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Abstract

Background

The literature reviews show that taking care of dying newborns for a nurse is associated with stress
and anxiety, and nurses will be faced with many challenges, the present study aimed to explain the
spiritual challenges experienced by nurses in neonatal end of life in the NICU.

Materials and Methods

The present study was conducted with a qualitative method and "purposive” sampling. The study
environment was NICU in the hospitals of Zahedan, Iran. Semi-structured interviews used for
interview and data collection. A number of 24 participants with inclusion criteria were interviewed.
Qualitative content analysis method was used with the conventional approach and inductive method
with Graneheim and Lundman approach.

Results

Data analysis explored were categorized in three main themes: spiritual challenge of neonatal care
with two-categories (palliative care, and care with love and affection); psychological / spiritual
support challenges of family with two categories (spiritual support of family, psychological support of
family), and nurses' spiritual distress with one category (nurse's trauma in neonatal care).

Conclusion

In this study three themes were obtained: 1- Spiritual challenge of neonatal care with two-categories
(palliative care, and care with love and affection); 2- Psychological / spiritual support challenges of
family with two categories (spiritual support of family, psychological support of family), and 3- The
nurses' spiritual distress with one category (nurse's trauma in neonatal care).
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Nurses' Spiritual Challenges in NICU

1- INTRODUCTION

End of life is a critical position to
deliver health care. In America since mid-
1970, much attention was focused on the
quality of death and, therefore specific
hospitals were established in 1974. In
1990, concerns about the right to die
attracted a lot of attention. In the recent
decade, efforts to improve the death
quality and reduce the cost of care have
been made for patients at the end of life,
and palliative care is one of those cases
(1). Palliative care is a holistic and
comprehensive care (2), and is defined for
newborn as providing comfort for the
newborn and families from diagnosis to
death and mourning. Care givers should
consider physical, emotional, social and
spiritual needs of patient and family (3).

Spirituality has been discussed since 1940
in nursing practice. During the 1970s and
1980s, some confirmed the need for
holistic health care (3). Spirituality
consider as a complex concept and based
on religious and cultural issue is defined in
different ways (4). With the advent of the
concept of holistic care, a reawakening
took place on the importance of spirituality
and spiritual needs of the patient (5).
Spiritual care is in line with the holistic
care (6). The root of term holistic is taken
from the Greek work "Holos", which
means the whole. The term holism implies
that it is important to pay attention to all
aspects of life for being well, and the
whole is greater than the sum of the parts.
Therefore, in holistic care the whole
person should be given attention. In this
view, the holistic medicine deals with
human being as a whole (7, 8). Holistic
medicine isn't a different medicine or a
different treatment method, but it has a
different philosophy and considers every
person as a whole rather than as a sum of
body, mind and soul. The foundation of
nursing care is based on holistic care.
Florence Nightingale emphasized
considering on light, sound, environment
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and touch on the holistic care (8). Four
dimensions of holism include biological,
psychological,  social and  spiritual
dimensions. Holism and holistic terms are
frequently used by nurses. With this
approach it is necessary to treat the whole-
person, or a situation should be provided in
which all physical, social, psychological and
spiritual aspects of the person are included.
In holism people are considered as a whole
(6). In this view, all systems, namely,
biological, psychological, social and spiritual
systems are not considered separately,
because they all make a whole person
together. So in holistic care, there exist
concerns in relation to the whole person (7).
Nurses must provide holistic care and the
spiritual dimension cannot be separated from
the physical, social and psychological
dimensions (5). If care providers want to
provide comprehensive and family-
centered care, it is important to be
sensitive about the dimensions of
spirituality, religion, family values and
culture systems (9).

Understanding the spiritual dimension of
human experience is important for nursing,
because nursing is an approach that deals
with human concerns (10). There is much
debate about the concept of spirituality. In
a recent concept analysis, three
components are specified: Transcendence,
meaning of life and relationship with self /
others and greater power for spirituality
(11). Physicians have an ethical obligation
to examine both physical problems and
spiritual, psychological and existential
distresses. The root of holistic approach to
the patient is derived from health, in the
definition of World Health Organization.
This organization defines health as a
complete dynamic of physical,
psychological, spiritual and well-being and
not merely the absence of disease.
According to the definition of spirituality
and spiritual care, the treatment teams are
required to treat the patient as a whole and
provide care for him with respect and
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compassion. So the foundation of spiritual
care is based on considering the person as
a whole or holistic care. This means that
all members of the care team should be
able to examine the patient in the physical,
emotional, social and spiritual fields and
identify patients' distress in the above
areas (12). Jean Watson is one of the
experts in nursing that focuses on holistic
care. This theory is based on the values of
kindness, interest, loving oneself and
others, and respecting for the religion of
individuals. Watson sees human beings as
a whole and an interactive entity (13).

From 2000 to 2010, with the enhancement
of technology in neonatal care, newborn
mortality rate has dropped 20 percent.
Though still out of 300 newborns, a
neonate dies in the first four weeks of life
(14). In 2013, 23,446 infants died that and
the majority of their deaths was in the
neonatal period or in the first 28 days of
life, and 86 percent of deaths of newborns
happens in infants or neonatal intensive
care unit (15). Babaei et al. in a study
showed that the most infant death occurred
on birth day of 2-7 (16). The mortality
rate of newborns and infants in intensive
care units is more than other wards, and
most deaths happen in the above sections
(17). Infants unit must consider the entire
family, for hospitalization of infants is a
critical situation and should consider the
spiritual needs of the whole family (5).

Neonatal Intensive Care nurses are
responsible to consider the needs of infants
and families and besides considering the
physical and psychosocial needs, they
must consider the spiritual needs as well
(18). Family-centered care is a care that is
provided based on uniqueness of patient
along with respect for patients and
families. Patient and family form the care
unit, care plan is determined based on the
goals and preferences of the patient and
family with the support of the treatment
team (19). Nurse should consider Family-
centered care as a priority (20) Family-

Int J Pediatr, Vol.6, N.9, Serial No.57, Sep. 2018

centered care goals are designing and
implementing care, not only for infants,
but also for the family as a whole and even
all family members in case of need for
care. Lifestyle is altered in the West. In the
past, most attention was on the traditional
nuclear family model and the diversity in
family  composition was neglected.
Although the family structure is different,
family members are dependent on each
other. So everything that affects a member
of the family will affect the entire family
as a whole (21). Providing care for
families is an important part of the task of
health workers. Researches have shown
that a link between staff and parents can
have a significant effect on satisfaction,
sadness and reaction of parents with
infants at the end of life. For nurses, it is
important to know how to prepare parents
for the death of their child and what to say
them and how to support them in reacting
to sadness (17).

Nurses' experience of end of life care can
be effective on their care. Also the fact that
life in some newborns ends despite
providing care, can affect psychological
state of nurses and finally their neonatal
care (22). Increasing advances in health
care and technology has changed the
ethical aspects of health issues, so that
public concern about the moral and ethical
challenges in this area is increasing.
According to studies, approximately 11
percent of the nurses every day and 36%
every few days face with the ethical
challenges and problems (23). NICU
nurses believe that the main sources of
stress in taking care of babies includes the
need for full awareness in working with
infants, sensitivity and the risk of error in
taking care of premature babies, coping
with parents'  anxiety, emotional
attachment to the baby, having several
tasks at the same time, fear of failure, lack
of equipment and human resource, getting
along with new technology and ambiguous
changes and personal life, and emotional
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loads of family life (24). Advances in
technology have prolonged the life of
infants which led to the creation of ethical
challenges. Therefore, it is necessary to
provide the infants and their families with
compassion and respect in the neonatal
intensive care unit (15). The literature
review shows that caring dying newborns
for nurses is associated with stress, anxiety
and uncomfortable feelings. Therefore,
because of the stress and problems that
comes with caring for a newborn at the end
of life, it is necessary to provide the nurses
with the required supports (14).

Nurses who in neonatal intensive care
units and infants are constantly around
infants at the end life face with great
challenges, which can be an important
factor in creating anxiety, sadness and a
sense of frustration. When a child or
newborn dies nurses suffer with grief
reaction and mourning experience for them
can for long be sustainable, painful and
associated with stress. If the roles and
responsibilities of nurses is not clear at the
end of life, it will aggravate these
problems and nurses feel that their job is
not done well (17), if the nurse feels that
the plan for taking care of the baby is
inappropriate or that it conflicts with the
demands of the family, such stresses can
lead to spiritual distress (3). So, as it was
mentioned earlier, neonatal intensive care
nurses are faced with many challenges in
the workplace and infants at the end of life
and death can be associated with stress and
anxiety for the family and nurse and if it
not taken into consideration, then it can be
followed by spiritual and ethical distress.
The present study aimed to explain the
spiritual challenges experienced by nurses
in the care of infants at the end of life and
death.

2- MATERIALS AND METHODS
2-1. Method

Qualitative research is used; in cases
where there is little knowledge about a
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phenomenon or when it's not clearly
defined. Content analysis is a research
approach, and scientific instrument with
the aim of creating new knowledge,
promoting researcher's understanding of
phenomena and defining operational
strategies (25). In this study qualitative
content analysis was used with a
conventional approach and inductive
methods of Graneheim and Lundman (28).

2-2. Participants

In this study, "purposive” sampling was
used. In qualitative research, participants
are considered as research sample (26).
The study environment was NICU wards
in the hospitals of Zahedan city, South
East of Iran, and the research population
was all the nurses in neonatal intensive
care units in Educational hospitals of
Zahedan University of Medical Sciences,
Zahedan (Iran). The inclusion criterion
was having at least one experience of
infant care and family at the end of life.

2-3. Data collection

In this study data collection method was
in-depth and semi- structure interview (13)
Researcher after obtaining permission
from the hospital authorities introduced
herself to the head nurse of NICU and
qualified nurses included in the study. All
participants were visited in the NICU.
After obtaining written and oral informed
consent, the participants were interviewed
in their desired location. All interviews
were conducted in the hospital, in a quiet
room with comfortable and quiet
condition. In-person interviews were
conducted with 24 participants with
inclusion criteria. Interview time varied
from 35 to 65 minutes. All interviews were
recorded with Sony MP3 player, made in
Japan. Unstructured interview begins with
a general question in the wide study area
and generates the most enriched data (27).
Interview began with a general question
"Please explain about your experience with
the challenges in the care of infants and
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their families the end of life"; and then,
based on the given responses to this
question, the next questions were asked -
and directed on the spiritual challenges. In
this study, sampling was continued until
data saturation and saturation was obtained
through 22 interviews. In order to ensure
data saturation two further interviews were
conducted, but no more data and category
were obtained. Data from interviews was
analyzed using content analysis with
qualitative approach.

The process for extracting codes continued
by repeated reading of the interview texts
till naming the codes. To increase the
accuracy and acceptance of the findings,
through the integration of several
interviews, the participants are rechecked
and re-interviewed. The codes obtained by
data analysis will be revised and modified
until the final stages of writing the
management plan. Data was collected by
the investigators within 6 months of deep
interviews. The first and last author
conducted all the interviews. All
interviews were recorded using an MP3
player and transcript word by word by two
researchers (N.S. and F.GH) at the end of
each day separately. Analysis was done
manually without any software package.
The researchers read and categorized all of
the interviews several times for finding the
meaning of words and phrases and find a
general sense.

2-4. Data Analysis

Since the researcher in this study was
seeking to discover and identify the
intellectual challenges of participants and
there were limited information and ideas,
particularly in the cultural and social
context of Iran in this regard, therefore
qualitative content analysis was used with
a conventional approach and inductive
methods of Graneheim and Lundman (28)
with the following steps to obtain a deep
understanding and description of this
phenomenon:
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In the first stage, the analytical content and
unit of analysis were determined. At this
point it is necessary to transcript the data
before beginning the analysis. In general,
the data in content analysis are written.
The entire interview can be considered as
the unit of analysis. In this study the unit
of analysis is considered the whole
interview. In the second stage, the meaning
unit or coding unit was identified.
Meaning unit is the part of the original text
and can be words, sentences or paragraphs.
Meaning unit refers to a text that is to be
set during the analysis. In the present study
proportionate to the text messages, phrases
and sentences were selected as meaning
unit. At the third stage, condensation,
abstraction, and the formation of codes
were done. Condensation means reducing
the size of the text while maintaining the
original concept.

With the process of reduction and
condensation, condensed meaning units
were formed. In the fourth stage, the codes
were categorized in subcategories. After
the formation of codes with the inductive
method, the same codes were merged
according to the features, characteristics
and criteria related to the meaning of the
codes, and finally the codes that have
similar concept are grouped in a category
and the subcategories are determined. At
the fifth stage, Categories were formed out
of  subcategories. In this  stage,
subcategories are compared with each
other, and concepts with the same concept
were put in a category. Thus the categories
were formed through grouping the
subcategories based on similarities and
differences. In the sixth stage, themes
emerged from categories and themes were
discovered (28).

2-5. Ethics

This study was approved in Ethics
Committee of Zahedan University of
Medical Sciences with No
(IR.ZAUMS.REC.1395.172). Before the
interview oral and written informed
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consent was obtained from all participants.
The information in the consent form such
as optional participation in the study, the
right to withdraw from the study at any
point of the study and without providing
any reason, and the confidentiality of the
information obtained and participation -
were fully justified and informed.

3- RESULTS

The results of 24 interviews with nurses
working in neonatal intensive care units
indicates that the average age of nurses
was equal to 33.5 + 0.384 year, which
shows that the sample were relatively
young. Of the nurses studied, 21 subjects
had a bachelor's degree (nursing), and 3
subjects had a master's degree (Master of
Nursing). Of the 24 nurses, participating,
14 were single and 10 were married. The
average work experience of nurses in the
NICU was 5.3 years, which is shown at the
Table.1l. In this study three themes, five
categories and eleven subcategories the
following were obtained: 1- Spiritual
challenge of neonatal care with two-
categories (palliative care, and care with
love and affection); 2- Psychological /
spiritual support challenges of family with
two categories (spiritual support of family,
psychological support of family), and 3-
The nurses' spiritual distress with one
category (nurse's trauma in neonatal care)
which are shown in Table.2.

1. SPIRITUAL CHALLENGE OF
NEONATAL CARE

The first theme of the study is "spiritual
challenges of the neonatal care” with
categories "palliative care™ and "care
with love and affection”.

1-1. Palliative Care

This category is made of two sub-
categories "treatment needs of infants" and
"psychological needs of infants".

1-1-1. Treatment needs of infants
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One of the most important issues was
attention to the treatment needs of dying
newborns. Most participants in this regard
believed that the therapeutic interventions
for newborns should be done up to the
final stage, on the other hand, by doing
invasive actions for the dying infant felt
guilty. One of the nurses expressed her
experience in this field:

"When it comes to the point that all the
efforts of medical and nursing care for
treating and saving the life of a newborn
are useless, thereafter, we should try to
have the baby at the end of life under high
quality care. That is, they should be at
least in proper physical condition,
changed regularly, if there are no
prohibition on drinking milk, it certainly
be fed with milk and reduce pain, nausea
and vomiting and” [PN13].

Another nurse in this regard said:

Such babies are more sensitive...
because they can tell nothing and are
completely dependent and need special
and more care. The feeling it's just me the
patient and God! Leads to more attention
to these patients” [PN17].

1-1-2. psychological needs of infants

Most nurses participating in this study
stated that a dying baby needs peace more
than anything else and it is very important
to meet the psychological needs of the
infant such as the need to touch, the
presence of parents beside him, and caress.
One of the nurses in this field, said:

"... When a baby is in the last stages and
there's nothing we can do, we try to love it
as much as possible, to take its hand and
talk with it. I think the only thing they need
is to love them" [PN8].

Another participant stated his own
experiences as such:

"

. Sometimes the babies are strongly
stressed and get wounds all around the
body. Although we know that they don't
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survive, but we bother them with
unnecessary treatments. | think newborns
with no hope of survival. The only thing
they need is caress and peace and
shouldn't spend their last moments with
pain and suffering..." [PN17].

1-2. Care with love and affection

This category is comprised of two sub-
category "passionate care" and
"considering the infant as a human™.

1-2-1. Passionate Care

Statements of participants in this study
showed that nurses in taking neonatal care
work with a good feeling and in some
cases feel attached to the baby. In the
following, there are examples of quotes
from participants' experiences.
One of the participants stated:

"Some say that working with the baby is
difficult, but for me it's not, | love them so
much, and work with enthusiasm, despite
the fact that sometimes the pressure is too
high, so that we don't have the opportunity
to sit for a moment. In principle, working
in intensive care unit is difficult, but I love
it, for instance, if I am off for several days,
then I miss it" [PN7].

1-2-2. Considering infants as a human
being

One of the ethics that participants in this
research considered important when facing
dying babies was considering them as a
human being. One of the nurses said about
it this way:

"The most important thing we should know
is that infants are like us human beings,
they have soul and understand everything.
If we believe in this, then we can take
better care of them, we will be more
responsible to them, and could better
understand them, but it is difficult for
many to understand. When we see some
nurses treat indifferently with the infants, |
get so upset” [PN17].
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Most of the participants in the study stated
that even the baby's corpse should be
respected as a great man as well. Another
nurse in the field, said:

"... Itis very important for parents to know
that at least their infant has reached peace
and their body is treated with respect.
Perhaps for some these things have
become conventional and trivial, but, that
dead baby has been all life of its parents
and more importantly, a human being. So
we should treat him with respect, and lay it
towards Mecca" [PN18].

As participants' statements showed, nurses
in taking care of babies at the end of life
are faced with cases such as infant's need
to receive palliative care, and receiving
care with love and affection. On the other
hand, due to lack of a specific clinical
guide, they weren't able to provide proper
care which faced them withspiritual
challenges.

2- CHALLENGE OF SUPPORTING
PSYCHOLOGICAL [/ SPIRITUAL
CARE OF THE FAMILY

The second theme of this study was
challenge of supporting the psychological /
spiritual care of the family with categories
"spiritual  support of family" and
"psychological support of family".

2-1. Spiritual support of family

This category is formed of two sub-
categories of "understanding and empathy™
and "spiritual / religious beliefs".

2-1-1. Understanding and empathy

Most of the nurses participating in this
study believed that supporting the family
and proper treatment with them is their
duties and families with an infant at the
end of life will need to be understood and
empathized. One of the nurses expressed
his experience in this field as follows:

"... We should exercise caution in dealing
with such families, because they are in
difficult conditions, and we can both

8167



Nurses' Spiritual Challenges in NICU

support them or bother them with our
behavior and actions. Even when we are
tired and there is a lot of pressure, we
should try to treat the family with sincere
and compassion..." [PN18].

Another nurse stated her experience:

. The only thing that could help the
families in difficult conditions of dying
infant, is the intimate and compassionate
behavior of the nurse, they should know
they're not alone and we understand them,
which spiritually strengthens them. Even
sometimes our acts have a strong effect,
where parents appreciate the efforts of
nurses despite the death of their child”
[PN20].

2-1-2. Spiritual / Religious beliefs

Most of the participants stated that
spiritual / religious beliefs of families are
an important factor to calm the family,
however, a number of nurses believed that
if the families are allowed for such actions,
then the treatment procedure of newborns
would be disrupted.

One of the participants said:

"... A mother who lost its child after two
weeks of hospitalization was consoling
herself by saying these words: Perhaps it’s
the providence and will of God... God
didn't want my child to bother anymore
and.... it was a sad and shocking scene that
a mother  consoles  herself by
remembering™ [PN20].

One of the participants also expressed their
experiences:

"... A lot of mothers put a Quran under the
head of their newborns and some asked us
to play Quran at the end of the life of their
babies, so that they listen and get calm.
Even mothers put a piece of cloth which is
blessed with the shrine of a Son of Imam
or holy place and put it into the bed of
their infant” [PN15].

2-2. Psychological support of family
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This category is formed of two sub-
categories of "non-acceptance of illness
and death of  newborns” and
"psychological / spiritual problems of the
family".

2-2-1. Non-acceptance of illness and
death of newborns

In this research one of the main concerns
of the participants was facing with parents
that did not accept the baby's death or
illness. One of the nurses expressed her
experience in this field as:

"... Some parents do not accept their
child's death, and shout and break
windows and doors and other things. In
this case, the nurses must be patient"
[PN22].

Another Nurse says:

"I try to stay away from ill patient, I am
very sad when | see critically ill patients
and think their families, in some cases that
CPR is done, I'll try not to be in touch with
the family and avoid direct contact”
[PN10].

2-2-2. Psychological / spiritual Problems
of family

Newborn death is one of the most difficult
life experiences of parents, relatives and
medical staff at the hospital. Some nurses
said that families face with psychological /
spiritual problems after the death of their
child. One of these psychological problems
of families is the feeling of guilt on behalf
of parents and attributes the cause of this
event to them. One of the nurses said in
this regard:

"... In such cases, the family suffers from
bad psychological conditions. Many of
them complain that why my baby? Why it
should happen to me? What was wrong
about me? What was my problem?"
[PN20].

Another participant expressed his own
experience in this field:

8168



Ghaljaei et al.

"... I'm a mother.... A mother... nothing
about what you say and do can justify me.
| always think that God wanted to punish
me; because | am married, my husband
without the consent of my family. God did
it to me, because | broke the heart of my
father. Because my husband separated me
from my family and mother, God also
wants to get my baby" [PN18].

Another nurse in this regard says: My
spiritual mood in dealing with ill infant
depends on the hospitalization time, and
conditions of family. If families follow-up
the treatment and are very strict and | try
to help, but if the family is poor in terms of
income, and don't follow up the treatment
of their infant, I'd like the infant to be
expired as soon as possible, so that the cost
of family is reduced and the baby is
relieved.

In addition, most of the participants in this
study pointed out that:

"... Parents would like to know that they
are blamed and the baby's death wasn't
due to their failure, for example, it it's
congenital defects then it's not their fault
and may occur to other parents as well"
[PN3].

So as participants' statements indicate,
families need to be understood and
empathized at the time of illness and death
of infants and using their spiritual /
religious beliefs we can move towards
spiritual support of family. On the other
hand, most families face  with
psychological problems in accepting the
illness and death of their infants, and their
statements  shows that they are
experiencing spiritual distress. Nurses
need to be aware of these challenges and
provide them  with the required
psychological / spiritual support.

3- SPIRITUAL DISTRESS OF NURSE

The third theme of this study was nurses'
spiritual distress with category "nurses'
trauma in caring newborns".
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3-1. Nurses' trauma in caring newborns

This category is formed of tree sub-
categories of "ill infant”, "the causes of
neonatal death™ and "announcement of bad
news to the family".

3-1-1. Il infant (un-well infant)

Nurses believe that taking care of the baby
at the end of life is very difficult and stated
that taking care of the babies has been
effective in  their spirit and left
psychological / spiritual problems for
them.  They  believe that these
psychological problems are due to the
critical conditions of the baby, which has
led to the psychological torture in some of
the participants.

One of the participants in this field has
stated:

given that most babies who are
admitted in our ward, would unlikely
return to life and probably their spending
their last hours or minutes of their lives,
therefore, caring for them will impose
bigger damage to us in spiritual terms,
and such situations will never become
normal to us™ [PN13].

Also one of the nurses described his
experience in this field:

seeing such small and innocent
creatures in these circumstances and
taking care of them hurts so much and
seems like a torture to me, and it feels to
me that why should | see and handle these
things" [PN23].

Nurses reported that they had repeatedly
witnessed the death of babies, and this is
one of the psychological damages that
nurses encounter with. One of the nurses
participating in this study state their
experience in this field:

"... Nursing of newborns that are in the
last stage of life is so hard and painful and
witnessing their death is a difficult
experience that can deteriorate the spirit
of the nurses” [PN21].
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Another participant stated this spiritual —
psychological damage:

"... After a few years of working in this
sector, still when | see that such a small
child dies, I can't stop thinking about it for
a few days and even sometimes for several
months.Wherever | go and whatever | do |
can't forget the death of the infant. | suffer
a really hard psychological pressure when
| see a baby dies before experiencing her
mother's arms and so many other things in
the world"” [PN16].

3-1-2. The causes of neonatal death

Nurses at the time of death of infants are
faced with mental conflicts about the
causes of the problem and the causes of
neonatal deaths because accepting the
neonatal death was very difficult for
nurses. One of participants in this regard
stated:

"Sometimes | say thank you God, | don't
meddle into your works, but really this
baby was innocent and not guilty” [PN7].

The other participant states:

"I sometimes become nerves, and say that
these [infants] are not guilty, why this
happens to them? Why should they have
much pain and this makes me nervous and
preoccupies my mind"” [PN12].

3-1-3.  Announcing bad news to
family

Participants stated that the announcement
of bad news about the bad condition of the
baby is very difficult. They also believed
that so far they haven't been trained on
how to convey bad news to the family.
One of the participants in this regard
stated:

"I have a coworker with 20 years of
experience, Oh, for God's sake don't ask
me to give the news of the infant's death to
its family, it's a difficult work. We are not
trained in this regard, during all thesel5
years nobody told me how to treat, of
course, we have passed a course about the
dying infants, but we aren't trained about
how should we deal thereafter, for
example, how should | treat the family,
what should be our first reaction, no
courses are held and there has been no
training in this regard" [PN7].

When the nurses cared an ill baby at the
end of life and had to give bad news to the
family, they had a lot of spiritual stress.
Therefore, from subcategories of ill infant,
the causes of neonatal death and
announcement of bad news to the family
emerged spiritual distress of nurse.

Table-1: Frequency distribution of demographic characteristics of participated nurses.

No. Participants Age, year Academic degree I\gtzrtlljzl Wc;:(;\T I%%(,p;;frnce
1 PN1 29 Bachelors Single 6
2 PN2 32 Bachelors Single 7
3 PN3 32 Masters Single 5
4 PN4 32 Bachelors Single 5
5 PN5 38 Masters Single 7
6 PN6 34 Bachelors Single 4
7 PN7 37 Bachelors Married 15
8 PN8 32 Bachelors Single 1
9 PN9 45 Bachelors Married 20
10 PN10 34 Bachelors Married 1
11 PN11 29 Bachelors Married 1
12 PN12 28 Bachelors Married 2
13 PN13 25 Bachelors Single 15
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14 PN14 32 Bachelors Single 9
15 PN15 38 Bachelors Married 7
16 PN16 24 Bachelors Single 5
17 PN17 44 Bachelors Married 4
18 PN18 32 Bachelors Married 3
19 PN19 28 Bachelors Single 3
20 PN20 30 Bachelors Single 3
21 PN21 33 Bachelors Single 2
22 PN22 46 Bachelors Married 2
23 PN23 35 Bachelors Married 1
24 PN24 35 Masters Single 4

Table-2: Themes, categories and sub-categories obtained of this study

Themes Category

Subcategory

Spiritual challenge of | Palliative Care

Therapeutic needs of newborns.

Psychological needs of newborns.

neonatal care . .
Care with love and affection

Passionate care.

Considering infants as human.

Challenge of Spiritual support of family

psychological /

Understanding and empathy.

Spiritual / religious beliefs.

Psychological support of

spiritual support of ¢
family

family

Rejection of illness and death of newborns.

Psychological / spiritual problems of the family.

Spiritual distress of Nurses' Trauma in neonatal
nurse care

Il infant.

The causes of neonatal death.

Announcement of bad news to family.

4- DISCUSSION

In this study, the spiritual challenges
experienced by nurses at the end of life
and death in the NICU includes three
themes of spiritual challenge of neonatal
care, challenge of psychological / spiritual
support of family and spiritual distress of
the nurse. The first theme resulting from
this study is the spiritual challenge of
neonatal care with the categories of
palliative care and care with love and
affection. Nurses believe that the lack of
palliative care guide is a big problem, and
they often have this problem of being
unaware of what to do for infants at the
end of life and families. The results of two
studies about the importance of palliative
care in dying babies has shown that care at
the end of life, control and relief, as well
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as providing emotional and psychological
comfort of dying patients is an essential
issue; because when there's no effective
treatment for a disease, it is possible to
control and relieve excruciating pains of
patients, and award a superficial peace to
the patients (14, 17, 29, 30). Another
newborn's need at the end of life is the
need to care with love and affection.
Nurses believed that infants should be
considered as a human and receive care
with love and affection. In the research of
Henley, appreciative were those whose
child was recognized as a respected human
being (31). In the research of Meert et al.
the parents needed to have their child
recognized and respected as a human (32).
In the study of Bloomer et al. nurses in the
study believed that newborns have a
personal integrity and must have a name
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and addressed by a name (17). In the
present study, nurses knew the neonatal
and the family needs, but because of
overcrowding and lack of awareness
towards spiritual care, they didn't know
how to respond to these needs. The second
theme of the research was challenges of
psychological / spiritual support of the
families. Nurses believed that families
need to be understood and empathized and
their religious and spiritual beliefs must
also be respected. Of course, a number of
nurses, face with challenges in the field of
understanding the families as well as
respecting their religious beliefs because
they felt these beliefs could interfere with
providing neonatal care. In the research of
Bloomer, nurses believed that we should
understand the families, but sometimes it
may be neglected (17). When a mother
loses her fetus, she may experience bad
feelings for years (33).

In the study of Moghaddam Tabrizi et al.
mothers said about the role of nurses in
helping them to improve their confidence
in maternal role when they have premature
infant (34). In the study of Sadeghi et al.
families at the end of life stage, needed
empathy on behalf of the treatment team,
also resorting to religious and spiritual
beliefs is considered as an important factor
in gaining peace at the time of neonatal
death. In situations of despair, prayer may
be experienced as a source of strength,
patience, persistence and hope (35). In a
study, 82 percent of Americans believed in
healing of a person through prayer (36).

In the research of Meert et al., parents
prayed to seek help from God, so that their
infant is healed through prayers, they even
felt the need for the prayers of others such
as family, friends and the medical team
(32). In the present study, the nurses
believed that most of the families couldn't
accept the illness and death of their baby
and suffered from psychological problems
and needed to get psychological support
from the nurses. While nurses faced
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challenges in providing this care due to
lack of time (37, 38). In the research of
Bloomer et al. nurses believed that they
can help families to accept the illness and
death of their baby, and take them time to
ask questions, because families might not
be able to ask some questions from the
doctor (17). Many families suffer with
psychological problems after the death of
their child; they often wonder about the
cause of death of their child; and whether
the cause of death was due to negligence
on their part in taking care of their child
(39). In the study of Rosenbaum et al. also
most families in facing with the experience
of losing infants began asking questions
like why this problem happened to them;
or what was wrong about them? Or why
God has allowed this problem to happen
for them (9). All the above items indicate
the psychological and spiritual problems of
families and the need to receive
psychological / spiritual support, which
should be considered by the nurses and the
medical team.

On the other hand, the rejection of
neonatal death in Iranian society is much
more significant, where family
relationships and emotional ties are of
greater intensity and strength. In the
present study alike the previous research,
the nurses knew that meeting these needs
for the family is essential according to the
necessity of family-centered care, but they
faced with a challenge due to a lack of
program tailored to the cultural conditions
of the society. The third theme of the study
was the spiritual distress of the nurses. The
nurses involved in the care of the baby at
the end of life and death suffered with
trauma. Sometimes nurses by observing
the malignant conditions of the baby
become upset and even ask themselves
why should the baby endure such suffering
and dye. Speaking of nurses indicate
spiritual distress. Spiritual distress is
expressed sometimes as a sense of loss,
which  could mean losing  self,
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communication or meaning (40). In a
study, it was stated that the nurses
involved in the neonatal care experience
high levels of emotional stress. Nurses
when faced with the death of a baby can
experience a great spiritual distress (3).
Spiritual and ethical supports is essential
by colleagues, administrators,
neonatologists, Clergymen, and nursing
supervisors of nurses and doctors who
directly take care of dying babies (41). The
results of Archibald showed that the
experiences that the nurses often
experience in intensive care unit for
newborns include  severe  sadness,
confusion, frustration, fear and anger (42).
Therefore, due to the trauma suffered by
nurses, creating support systems on behalf
of the management  system s
recommended with regard to special
solutions in announcing the condition of
the baby to the family, holding training
courses on how to convey bad news,
supporting the family and how to visit end
of life patients and also providing the
necessary guides in the above-mentioned
fields.

4-1. Limitations of the study

Given that religious and spiritual
conditions of nurses are influenced by
culture and can be linked to the
experienced challenges, conducting the
present research in a particular area is one
of the limitations of this study.

5- CONCLUSION

In this study three themes and five
categories were obtained. The first theme
was Spiritual challenge of neonatal care
with two-categories (palliative care, and
care with love and affection); the second
theme was Psychological / spiritual
support challenges of family with two
categories (spiritual support of family,
psychological support of family), and the
third theme was the nurses' spiritual
distress with one category (nurse's trauma
in neonatal care). Results of this study
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showed that nurses working in NICU face
with a triangle of challenges in neonatal
care at end of life and death. One point is
related to neonatal care and the needs that
newborns encounter at this stage of life
and the absence of a clinical guide on
palliative and spiritual care of nurses has
faced them with difficulty. The other point
of the triangle is the challenges of family
care, for families who have lost their
children need to receive psychological /
spiritual support on the side of the
treatment team, and nurses due to lack of
clinical and teaching guide in this area are
having challenges.

Neonatal care and family care are part of
family-centered care approach; however,
in this approach we should also consider
another dimension that makes up the third
angle of challenges, the problem that the
nurse taking care of the baby at end of life
and death is unaware of it, but has
experienced it again and again. There were
some cases in the speaking of nurses that
expresses the experience of spiritual
distress. Therefore, the dimension of
nurses’ trauma should be paid special
attention and in family-centered care
approach three dimensions of neonatal
care, family care, and nurse care should be
taken into consideration and necessary
policies be developed in this regard.
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