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ABSTRACT

Palliative care is a series of actions aiming to offer support to parents and their infants in order to improve their quality
of life. Despite optimal outcomes, the provision of palliative care for infants and achieving these outcomes may be
hardly feasible. The present study aimed to investigate the barriers to palliative care and gain insight into the solutions.
Accordingly, the obstacles were identified and classified into three categories of parent-related barriers (parental
request for continuing treatment, cultural background, and religious beliefs), barriers concerning healthcare providers
(attitude toward palliative care, death, and life values, religious beliefs, knowledge and skills in palliative care, and
ethical distress), and barriers within the healthcare system (unclear policies regarding the implementation of palliative
care, inadequate support from caretakers, lack of educational programs, insufficient personnel, unprepared
environment, lack of technological requirements, and lack of access to consultants). Each category was discussed, and

relevant solutions were provided.
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Introduction

The highest mortality rates during childhood
are reported in infancy, and most neonatal
deaths occur in neonatal intensive care units
(NICUs) (1, 2). In 2013, approximately 23,440
neonatal deaths were reported in the United
States, two-thirds of which occurred among
infants and in NICUs (3).

Despite the advancement in increasing the
survival rate of premature neonates, low-birth-
weight infants, and those with deficiencies (e.g.,
asphyxia and congenital anomalies) (4), NICU
teams are faced with fatal anomalies in
newborns, some of which are hardly cured by
medical and surgical procedures due to factors
such as the prematurity and low birth weight of
neonates (5). Under such circumstances, it
seems necessary to take account of some
measures and procedures that could reduce
pain in infants and enhance the quality of life of
parents (6).

Palliative care is a series of actions

recommended in such settings to offer comfort
for newborns at the end of life and protect both
the infants and parents (7). Palliative care has
progressed rapidly around the world owing to
raising the awareness of healthcare providers
regarding pain and other symptoms of spiritual,
psychological, and social stress in patients and
their family members (8). This care procedure
mainly focuses on preventing pain and suffering
and providing psychological, spiritual, social,
and physical support to patients and their
families, thereby improving their quality of
life (9).

Planned and coordinated palliative care for
infants was first developed by Catlin and Carter in
2000 (10), who provided holistic care to infants
and their families, enabling parents and caregivers
to make proper decisions for the life-threatening
conditions affecting their newborns (11).

Decision-making about the provision of
palliative care to a newborn less likely to survive
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is perceived as a significant challenging in terms of
ethical, legal, and clinical concepts (6). It stands to
reason that palliative care in NICUs has not been
considered to be of essence yet. The significance of
palliative care and its outcomes have been
clarified in the adult population over the past two
decades as globally demanding concept (12); as a
result, this healthcare concept has recently been
integrated into neonatal care (13). Moreover,
palliative care is of paramount importance due to
the high incidence of mortalities in NICUs and
responsibilities of the healthcare staff to relieve
pain in the infants and provide support to their
parents (14).

Application of palliative care in clinical settings
has been highlighted in the literature with
growing evidence. Several studies have
demonstrated the effectiveness of integrating
palliative care into other healthcare domains (4).
According to the literature, the provision of
palliative care could be beneficial for infants,
parents, and healthcare systems. The neonates
receiving palliative care may have a short length
of stay in NICUs and are less likely to undergo
painful procedures, treatment with mechanical
ventilation along with medication therapy, and
resuscitation (7). Furthermore, these positive
outcomes may result in other favorable outcomes
for parents, such as less sorrow, better adaptation
to suffering (15), greater satisfaction (16), better
acceptance of the do-not-resuscitate (DNR) order,
and less frequent visitation of the newborns
receiving palliative care (17). On the other hand,
palliative care could decrease the financial burden
on healthcare systems, particularly the expenses
on the painful end-of-life procedures that neither
decrease the suffering of infants nor affect their
survival (7).

Despite the favorable outcomes attributed to

Table 1. Barriers to Implementation of Palliative Care for Neonates
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palliative care, the integration of this care
procedure into the agenda of the healthcare
system for infants and achieving optimal
outcomes may be hardly feasible.

The present study aimed to investigate the
challenges concerning the implementation of
palliative care and offer solutions for the
underlying challenges in this regard.

Challenges Concerning the Implemen-
tation of Palliative Care

The first step to every paradigm shift is to
identify the existing barriers and facilitators of the
matter, which applied to the provision of palliative
care for newborns as well (18). To date, So far,
several studies (19-56) have been conducted in
this regard, each identifying some of the barriers
and facilitators associated with palliative care.
According to these findings, the existing barriers
to the implementation of palliative care could be
classified into three main categories, including
parent-related barriers, barriers concerning the
healthcare providers, and barriers within the
healthcare system (Table 1).

Parent-related Barriers

Parents are considered an important part of
the healthcare team and play a pivotal role in
planning and implementing palliative care for
infants. Various challenging conditions may
arise during NICU stay, predisposing infants to
predictable or unpredictable death and
suffering of parents. Although the type of care
and considerations largely vary depending on
the situation, the common principles for both
predictable and unpredictable deaths are
family-centered care, empathy, individualized
care, and involvement of parents in the
decision-making process depending on their

Main Barriers

Type of Barriers

Barriers Attributed to
Parents

Parental request for continuing treatment
Parental cultural background and religious beliefs

Attitude of healthcare providers toward palliative care, death, and
life values

Barriers Attributed to
Healthcare Providers

Religious beliefs of healthcare providers

Poor knowledge and skills in palliative care

Barriers to Implementation of

Ethical distress

Palliative Care for Neonates

Unclear strategies and policies regarding the implementation of

palliative care
Inadequate support from caretakers

Barriers within Healthcare
Systems

Lack of education regarding palliative care
Unprepared physical environment

Insufficient personnel
Technological imperatives
Lack of access to consultants
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willingness (4).

Parental request for continuing treatments
(13, 19) and their subsequent struggles with the
healthcare providers are among the challenging
issues influenced by the cultural, religious, and
spiritual background of families (21), as well as
the differences in the attitudes toward palliative
care (22). In other words, the perspectives of
parents toward palliative care are rooted in their
cultural background, religion, norms and beliefs,
and perspectives (23, 24), which affect the
perception of parents regarding the death of their
infant and interventions that are carried out in the
end-of-life stages (25).

In this regard, religion and spirituality have
been proposed as significant influential factors in
the parental decision-making. For instance, the
acceptance of the DNR order for severely low-
birth-weight infants may depend on the religious
and spiritual beliefs of the parents rather than the
provided information by the physician (26). In
the viewpoint of Muslims, the survival or death of
humans depends on God's will. Muslims believe
that life is a test, and all difficulties of life serve a
purpose. Based on these beliefs, Muslim parents
may not be convinced easily by the physician to
accept or reject palliative care since they believe
that physicians are merely the means of help, and
the death or survival of every individual is
decided by God (27). Accordingly, the acceptance
of assisted death for the sake of terminating their
suffering is perceived as interference in God’s will
by many Muslim parents. On the other hand,
some parents consider the illness of their
newborn as a punishment for their lifelong sins
and mistakes (28-31).

From the cultural perspective, the reactions of
parents to palliative care may vary. For instance,
some parents tend to keep a photograph or toy as
a memento of their child, so that they would keep
their memories alive. However, in some cultures,
it is unacceptable to keep the mementos that
belong to an infant who is less likely to survive
(32). On the other hand, parents of other cultural
backgrounds may hesitate to touch their infant
upon the initiation of palliative care. Other
examples in this regard are the parents who resist
the healthcare attempts to detach a dying infant
from life support devices, perceiving this
possibility to be against their cultural beliefs and
values (33).

Barriers Concerning Healthcare Providers
Barriers concerning healthcare providers in
the context of palliative care need to be addressed
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in parallel with family-related barriers. In
addition, the attitude of healthcare providers
toward palliative care is of paramount importance
(19). Considering that healthcare team members
expect the provided care to result in the survival
and longevity of neonates (10), their attitudes
toward accelerating the dying process (34), life
values (35), and their religious beliefs (36) may
influence the provision of neonatal palliative care.
Attitude guides behavior (37), and negative or
positive attitudes toward death could affect the
behaviors of professional caregivers in the case of
dying patients. In other words, negative attitudes
reduce effective communication with dying
patients in terms of truth-telling and discussions
regarding the dying process (38). On the other
hand, the fears and concerns of professional
caregivers might affect the patients and their
families as well (37).

On the same note, religious beliefs are also of
great importance in the provision of palliative
care for infants since Muslims believe that the
preservation of human life is a meritorious deed
(39), life is a God-sent gift that is expected to be
preserved at any cost, and no one is entitled to
terminating life directly or indirectly (39, 40).

In parallel with the effect of attitude on the
implementation of palliative care, knowledge of
healthcare providers is a significant determinant
of the implementation of palliative care (19, 20).
Palliative care requires the adequate knowledge of
the strategies to inform parents about the health
status, resuscitation procedures, and skills used
for their infant (e.g, symptom management,
empathic communication, and interdisciplinary
cooperation) (41). Insufficient knowledge and
skills could lead to ineffective communication,
inappropriate evaluation of the current needs of
newborns and parents, and failure in the
implementation of palliative care (42) or the
defective implementation of neonatal palliative
care (26).

Review of the literature suggested that nurses
and physicians have limited knowledge about the
philosophy, nature, and principles of palliative
care (43-48). Poor knowledge may lead to false
perceptions regarding palliative care, such as the
use of placebo for relieving pain in the patients
undergoing end-of-life procedures or withdrawing
emotional support from the dying patient in order
to initiate palliative care (49). Additionally, poor
knowledge regarding the implementation of
palliative care could cause ethical distress within
the healthcare team (50). Nurses may consider
their care provision to be unsuccessful (29, 50)
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when technology not only fails to guarantee the
survival of an infant, but it also creates false hope
for the parents (12, 51). Such circumstances may
lead to ethical distress in nurses, acting as a
hindrance to the implementation of palliative care
(12,50, 51).

Barriers within the Healthcare System

The barriers within the healthcare system
were the third category of the identified barriers
to palliative care, which contribute to the
implementation of these procedures. In this
regard, the main challenges associated with the
provision of palliative care were the lack of clear
and documented policies, particularly regarding
the proper time for the discontinuation of
treatment, legal and ethical frameworks in
NICUs, training programs for caregivers, and
physical environment for providing palliative
care (19, 23, 30).

A review of the current literature
demonstrated the insufficient training of
healthcare providers in terms of implementing
palliative care (12, 19, 20, 31, 52-54). In a study
by Epstin, 74% of the nurses and 82% of the
physicians received no formal training on
palliative care (31). In another research,
Botwinski has stated that 12-62% of the nurses
in various studies reported that educational
instructions about palliative care were
unsatisfactory, and the average time allocated to
palliative care instructions were less than 15
hours (52). Furthermore, evaluation of the
available training curricula indicated the lack
of educational guidelines and instructions
regarding palliative care for neonatologists and
pediatric nurses (55, 56). Few empirical surveys
have focused on the provision of educational
interventions for palliative care in NICUs
(7,51,57).

Another barrier within healthcare systems is
the absence of an appropriate physical
environment for the provision of palliative care
(13, 19). The open-ward design of NICUs could
be an obstacle against meeting the emotional
needs of parents, attachment to the infant, and
receiving authentic medical information about
the infant. In other words, open environments
prevent parents from expressing their feelings
and emotions to the healthcare team (58).

With respect to the barriers within the
healthcare system, the shortage of human
resources increases the workload of the
healthcare  staff, thereby limiting  the
opportunities for the provision of palliative care
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by nurses (59). In this regard, Forouzi et al
investigated the barriers to the implementation
of palliative care in the NICUs of a hospital in the
southeast of Iran from the perspective of nurses,
mentioning human resource shortage as the most
significant barrier to the provision of palliative
care. Currently, the NICU nurses in Iran are
required to provide care to 4-5 infants
simultaneously. For instance, in some cases, the
nurse must provide simultaneous care to a newly
born infant and a dying infant that struggles to
survive. Such situations lead to confusion and
fatigue in the nursing staff (60).

Technological requirements could be
considered an obstacle to the provision of
palliative care since the basic reason for utilizing
technical devices is to maintain one’s survival.
Nonetheless, it might be perceived paradoxical
and confusing by some individuals to utilize life-
saving technologies to postpone imminent death
and deliver palliative care simultaneously to ease
the death of a dying infant (61). In the study by
Forouzi et al, the nurses stated that the
utilization of advanced devices with the aim of
preserving life might become an excuse to avoid
delivering palliative care. As a result, some
nurses tended to convince parents to accept
treatment using such devices for the sake of their
infant (60).

Lack of access to counseling services was the
last barrier in this category. In several studies,
nurses have reported that there are no
consultants for the parents of the neonates
receiving palliative care in the hospitals. On the
other hand, these professional caregivers lacked
sufficient competence and proficiency in
communicating  with  parents efficiently.
Therefore, lack of access to consultants was
perceived as a barrier to palliative care (13, 19).
According to our findings, parents of the infants
receiving palliative care require religious and
spiritual counseling in order to achieve positive
outcomes, such as proper coping responses,
low ethical distress, and improved decision-
making (62).

Solutions for the Provision of Palliative
Care

Implementation of palliative care in the
current context of NICUs is numerous challenges,
which arise from a series of factors relating to
parents, healthcare providers, and healthcare
system. Therefore, it seems necessary to identify
and implement appropriate solutions for the
existing barriers in this regard for effective
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palliative care.

Considering that parental consent is the
primary step to the initiation of palliative care and
their resistance against the provision of palliative
care, it seems important to assign a
multidisciplinary team consisting of experts in
the fields of psychology, social work, and
pediatrics in order to overcome the reluctance of
families toward the implementation of palliative
care (57).

Communication is considered an inherent
element in dealing with the family members that
are expected to make decisions about the status
of their ill infant. However, communicating with
the parents of the infants who are at the risk of
death and require palliative care is a difficult
task; it becomes even more difficult when it
comes to announcing the bad news to the
families considering the diversities in their
values, beliefs, and knowledge (63). Poor
communication might exert long-lasting negative
effects on the perception of parents toward the
quality of care (64). Therefore, parents of the
neonates requiring palliative care need empathic,
timely, and honest interactions, so that they
would gain a stronger sense of control over the
hardships (65).

Attention to the possible approaches to
enhance communication with the parents whose
child is dying is a complex task when it comes to
discussing palliative care. Every individual
perceives death and life differently and shows
different reactions to bereavement. As such, the
needs of individuals may vary during the process
of palliative care (66). Under such circumstances,
one of the main requirements is meeting the
need for religious and spiritual counseling. It is
critical to allocate adequate time to the provision
of counseling sessions compatible with the
religious and spiritual beliefs of parents prior to
the implementation of palliative care (67).

Special attention must be paid to the cultural
differences of parents (68). For instance, it is
recommended that NICUs recruit interpreters
for non-native clients, and the cultural
differences of parents be taken into account by
making eye and physical contacts (10, 69).
Moreover, the cultural and religious preferences
of families should be respected through allowing
the performance of rituals and making them
memorable for patients and their family (70).
These considerations can encourage parents to
participate in the decision-making processes
regarding palliative care and affect their
perceptions toward death (25, 71).

Salmani N et al

Considering the barriers associated with
caregivers and offering proper solutions could
facilitate the implementation of the provided
recommendations. As mentioned earlier, the
attitude of healthcare providers toward palliative
care, death, life values, religious Dbeliefs,
knowledge, skills, and ethical distress play a key
role in the effective implementation of palliative
care. To tackle these barriers, it is recommended
that professional caregivers be instructed on
palliative care. Training interventions could raise
their awareness, alter their perspectives about
palliative care (72-74), and enhance their sKkills
(75, 76).

On the other hand, training may facilitate the
implementation of this care approach by
reducing stress, the fatigue caused by empathy,
burnout, and post-traumatic stress syndrome in
healthcare providers. Therefore, training
programs containing instructions about the
philosophy and advantages of palliative care,
principles of multidisciplinary and collaborative
work, symptom management using
pharmacological and  non-pharmacological
methods, communication skills, religious and
spiritual sensitivities, ethical and legal principles
regarding the discontinuation of treatment,
coping mechanisms, and supportive resources
seem to be essential (77-79). To provide
instructions, various approaches could be
adopted, such as workshops (1), online
educational courses (80), E-learning, and forums
to share professional experiences (77).

Ethical distress in the healthcare providers of
palliative care could be addressed by providing
the opportunities to reflect and discuss the
critical thinking outputs regarding values, beliefs,
and ethics, especially when different aspects of
care are in contrast with the personal values of
the caregivers (42). Furthermore, ethical
decision-making is a learned skill and an
effective measure to eliminate ethical distress.
However, it demands clear executive policies
regarding the implementation of palliative
care (36).

Clear policies and protocols are considered to
be the main requisite to the implementation of
palliative care in every setting and system (13,
19, 66). Therefore, it seems necessary that every
system providing palliative care possess their
own written policies concerning these
procedures in order to improve the quality of
palliative care and make -caregivers feel
supported (81, 82). Additionally, healthcare
providers should have freedom of speech in
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order to express their values and beliefs (13, 19,
66). All members of the healthcare team should
participate in the provision of palliative care, so
that the challenges between the healthcare team
and families would be minimized and successful
implementation of palliative care would be
achieved. It is noteworthy that the policies in
this regard need to be revised constantly so as to
facilitate evidence-based care and exchange
experiences and perceptions by healthcare
providers (81).

One of the concepts that has recently been
discussed is the open-ward design of NICUs,
which is considered an obstacle to the
implementation of palliative care. To address this
issue, it is suggested that the separate rooms for
parents and infants be replaced with the former
design of open-space NICUs in order to improve
the quality of family-based care and parent-infant
interactions, preserve the privacy of mothers and
infants, and increase parental satisfaction (83,
84). Meanwhile, alteration of the design of NICUs
may help parents feel that their infant receives
treatment as a human (85) is continuously
monitored by the medical staff. If parents are
assured of receiving continuous care for their
terminally ill infants, they will perceive palliative
care as a high-quality approach and hold stronger
faith in this care procedure (86-88).

Regarding lack of human resources, the most
effective solution can be to standardize the
number of nursing staff in the NICUs and to keep
the nurse-patient ratio of 1: 2-3. Also, a special
attention should be paid to the severity of
infants’ health status when tasks are being
assigned to the nurses fairly. Implementation of
these recommendations can pave the path to
improve the quality of cares for the patients
(89). In addition, the provision of counseling
services to the parents whose infant is receiving
palliative care could reduce the workload of
nurses and facilitate the implementation of
palliative care. Counselors can direct their
activities toward four main areas of advanced
guided planning (e.g., stopping nutrition and
fluid therapy), primary follow-ups for the
resuscitation status, organ donation, and
discontinuation of treatments. Counselors are
also expected to be available to parents at any
given time and assure them that their questions
will be answered in order to assist them in their
decision-making (90).

Conclusion
As a progressive requisite in NICUs, palliative
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care has been associated with challenges that
stem from various factors, including parents,
healthcare providers, and healthcare system.
Therefore, it is essential to address these
challenges in order to properly implement
palliative care in NICUs. The next steps are
clarifying the policies and protocols in this
regard and planning educational programs that
are compatible with the cultural, religious, and
spiritual preferences of the families, as well as
the principles of family-centered care.
Furthermore, healthcare systems should modify
the physical environment of NICUs and provide
the necessary facilities for the provision of
palliative care.
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