 

Step six Looking for patterns across cases 

 

3. RESULTS
Three main themes emerged from the data analysis: (1) the
burden of care, (2) comforts, and (3) coping. Each theme
consisted of several subthemes as detailed below (see Figure
1).

Figure 1. Themes and sub-themes
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3.1 The burden of care
All the caregivers experienced different challenges in giving
care to their ill relative. The carers described and experi-
enced many of these challenges as burdens that were of a
physical, emotional, and financial nature. All of which were
compounded by a lack of professional support.

3.1.1 Physical and emotional burdens
Caring for sick relatives at home involved caregivers help-
ing their ill family member to carry out activities of daily
living; this included bathing, changing, feeding, dispensing
medications and attending hospital for appointments. When
family members were bedridden, or mentally impaired the
caregivers faced additional challenges of care:

Participant 5: “We carried him with sheet to the bathtub, we
could not carry him with the wheel chair, we kept him in
the bathtub and he cried from pain, we gave him bath with
hot water, cleaned and washed him, and again he made dirt
second time, then again we carried him with sheet covered.”
(Brother of a patient with bladder cancer)

While caregivers were deeply concerned for their ill family
members, nonetheless, most of them experienced extreme
fatigue, with many of them developing symptoms such as
physical pain, insomnia, forgetfulness, headache, giddiness,
reduced appetite and weight loss:

Participant 2: “I got very severe back pain and legs pain. I
do not eat. I do not take breakfast, lunch, dinner, I get always
giddiness. I eat only light food. I do not have appetite and
I cannot eat. Actually, I do not have time to eat no time for
myself, I lost weight.” (Spouse of a patient with brain tumor)

It seems that caregivers were strained in their caring role
because of the caring responsibilities. Most of them had no
time to look after themselves. Few had other family mem-
bers or friends to enable them to take time out from caring.
Thus, many caregivers became sick themselves and those
who already had health problems deteriorated further. Partic-
ipant one was an extreme case of a family member playing
two roles. She herself was diagnosed with advanced breast
cancer, while at the same time she was the primary caregiver
for her sister who also had a diagnosis of advanced breast
cancer. She attributed her relapse due to constant nervous-
ness and worry about her sister. It was evident that caring
was emotionally draining for many of the carers:

Participant 1: “I cry a lot. I don’t eat. I feel she is sick and I
am sick with her. I get nervous, very nervous. Nervousness
kills me. I get nervous because I feel she is suffering and
in pain. I feel nervous; nobody talks with me as everybody
knows that I am nervous because I am worried. I don’t know
what to do to her; I want to do everything for her.” (Sister of

a patient with breast & ovarian cancer)

It seemed that many of the caregivers were emotionally dis-
tressed as a result of not knowing what to do to help the
patients. In addition to the burdens of physical and emo-
tional care, frequently a lack of financial resources added to
their concerns.

3.1.2 Financial burden
Most caregivers were required to arrange resources to ease
caring at home and help patients recover. In all cases medical
care required additional monies. In some cases the hospital
met some of the costs but frequently additional costs were
met by donations from other family members and friends:

Participant 3: “The cylinder & oxygen we should give a de-
posit of 75 BD. They said first 75 BD and will give you a
cylinder to take home. Since the Government is providing
the Gas free, the cylinder has to be given free, no need for
a deposit. My father’s oxygen needs to be monitored so we
bought a device that cost us 100 BD to check my father’s
oxygen, since the hospital has this device why do not they
provide temporary for the patient?” (Daughter of a patient
with lung cancer)

In general, caregivers did not face problems in arranging
resources; frequently relatives and friends donated money
even for extended medical care outside the country:

Participant 7: “When we took him Jordan the cost was high
but thank God the relatives, everyone donated money be-
cause the cost was around 6,000 BD for treatment so thank
God the relatives helped us, and good people.” (Father of a
patient with brain tumor)

3.1.3 The need for professional support
While relatives and friends helped in various ways, the partic-
ipants expressed the need for professional support and advice,
particularly for nurses to visit the home daily to assist them
with the care and to provide information:

Participant 3: “It is very important that nurses visit home, at
least the hospital sends a nurse. My father has few days left
and he wants to live that at home so at least they should send
nurses home for example three times to check him psycholog-
ically he will feel comfortable.” (Daughter of a patient with
lung cancer)

Participant (3) arranged a private nurse to help the family
at night, but the other participants could not afford it. All
of the caregivers managed all aspects of care on their own
without opportunities for respite, hence it was reasonable for
them to expect some professional assistance and expertise as
a support with their caregiving role.

Several caregivers described that it was not possible for them
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to meet their doctors and when doctors were available they
did not give needed information which made them anxious.
Hence, few participants established personal relationship
with the doctors and therefore received better assistance:

Participant 6: “It was a big problem for me, that the Dr could
not answer because the Dr was changed and the new one
was not available, it was difficult to see him and when you
come for him he says he have million patients. No one solved
this problem for me if she develops a breathing problem how
could I solve it? There was no answer and I used to live
in anxiety because of this problem only how can I face it at
home?” (Son of a patient with breast cancer)

Participant 2: “When I complained about the incontinence
they did not offer to arrange underpad or urinal. From my
experience I requested underpad and bed. I requested also
wheel chair but they told me 150 BD so I bought it from
outside. The doctor did not tell me about the bed although I
told him how would I raise his bed for feeding at home? But
he did not tell me about the bed. I was the one who requested
the bed. They did not even tell me from where to get, I came
and asked them. Also they did not teach me about feeding
the patient.” (Spouse of a patient with brain tumor)

The above data segments show that caregivers needed infor-
mation about symptoms that may appear at home and how to
manage those; unfortunately in the above cases, this informa-
tion was not given. Participant 6 appreciated the palliative
care clinic hotline service that he used to utilize to help him
resolve some of the challenges he experienced in caring for
his Mother; however, this service in Bahrain had recently
been cancelled because of internal changes. An additional
constraint for home caregivers was the lack of preparation
prior to the discharge of their relative to the home. Some,
however, had acquired care knowledge from previous ex-
periences of caring while others depended on relatives and
friends with nursing knowledge and some with professional
nursing experience.

Participant 8: “His son is working as a trained practical
nurse in an elderly house, he asked the Dr. and he told him
use ensure food supplement for him it is very good, so we
bought ensure and I feel he became better.” (Daughter of a
patient with non Hodgkin’s lymphoma & thyroid cancer)

3.2 Comforts

In spite of all the burdens of care, relatives strived to maintain
all kinds of comfort for their ill relatives. Adopting the home
environment and providing psychological care was central to
ensuring comfort for the ill person.

3.2.1 Adopting the home environment

Most caregivers arranged the home in a way that did not
stress the patients. Caregivers built new rooms, and redec-
orated houses. In addition, they maintained a serene at-
mosphere by avoiding quarrels and not sharing contentious
home matters with the patients. It seems that caregivers
tried their best to sustain a comfortable home atmosphere to
facilitate patients’ recovery.

Participant 6: “After her sickness, she could not go upstairs,
and if she could it would make her tired, so we built for her
in the home garden, a room in the ground, its door is to the
hall, bathroom, everything is down, no need for her to go
upstairs.” (Son of a patient with breast cancer)

3.2.2 Psychological care

All caregivers appear to understand the crucial role good
psychological well-being played in healing cancer patients:

Participant 3: “Once my father told me I feel upset. I do
not know what’s wrong with me because I’m not walking, I
cannot walk, I told him who said you cannot walk? you can
walk I will show you now that you can walk so I called my
brothers. I told them my father is upset let’s help him walk.
We carried him and made him walk with his stick; he likes
his stick when he holds it he feels he can walk. I let him to
walk and the oxygen tube reached the house door. I asked
my brother to bring the cylinder to the door, then I saw my
father became tired so I brought the wheel chair and kept
my father on the wheel chair and my brother dragged the
cylinder outside till the road. We kept my father on the wheel
chair and we kept the door open and I told my father look
straight in front of you. I asked the small children to play in
front of him so he could hear their voices, it was sunset time.
I told my father breath the God air. But we could not take
him faraway because the cylinder is heavy. I felt my father
became fresh, he felt he can walk.” (Daughter of a patient
with lung cancer)

The above data segment illustrated how this caregiver and
family worked together to give psychological comfort and
care to the ill person. Caregivers tried to take patients outside
the home even when they were bedridden. Others tried to be
present for the patients all the time.

Participant 6: “I must make myself free for some time only
for her. Morning I take breakfast with her; I talk and laugh
with her. At noon I must spend one hour, at night I must keep
one to half an hour to set with her. I must let her feel that
I am present, what has happened, anything wrong, I make
fun, go with her out for shopping, I take her Adhari park,
we walk like that, we go everywhere.” (Son of a patient with
breast cancer)
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Additionally, caregivers used laughter as a way to heal pa-
tients. Some caregivers played and made fun with the pa-
tients and others appeared to use laughter to conceal their
stress so patients would not notice their burden. According
to them this was to avoid causing stress to the loved one.

Participant 1: “I make myself like a clown; I want her only
to laugh. When she gets up from sleep she finds me changing
my face in a funny way, wearing makeup in a funny way, I
wear a funny very long dress, only I want her to laugh. I
know when she laughs she becomes a little better.” (Sister of
a patient with breast & ovarian cancer)

It appears that caregivers understood the significance of psy-
chological well-being for recovery and made every effort to
maintain this sense of well-being for the ill person even if
meant they had to suffer in silence:

Participant 8: “At the beginning, I always used to feel upset
and bored, when he sees me he says I make you tired, I better
die, you do not deserve this, carrying and putting me dawn.
So I thought if we do this and he sees that he would be more
sick.” (Daughter of a patient with non Hodgkin’s lymphoma
& thyroid cancer)

3.3 Coping

Caregivers devised coping strategies such as, practicing their
faith, developing their own personal strategies like regular
exercise, and distributing the care responsibilities to other
family members to help them in sustaining care for their
relative.

3.3.1 Faith

A believe in God was the primary mode of coping practiced
by all the caregivers in this study. Faith appears to help them
realize what they were going through is a test from God.
Some caregivers discovered first hand that Quran and prayer
caused healing, as a result their faith strengthened and they
could continue the caring experience:

Participant 3: “My faith has strengthened a lot. When I read
Qur’an on my father and he becomes comfortable, I see for
myself that God’s words really give rest not the medicine,
injection, or oxygen. I give him the prayer necklace and ask
him to pray and I tell him as much as you pray you’ll feel
psychologically comfortable so he prays.” (Daughter of a
patient with lung cancer)

Participant 4: “Reading Quran and prayer, practicing obedi-
ence to god and thank God. We are Muslims and everything
is in God hands: ‘be and it shall be’, thank God. God gave
us patience.” (Sister of a patient with breast cancer)

3.3.2 Personal strategies
Participants who had supportive family coped by perform-
ing relaxation activities, exercising acceptance, patience and
hope:

Participant 4: “I tolerated and maintained my patience. Why
a one cannot have hope?” (Sister of a patient with breast
cancer)

Some participants did not have family support during the
caregiving experience; hence, they could not cope, the fol-
lowing excerpt is from a spouse of an advanced brain tumor
patient:

Participant 2: “At night I release my entire held burden.
Alone, I cry, talk alone, I became hopeless, alone in my room
upstairs, he’ll be downstairs with his mother. It does not help
to cry a lot but I feel relieved a little.” (Spouse of a patient
with brain tumor)

Participant 2 did not have support from her family during
caring so it seems she could not cope as she said: “I became
hopeless”, thus she appeared to try releasing her hidden bur-
den through crying. The use of this phrase: “held burden”
may reflect that she does not share her burden with others and
“alone” possibly shows lack of support as was used in the
previous extract under the “physical and emotional burdens”
subtheme.

As a result of the caring experience all participants felt the
caring role made them stronger. The data segments illumi-
nate that caregivers experienced self-change as a result of the
caring experience. They developed personal skills such as,
strength, patience, kindness, love and confrontation and they
helped in raising children:

Participant 1: “I became more kind, more loving. I became
very strong, more confrontational, I don’t feel shy. Whatever
I need I do the impossible to get it, nothing stops in my way.
I don’t leave. I became very strong, too strong. I became
strong from the sickness.” (Sister of a patient with breast &
ovarian cancer)

3.3.3 Distributing care responsibilities
Usually caregivers coped with caring by distributing the care
responsibilities among family members which helped the
caregivers to cope with caring:

Participant 8: “We are four. I handle his appointments, his
medicines throughout the day, if he needs anything I buy for
him. Arranging his admission to the hospital, I bring him
with the ambulance. His son and my cousin both give him
bath daily, treat him. My mother role is 24 hours if he needs
to pass urine, he calls her so she put urinal, she feeds him.
When he passes stool my mother changes him.” (Daughter of

Published by Sciedu Press 65



cns.sciedupress.com Clinical Nursing Studies 2018, Vol. 6, No. 3

a patient with non Hodgkin’s lymphoma & thyroid cancer)

This strategy seemed to be successful in reducing the burden
of the primary caregivers. In addition, sometimes relatives
were unsupportive which caused tension to the caregivers
and did not help them coping and sometimes it led to conflict:

Participant 2: “If I buy anything his brothers create problem
for me. They are the administration. I cannot do anything on
my own. I went to buy a commode chair because the toilet
we have is Arabic style, imagine how would I carry him?
They did not agree that I buy the chair.” (Spouse of a patient
with brain tumor)

Participant 5: “I fought with my brother, I told: ‘brother
you have been waiting for me until I come from city.’ He
said: ‘I went 7 am his door was closed. I got up 8 am no
one was available for me.’ ‘You should have brought your
children, you have children.’ He told me: ‘You want to get
rid of your brother, you do not want him’, here I got little
nervous.” (Brother of a patient with bladder cancer)

The above data illustrates how some relatives could not man-
age caring for the ill persons and suggests that they did not
receive support from other family members. The metaphor
“administration” used by participant 2 to describe her hus-
band’s brothers may point to her struggle to care while simul-
taneously under male control, thus she felt unsupported and
alone in the caring role. Participant 5 did not appear to have
knowledge about how to care for his relative thus making
him defensive with another family member.

4. DISCUSSION
This study explored the phenomenon of caring for terminal
cancer patients at home by their family caregivers. It illumi-
nated the difficulties encountered giving care at home and of
the requirements necessary to better manage care at home.
The findings centered round three main themes: the burden
of care, comforts and coping.

All the family caregivers felt burdened by giving home care
to their sick relatives in various dimensions; physical, emo-
tional, and financial. Carers were not prepared nor supported
by health professionals before or during home care. In sev-
eral systematic reviews, the burden of care is the most com-
monly reported experience for caregivers giving home care
at EOL.[6, 7, 9–13, 15, 17–19]

The majority of participants administered physical care to
ill relatives at home in the form of bathing, changing, feed-
ing, and giving medications usually without pre training or
ongoing support from health services. Similarly, Totman
et al.[33] reported care of terminal cancer patients at home
involves physical care such as lifting, showering, feeding,

washing, bowel care, positioning and turning the patients.
All tasks that have to be carried out by caregivers who have
usually limited knowledge and preparation to perform this
role successfully. However, the health services in the re-
viewed studies support palliative patients and their families
with home nursing care and hospice services,[18] while these
services are not available for the caregivers in Bahrain. As a
consequence, most carers in this study developed fatigue and
reduced appetite which ultimately resulted in a deterioration
of their overall health.

All caregivers in this study experienced a myriad of emo-
tional suffering as they moved through the journey of caring.
They had emotional reaction and shock at time of diagnosis,
or subsequently when relatives’ health deteriorated. Some
caregivers experienced severe emotional suffering because
they had no one to support them during caring. Some like
participant 2 internalized her stress for herself because she
felt she had no one to talk to and that no one cared about her.
Thus, she cried, talked to herself and felt hopeless. When
there was no one available to assist carers, they became ner-
vous and could not cope with caring. The majority of family
caregivers shared the pain of their ill relatives; they felt sad,
helpless and pitied the ill person as they watched them suffer.
They felt intense emotions of nervousness, worry, anxiety
and fear when they could not help patients or reduce their
suffering from pain or other advanced symptoms.

This finding is similar to findings in the literature concerning
the emotionality surrounding diagnosis,[15] the worsening of
a person’s condition and subsequent suffering.[33] A finding
that concurs with Doumit et al.’s[20] Arabic study which ad-
dressed the lived experience of Lebanese family caregivers
of cancer patients, which showed that carers lived in a state
of emergency filled with fears and uncertainty of what may
occur to the ill person at any time. Similarly to the caregivers
in this study, Lebanese caregivers appeared to share the pain
of their loved ones. On the other hand, some carers chose to
hide their stress to avoid causing negative reaction to their
loved ones. In a similar vein, Stajduhar et al.[32] showed
that relatives submerged their feelings by will power and
self-control.

While the caregivers in this study had to manage financially
on their own because of lack of sufficient financial support
from health services, nonetheless all caregivers managed
to arrange the money to buy resources by receiving dona-
tions from other family members and friends. Similar to
Van Houtven et al’s.[34] findings who reported considerable
financial burden of 1,629 caregivers of lung and colorectal
cancer patients, the caregivers in this study experienced fi-
nancial distress and hardship. Availability or access to a
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hardship fund could perhaps alleviate some of the financial
pressure for caregivers. A finding that also concurred with
that of Woźniak & Iżycki[35] who reported that home pallia-
tive caregivers develop economic difficulty because of their
caregiving responsibility.

The majority of participants emphasized the need for nurses
to visit the home on a daily basis to assist them with caring.
Some carers expressed that they had received no education
about home caring. Rather they learnt by trial and error. All
of which added to their worries and uncertainties around car-
ing. A finding that relates to caregivers lack of preparedness
and feelings of fear, anxiety, stress, inadequacy and uncer-
tainty about their ability of providing home care.[20, 35–39] Fur-
thermore, the literature affirmed that there was no discussion
about what to expect in palliative home care and carers felt
health professionals were hesitant to discuss difficult issues
like managing palliative care at home and end of life care.[40]

Thus, they learned caregiving skills by trial and error.[18, 41]

Some caregivers in this study described that they experienced
difficulties trying to get in touch with their doctors to clarify
their doubts. While they understood that the doctor might be
busy with many patients, however, the majority expressed
the need to increase the number of oncologists in the health
services. On the other hand, carers received good support
from doctors when they had developed a personal relation-
ship with them, a finding also reported by Docherty et al.[19]

who systematically reviewed the knowledge and information
needs of caregivers during palliative care. A palliative care
clinic hotline service would somewhat assist carers. This
was previously available in Bahrain and carers attested to
its value in supporting their caring experience. Likewise,
caregivers believed that supporting them would considerably
reduce their feelings of negativity while caring for a loved
one at home.[25] In a systematic review about caregivers
needs in providing home based end of life care for cancer
patients, Bee et al.[18] identified that caregivers emphasized
the significance of 24 hours hospice nurse in assisting them
with technical problems, and decision making that helped
to reduce their anxiety during home caregiving. Thus, the
evidence suggests that caregivers and patients benefit from
home nursing care services focused on their needs.[42] Un-
like the caregivers from the reviewed studies, home nursing
care and hospice services are not currently available for the
caregivers in Bahrain.

Although family members in this study were burdened in
their journey of caring for their sick relatives, nevertheless
they strived to maintain all kinds of comforts around patients’
environment. A finding that is congruent with Totman et
al.[33] who documented that caregivers’ main focus was on
maintaining comfort and quality of life for their patients.

This was achieved by protecting the family member from
thoughts of death by hiding the reality of prognosis and
providing comfort through distraction.

Most caregivers in this study affirmed that they modified the
home environment to avoid stressing the patient and ease
caring. This was usually achieved by changing the location
where patients sleep. For example, when patients’ rooms
were upstairs, caregivers usually built new rooms with bath-
rooms downstairs and patients’ things were kept within reach.
Often homes were turned like a hospital setting. Relatives
redecorated homes to ensure patients safety. Safety handles
were placed in the halls and bathrooms. Few caregivers
bought calling bells for the patients to call them when help
is needed. Similar alterations of the home environment were
also reported by Milligan et al.[43] who examined the expe-
riences of relatives after home death. In addition, Collier
et al.[44] examined the meaning of home at the end of life,
one of the emergent themes was “home becomes hospital”,
in which participants described home as taking hospital like
qualities.

All caregivers relied on psychological care to comfort the
patients. This was achieved by maintaining a relaxed atmo-
sphere around the patients. In addition, a few caregivers
requested other relatives to visit patients daily so they would
not feel socially neglected or isolated. Other caregivers sup-
ported patients by being physically present all the time. This
is similar to the findings by Northfield and Nebauer’s[45]

study of caregivers journey which noted the caregivers desire
to be present as proof that they fulfilled their role. In addition,
caregivers in this study tried to take patients out as much as
possible even when the patients were bedridden. In some
cases family members arranged private medical support to
provide reassurance and psychological support for the ill
person and family. This finding supports the significance
of providing psychological support for patients which is
also well documented in literature.[42] Furthermore, relatives
used laughter to comfort patients. It seems that caregivers
instinctively knew that laughter is a healing modality. In the
same way, Northfield and Nebauer[45] showed that caregivers
employed laughter to strengthen their relationship with the
patients.

Caregivers in this study used three mechanisms to cope, faith,
personal strategies and distributing the care responsibilities.
Similar findings have been documented in literature, Staj-
duhar et al.[32] found factors which assisted caregivers cop-
ing, were the caregiver’s having a positive approach to life
and supportive networks of family and friends who provided
practical help and listened to the caregiver when needed.
Faith is the first coping method reported by all the caregivers
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in this study who were Muslims, thus, they practiced Islamic
religious activities such as, praying, reading Qur’an, visiting
holy places and drinking holy water. Performing religiour
rites at the end-of-life is seen as a source of comfort for both
family members and is sometimes a way of signaling that
death may be near, as evidenced by O’Neill et al.[46] The
caregivers practiced religious activities on daily basis and
encouraged patients to do so as well. Some caregivers wit-
nessed healing as a result of practicing religious activities
believing that God is the source of miracles. Likewise, the
literature showed that faith is an important mechanism for
coping to deal with stress, fear, and, uncertainty, it is the
bond that gets family members together even during ten-
sion.[20, 33, 36] Engaging in religious acts is believed to please
God and facilitate Muslims entrance to heaven.[47] Since all
caregivers in this study were Muslims they helped their sick
relatives as a way of showing obedience to God which may
explain their commitment to caregiving. Similarly, Lebanese
caregivers relied on God to cope with the burden of care, and
like the caregivers in this study they considered God as the
source of miracles.[20]

Many of the caregivers in this study experienced feelings of
social isolation and stress, findings that concur with those
of Funk et al.[11] They attempted to minimize these feel-
ings by engaging in regular exercise and other social ac-
tivities. Despite these negative experiences many of the
caregivers affirmed that they felt the caring experience made
them stronger, more loving, kind and patient. Others found
that they became more confrontational as they had to fight the
healthcare system for patients’ needs. Moreover, caregivers
and patients relationship became stronger. Turner et al.[48]

also revealed that older caregivers of spouses dying at home
appreciated the opportunity to give homecare and described
their commitment to fulfill the wish of their spouses dying at
home. Moreover, they were surprised about their resilience
in coping with caregiving that was challenging. In spite of
that, they generally reported a positive view of the whole
experience. In line with that, Totman et al.[33] also found
family caregivers viewed homecare of a family member with
terminal cancer as giving something back to the ill family
member and they enjoyed the time spent with the dying rel-
ative. Furthermore, they had the opportunity to renew and
deepen their relationship with their dying relative.

Caregivers in this study managed care by distributing the
care responsibilities among family members. Participant 3
described how having other family members around helped
her, and used the metaphor of an “army” to describe the
power of support she felt by their presence. Similarly, van
Eechoud et al.[36] in a study that involved Muslim family
caregivers of Arab and Turkish origin documented that care-

giving tasks were shared between family members.

On the other hand, another participant found having family
members around intrusive and she experienced this as a sort
of checking up on her. She used the word “administration”
to convey this feeling. It seems she felt the dominance of
the males members of her husband’s family as controlling
because they did not allow her to arrange resources to assist
her with the caring. She also described feeling “alone” dur-
ing caring as no one bothered to ask about her. This finding
is similar to Stenberg et al.[49] and Rokach et al.[50] who
both documented caregivers without support from friends
and family developed considerable loneliness.

Another participant expressed how family conflicts arose
as a result of the caring responsibilities. Likewise, Fergus
and Gray[51] reported family conflicts during the caregiving
experience. Funk et al.[11] in a review of qualitative research
about home based family caregiving at the EOL reported that
formal and informal support facilitates caregivers coping.
Generally the caregivers in this study who had good support
had positive coping experiences, while the caregivers without
adequate support had negative coping experiences.

Interestingly, all the caregivers with the exception of one
were able to maintain the role of primary caregiver until the
end, Woodman et al.[52] explained that family caregivers
carry out the role of caregiving through a sense of obligation
and duty, which may elucidate the reason the caregivers in
this study were successful at the role and that they coped
despite all the challenges of caregiving.

5. CONCLUSIONS

The study was about the experience and needs of family care-
givers providing home care for terminal cancer patients. The
research design was a qualitative Heideggerian phenomeno-
logical approach. The findings emerged under three themes:
(1) the burden of care, (2) comforts, and (3) coping. The
burdens of care were associated with physical, emotional and
financial burdens, adding to that lack of professional support
was reported. This caused a multitude of emotions that care-
givers suffered throughout the experience of caring. In spite
of all the burdens, the caregivers strived to maintain comfort
at home even if they had to hide their stress from patients.
The home environment was adjusted to promote comfort
for the ill persons. In addition, resources were arranged
with or without hospital assistance. Throughout the process,
caregivers experienced financial strain which was somewhat
alleviated by the support of relatives and friends. The carers
provided psychological support by ensuring to take patients
out even when they were bedridden, and laughter was utilized
to comfort and process stress. Carers coped through faith in
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God which dominated the whole experience and provided an
outlet for hope and healing. Further, carers utilized personal
strategies to cope through maintaining strength and patience.
Family togetherness helped the caregivers to distribute the
caring responsibilities.

The family caregivers lived experiences illuminated a number
of different needs. There is a need to initiate home nursing
care and hospice services to assist the burdened caregivers.
Until those services are found, unprepared caregivers will
continue practicing palliative care at home using trial and
error. The palliative care clinic hotline service needs to be
re-activated. A policy for needs assessment should be im-
plemented to assess patients and family needs on admission.
Moreover, training sessions on basic nursing care should
be designed and delivered to caregivers before discharging
patients. The family members voiced a need to increase
the number of oncologists. Furthermore, booklets could be
made available to relatives about the services and resources
the hospital provide. The institution should survey patients
and family satisfaction with health services on annual ba-
sis. Finally, most of the nurses involved in oncology and
palliative care are not specialized. Thus, it is recommended
that Nursing colleges establish diploma programs in oncol-

ogy and palliative care to increase the quality of oncology
services in the Kingdom of Bahrain.

5.1 Future research
A mixed method study is recommended for further research.
Furthermore, the findings could guide the development of
needs assessment tool that is sensitive to the culture of
Bahrain. Also, the needs of healthcare providers to provide
quality care should be investigated.

5.2 Limitations
The nature of the research being qualitative with a small
sample size means the findings could not be generalized to
the whole population. In addition, the researcher had limited
time as the study was in part fulfilment for an MSc degree in
nursing.
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