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Abstract. The need of society toward end-of-life care is increasing, especially for the client being cared
for in the ICU setting, where the nursing role is critical in this context. Some studies have indicated that
nurses often feel distressed in caring for those clients. Therefore, the nursing knowledge related to caring
for the client in the end-of-life phase is important for improving the nurse's insights. This study employed
a qualitative phenomenological approach to explore nurses' experience in providing end-of-life care to the
clients and their families in the ICU setting. Seven participants have participated in this study. Data col-
lection was undertaken through in-depth interviews and analyzed using the Colizzi approach. The study
results have described this phenomenon on four themes: the life and death are God's secret; the dilemma
between doing the best for the client and terminating life support; Supporting the clients and families; Re-
flecting on the experience. The results of this study can expand the nursing knowledge related to end-of-life
care and have the potential to improve the quality of care services provided to the clients in the end-of-life

phase.

© 2017 The Author(s). Published by TAF Publishing.

INTRODUCTION

Dying and death is a complex situation in critical care unit. Despite the utilization of ad-
vanced technology in critical care unit, the deaths’ number is still increasing. Dying and
death in critical care unit are related to the disease or injuries, a decision to refuse treat-
ment due to the exhaustion of technological intervention, and the failure to respond to the
medical treatment [1]. The exhaustion of intervention and treatment withdrawal cause
redirection of care from curative to palliative care and end-of-life care in critical care unit
[1].

The nurse is the primary caregiver beside the other medical staff who care for client
and family at the end-of-life phase [2]. Nurses who had more experience demonstrated
good attitude caring for the end-of-life clients and family [3]. Many studies identified that
nurses have more experience while caring for the client at the end oflife. Almostall of them
expressed distress because of dying. In otherwise cases, nurses felt honored and mean-
ingful because they could provide care to the client and family at the end of their living [4].
The nurses faced the difficulties of that situation while they imagine their own death and
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family. They state that they must commit their responsibility by being with the client. At
that time, nurse must pay attention to the bereaved family [5]. Although several studies
found that nurse experiences frequently care for the clients and their families in end-of-life
but limited in focus specifically on explaining how nurse experiences in ICU actually in the
Indonesian context with cultural difference. Nurses perceived their experience affected
by their belief.

The study on experience is most apropriate with a qualitative approach. The design
will help gain more understanding about the phenomenon which is like human experience
[6]- So, the aim of this study is to explore how nurses experience caring for client and fam-
ily at the end-of-life in Intensive Care Unit, Private Hospital, Bandung, West Java, Indonesia.

LITERATURE REVIEW

End-of-life care is a treatment to help clients with the progressive and incurable disease
until the client dies [7]. The awareness and effort in improving through end-of-life care are
increasing in ICU along with high mortality. The high mortality is probably caused by ill-
ness or injury, decisions to discontinue treatment related to fatigue against technological
use, and inadequate responses to treatment [2]. End-of-life care is influenced by nurse’s
experience. The nurse who has more experience has an extended view of decision-making
regarding the end-of-life care. In otherwise case, the nurse with limited experience in ICU
has low confidence [8]. Nurses get more end-of-life care skills through their practical ex-
perience in the ICU [9]. The end-of-life care based upon religious beliefs is one of the most
important to nursing and other health care providers. Islam considers that death is part
of one's spiritual life and everyone will experience it Bahramnezhad et al. [10]. Life and
death are God's provisions.

According to Islamic views, human life is sacred and precious. God is the creator of
a human being and the owner of life so that He is the one who will end that life through
a natural death [11]. The death is inevitable and unpredictable so that nurses do their
best in treating clients at the end-of-life phase [12]. Nurses continue the treatment be-
cause they believe that there is a miracle and possibly that can happen by God's provision
[13]. During end-of-life care, nurses often experience discomfort such as dilemmas in care.
Nurses provide psychosocial support to the clients and families by engaging in and facili-
tating family discussions in decision-making regarding client care at the end-of-life phase
[14]. Nurses need to listen, understand, help the families in decision-making, and support
family choices related to client care [15]. Families are an important component involved
in the decision-making process. The nurse believes that the family has a strong bond with
the client and certainly wants to provide comfort to the clients before death. Therefore,
nurses follow family decisions and facilitate them [16]. Nurse cares for client and family
at the end-of-life phases such as accompanying clients and families. The nurse expresses
end-of-life care as accompanying the client and focusing on spiritual habit like praying in
client’s bedside [17].

Nurses expressed spiritual habits such as praying and encouraging families praying
along clients’ bedside [18]. The other habits during the process of dying according to Mus-
lims are to support client’s dignity like encouraging the family to guide shahadatine (saying
Declaration of Faith), reading Qur'an around the client, keeping the body clean, closing the
eyes, and putting the deceased feet towards the Qibla (Mecca) [13]. Nurse may consider to
involve the religious leader role at the end-of-life phase. The religious leader provides re-
ligious guidance both by praying and providing emotional support to the client and family.
The religious guidance can help families get an understanding of the meaning of life better
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so as to allow them more adaptation to death [19]. Nurses caring for clients and families
at the end-of-life phase are required to mediate with physicians to ensure that clients re-
ceive care based on their needs and wants. It aims at getting clients peaceful dying and
family can decide and accept best decisions related to continuing and discontinuing the
treatment [20].

METHOD

This study is a phenomenological descriptive design to identify nurse’s experience of car-
ing for client and family at the end of life. Phenomenology is a science to explain a partic-
ular phenomenon such as human life experience [6]. The study focuses on exploring the
essence or meaning of individual experiences and describing a detailed description of the
experience [21]. Participants are recruited from ICU, Private Hospital, West Java, Indone-
sia. Seven nurses who have experience of more than two years in an Intensive care setting
were collected by purposive sampling technique and participated in the study. There was
the selection of participants from this technique who have rich information related to the
phenomenon and can express their experience [22]. The study was approved by the Health
Research Ethics Committee, Universitas Padjadjaran. After obtaining a study permission
from the hospital, researcher selected participants from the nurse’s data obtained from
the head of nursing in ICU.

Potential participants were given information about the study and written informed
consent after willingness to participate. Nurses shared their experiences during an in-
depth interview with audio tape recorded and transcribed verbatim. Interviews were held
at a hospital specifically in the nursing room according to participants’ preference. Inter-
views were conducted from February until March 2017, lasted 30 to 45 minutes. Data were
analyzed using Colaizzy method comprising of seven steps [23]. Data collection ended
when redundancy of themes had been obtained. Concepts of credibility, confirmability,
auditability, and transferability were used to obtain the rigor and trustworthines of the
study [22]. The researcher contacted and gave a full transcript with a summary of the
emergent theme to participants after analysis. Two supervisors checked the study pro-
cess. Researcher audited all the document of the study and explained the full description
of the context adequately so readers could make the transferability.

RESULTS

Participants in this study are seven nurses who work in the ICU, Private Hospital in Ban-
dung Indonesia. Four of them are female and three men with average age 29-41 years old.
Their experience of practicing in ICU ranged from 2.5 to 12 years. All of the participants
held a diploma. The experiences of a nurse during end-of-life care emerged in four themes:
life and death are God’s secret, the dilemma between giving the best care and discontinu-
ing life support, support to the client and their loved ones, and reflecting their experience
during the end-of-life care. These are described in more detail below.

The life and Death are God’s Secret

Nurses experience that life and death are God’s secret such as no one can predict God's
provisions about the time of death even the client in ICU with poor prognosis. Participants
point out that the caring in ICU is an effort, and then God will determine the outcome. Par-
ticipants point out that no one could predict death, clients with poor prognosis treated in
ICU are not necessarily dead in ICU. It can be seen from some of the participants’ expres-
sions below:
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“several times a client with no spontaneous breath can die in ICU or discharge, the doctor
says go home...”(1)

Another participant stated the same:

“Hopely there is a miracle in the name of age; we do not know even though medically there
is no hope roughly, so it laboured...”(2)

Nurses believe that there is a miracle from God by giving the critical client a chance
beyond human capabilities. Therefore, nurses try to give the best to maintain the client's
life as much as possible [13]. The life experience of nurses in caring for end-of-life clients
perceived by participants such as the treatment in ICU is an effort, and then God will de-
termine the outcome. It is in accordance with the expression of the participants below:
"The essence of treatment is determined by God..." (6)

Partcipant 7 stated the same with partcipant 6.

“We are ordinary people, God determines..." (7)

Someone who holds certain beliefs believes in God's provisions regarding healing,
life, and death. A person needs to seek treatment related to his illness, and God will give a
chance [24]. Participants point out that death can’t be predicted; clients with poor prog-
nosis treated in ICU are not necessarily dead because life and death are God’s destiny. The
life experience of nurses in caring for end-of-life clients perceived by participants such as
the treatment in ICU is an effort, and then God will determine the outcome either by giv-
ing a healing or disobeying. Therefore, participants still try to provide the best care for the
client.

The Dilemma between Doing the Best Care for the Client and Terminating Life Sup-
port

The themes were obtained regarding the dilemma between providing the best and discon-
tinuing life support. The family decides to continue life support while this can not help the
client and adds to the suffering. Otherwise, the family state does not conform to resuscita-
tion and to discontinuation of life support. At this situation, the nurse must facilitate the
family’s desire that differs from theirs. Nurses state that they are not comfortable to stop
medicine if the client still breathes, although their family state Do Not Resuscitate (DNR).
On the other hand, they must respect and follow the family’s wishes. It can be seen from
the participants’ expressions below:

"If the client is in terminal phase...We sometimes face the counter...like yesterday there was a
family who asked Do Not Rescuscitate but client was still breathing...we aren’t comfortable
to stop the medicine..."(3)

Family is one of the most important components in the decision-making process espe-
cially when deciding to DNR. Families have a strong bond with clients and certainly want to
provide comfort to the clients before death. Nurses follow family decisions and facilitate
them [16]. In otherwise case, participants stated that their experience is like they must
continue the machine because of a family’s desire not to stop it. They can’t force the family
to discontinue life support. It can be seen from the participants’ expressions below:
"We're the medical professionals...it's impossible for us to force the family to switch off the
machine, and go home; it is not possible. The decisions are in the hands of the family. We just
follow them..."(6)

Nurses decide to continue the treatment that is not beneficial to the client due to fam-
ily requests. The family has not accepted the client’s condition and tries the maximum
effort [25]. Nurses continue the life support because of the need to wait for family atten-
dance and their decision, although doctor has decided that [26]. Sometimes participant
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gives advice to the family to stop life support because the client has a poor condition and
minimal life expectancy if maintained. Participants’ expressions can be seen below:

“.If the client is already in a poor condition... we support the family to stop their treatment,
hopefully it's the best, the treatment is up ..." (5)

Nurses suggest the family not to continue resuscitation. They believe that client's
death is the best choice for the client and family where the client's life expectancy is min-
imal if resuscitation continues. The nurses also revealed that continuing resuscitation in-
creases the client’s suffering [27, 28]. Participants state that they face a dilemma between
providing the best care and discontinuing life support while it differs from them. The fam-
ily decides to continue life support while this can not help the client; on the contrary, adds
to the client’s suffering. Otherwise, the family state to do not rescucitate and to discon-
tinue life support. Nurses must facilitate the family’s desire because the family is one of
the most important components and must be involved in client’s care decisions.

Support the Clients and Families

There is experience of providing care to the clients at the end-of-life phase such as sup-
porting the client and family. Participants reveal their experience of assisting families and
clients at the end-of-life phase. Participants also facilitate families’ presence and involve
doctors and religious leader in the process of providing assistance. The life experience of
the nurse in end-of-life care is like accompanying the client's family. Participants revealed
motivating and calming the bereaved family. It can be seen from some of the participants’
expressions below:

"We calm while stroking the back of his family...(3)"

The another participant stated the same, like the expression:

"Explain at that time not over-sad, later if the conditions deteriorate, sincerely accept it ..."
(7)

The nurse accompanies the client's family at the end-of-life such as listening, giving a
touch, and being near a grieving family [14, 28]. The nurse also provides comfort and psy-
chological support to the families who are physically and emotionally exhausted [29]. The
experience in performing end-of-life care is expressed by the participant like accompany-
ing the client by emphasizing the spiritual habit. It can bee seen from the participants’
statements below:

“We guide as we can, play Qur’an digytal...every shift we pray for healing...”(2)

Participant 4 described the same expression with participant 2.

"Play Qur’an digytal..praying before and after the treatment..guide shahadatine..." (4)

Inaccordance with [18], nurses perform spiritual habits such as praying for the clients.

Prayer has a spiritual value and provides peace and comfort to the client, as expressed by
Bahramnezhad et al. [10]. Participants state their experience in end-of-life care like facil-
itating the family to accompany the client. It can be seen from some participants’ state-
ments below:
"If client is already near death, we ask the family to accompany the client to guide shahada-
tine...dhikr and read Holy Qur’an ..." (2)
The statement is also expressed by participant 3.
“If suppose already deteriorated, we call the family for shahadatine, read holy Quran..." (3)
Nurses encourage the family to guide shahadatine and read the Quran around the
client to give the peaceful deaths [13]. Participants involve the doctor and religious leader
in providing spiritual guidance both by praying and providing emotional support when
the client’s condition deteriorates. There are some participants’ statetements below:
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"Suppose the condition is already down...call the doctor, religious leader, all of the care providers

have gathered ..." (2)

The same statement was expressed by Participant 7.

"Call the blue code team...then religious leader to guide shahadatine..." (7)

The participants’ life experience in end-of-life care includes involving doctors and re-
ligious leader to discuss the decision to terminate the ventilator with families who fear
that it will kill the client. It can be seen from participants’ statetements below:

"If family wants to open ventilator, we call religous leader to discuss with family... "(1)

The other participant said the same:

"We suggest the family to discuss with a religious leader who will explain from a religious
standpoint. Is it killing the client or not..."(6)

Nurses mediate with physicians to ensure the clients and families receive the best
care. It can also help the family to make the best decisions based on client’s condition [20].
The life experience of the nurse in end-of-life care is like supporting the client's family by
motivating them to be willing to accept the client’s condition and death. Participants also
revealed calming the bereaved family. Participants also accompany the client by emphasiz-
ing the spiritual habit such as playing digital Quran near the client, praying, guiding dhikr
and shahadatine. Participants state their experience in end-of-life care is like engaging in
and facilitating the family to accompany and to guide shahadatine the client, dhikr, and
reading the Holy Quran near the client. Participants also involve the doctors and religious
leader to accompany during the dying process or when the client’s condition deteriorates.
The religious leader prays and guides shahadatine along with the family.

Reflecting on the Experience

The theme of "reflecting on the experience" is expressed by participants such as preparing
for their own death. Participants also reveal applying the certain values while caring for
the client and family. Participants state that providing end-of-life care makes them try to
improve themselves and their everyday work to face the unpredictable deaths. This can
be seen from some of the participants’ expressions below:

"Our life will be death, so we must improve ourselves, our work must be better than before..."
(1)

Participant 4 described the same expression with participant 2.

"Do everything better than yesterday, as a preparation for us... prepare that more and more..."
3

Nurses state that caring for end-of-life clients more often makes nurses evaluate their
own lives and teach the meaning of life. Nurses are grateful for every thing they have and
try to do their better work [4]. Participants also expressed that they prepare theirself to
face death such as love themselves and family more. Here are the participants’ expres-
sions.

"We love ourself, to give more attention to our health and family actually ... "(5)

Nurses revealed that providing the end-of-life care gives them a positive feeling in
which they begin to be grateful and appreciate everything they have and love their fam-
ily [29]. The experience of providing end-of-life care expressed by participants is related
to applying the certain values such as giving more attention and communicating with the
clients, despite the clients being unconscious. This can be seen from some of the partici-
pants’ expressions below:
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"Care to his clients, give more attention to them... care them slowly, talk to them, giving
excuses..." (1)

Nurses provide the care to the clients with great tenderness and respect for the clients
[18]. The theme of "self-reflection” is expressed by the participants such as preparing
themselves for dying by trying to be better and loving themselves and family. Participants
also reveal caring for clients by applying certain values such as give attention and commu-
nicating with the clients.

DISCUSSION & CONCLUSION

The nurses’ experience of caring for the client and family at the end-of-life is about life
and death is God’s secret. No one can predict God's provisions about the time of death.
Therefore, participants still try to do the best for the clients. Every event in the world has
a cause, and it can not be avoided according to God's provisions [10]. Death is a part of life
that normally occurs and is inevitable [30]. Muslims believe that life and death are God's
provisions or secrets.

Human life is sacred and precious according to the Islamic view. God is the creator
and the owner of human life so that He is the one who will end that life through a natural
death at a predetermined time [11]. Nurses believe that there is a miracle according to the
God’s provision beyond human prediction. Therefore, nurses need to maintain the client’s
life as much as possible. Participants believe they will do a sin if they stop the machine or
end a person's life [13]. Nurses express their experience like having a dilemma between
giving the best care and teminating the life support. The nurses must facilitate the family’s
desire to continue life support while this can not help the client. It will increase the suffer-
ing. Otherwise, nurses sometimes follow family’s decision not to do the resuscitation and
to continue life support. Nurses involve the family in making decisions in end-of-life care
[14].

The family has a strong bond with the client and certainly wants to provide comfort
to the clients [16]. The family has unrealistically high expectations that often can be ob-
served in two aspects such as continuation and discontinuation of treatment. Family is
optimist and decides to continue the treatment, although the client has a poor condition
for along time. In contrast, the family is willing to discontinue the treatment because it is
notto help the client’s condition otherwise postpone client’s death. Both lead to a dilemma
for nurses [13]. The other experiences are perceived by the participants such as support-
ing the clients and families. Participants reveal about accompanying the bereaved family.
Nurses try to listen and give a touching [14]. Nurses also provide comfort by showing a
compassion and empathy to the families who are physically and emotionally exhausted
[29].

The nurses experience not only accompanying the family but also the clients such as
playing the Qur’an digitally, dhikr, praying, and guiding shahadatine. Nurses express their
religious habits such as praying at the client’s bedside [18]. The spiritual support can also
be given such as involving the religious leaders at the client’s bedside [17]. Accompany-
ing the client and family at the end-of-life according to participants involves facilitating
the family presence. The client needs family presence and family wants to always be near
the client. Participants attend the family when the client has deteriorated. Family guides,
prays, and reads the Holy Qur’an. Nurses support and ensure the family presence [31, 32,
33, 34]. The nurses also facilitate the family and client to spend more time and say goodbye
[20]. In support of peaceful deaths, nurses perform certain habits during the process of
dying according to Muslim beliefs such as encouraging the family to guide shahadatine and
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reading the Qur'an [13]. Nurses reflect their experiences while the end-of-life care makes
them improve themselves and work. The nurse reveals that the opportunity to care for the
client in the end-of-life phase is a valuable opportunity and responsibility as a God-given,
so they should be grateful for that. Therefore, nurses appreciate the clients and try to do
their best. The nurses declare that God will also give a reward for performing their human
duty [13]. The results of this study conclude that nurses need to provide the optimal care
to help the clients and families. Nurses feel a dilemma related to continuing and stopping
life support. Another thing is that nurses give the support to the dying clients and families
in focusing on facilitating their spiritual needs either independently or involving the other
health care providers like a doctor and religious leader. They provide the end-of-life care
reflecting their experience by improving themselves and the work.

RECOMMENDATIONS

The results of this study have a potential to expand the nursing knowledge related to end-
of-life care as well as have the potential of improving the quality of care services provided
to the clients in end-of-life phase. The further study is needed to get an understanding of
the experience of family and their need in end-of-life care beside nurse’s experience.
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