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Abstract

Objective: The importance of whole person care interventions is increasingly appreciated in the literature. Spiritual care is one of these
dimensions and has been desired by a large percentage of clinical populations in critical care situations. A typical assumption is that spiritual
care would be provided by chaplains. There is limited research exploring parents’ perspectives on spiritual care from the medical team in general
and from physicians particularly. The objective of this study was to further elucidate the parent experience on receiving spiritual care from varied

members of the medical team.

differing faiths or spiritual beliefs.

provide spiritual care for families in critical care settings.

Abbreviations: NICU, HOPE tool, FICA

Methods: An anonymous survey was distributed to parents and caregivers at a single institution. A smaller subset of parents were further
interviewed in order to obtain qualitative data which was analyzed using a general inductive approach.

Results: Quantitative and qualitative data were collected from the caregivers and legal guardians of NICU patients in the form of 108
quantitative surveys and 16 qualitative interviews. Parents indicated openness to receiving spiritual care from various members of the medical
team and did not have strong barriers to receiving various types of spiritual care, nor significant barriers to receiving spiritual care from those of

Conclusion: Guardians typically expect spiritual care from chaplains, however this study demonstrates caregivers also appreciate spiritual
care from other members of the healthcare team including their physician. This validates the importance of educating physicians in how to

What's new: Literature is increasingly demonstrating the importance of spiritual care to families and patients. Limited studies explore the
experience of NICU families who receive spiritual care from physicians and medical care team members.

Keywords: spiritual care, spiritual belief, religious, whole person care, neonatal intensive care unit, physician

Introduction

Whole person care has been increasingly recognized as a
critical dimension in the practice of medicine [1-4]. It involves
considering all aspects that affect the patient and family’s
experiences, from emotional, spiritual, psychosocial, or financial
perspectives in addition to medical pathophysiology [5]. Previous
studies demonstrate that spirituality is an important source of
strength and resilience for patients and their families [2,6-10].
However, many of these sentinel studies were completed decades

ago and it is reasonable to question whether these represent
the contemporary desires of society. The focus of neonatal
practitioners typically focuses on physical well-being; however
emotional, psychosocial, and spiritual support are each important
aspects of care given to families in the neonatal intensive care unit
[9] and assists patient families cope by giving hope and meaning
to a difficult moment in life [11]. Spiritual care involves finding
a deeper connection and creating a pathway to find meaning
with others [9]. Victor Frankl has provided a framework for
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understanding that in times of deep suffering humans are capable
of finding hope and meaning [12]. Spirituality is one important
way that humans are able to develop meaning in their suffering
and also find avenues for hope therefore is an important access
point for relationships with parents in the NICU.

Spiritual care has been described by Christina Pulchalski,
and includes listening, being present and compassionate, asking
about spiritual background and preferences, and incorporating
those practices as appropriate [4]. A large percentage of the US
population is spiritual and believes in a higher power [13]. Over
80% of Americans share the belief that prayer can increase the
likelihood of recovering and over 70% endorse the belief that God
can cure patients, regardless of what medical science supports.

Previous studies have demonstrated a desire amongst
patients and patients’ families to discuss spirituality and religion
in medical settings as these both can have a significant impact on
their experience of their illness. In a meta-analysis of 54 studies
with >12,000 participants, it was found that a majority of patients
express interest in discussing spiritual concepts [2,14] and in
some areas in the country, a majority (~90%) of hospitalized
patients use religion as a key component in accepting their disease
with 40% using it as the primary mechanism to cope [11] This has
particularly been true for the critical care setting when questions
such as the value, purpose, and meaning of life are brought to the
surface [9,15,16]. Studies done in adult and pediatric ICU settings
showed that serious illness or end of life and palliative care
increase the desire for spiritual care [10,17]. The intervention
of spiritual care before and after a significant traumatic event or
in an end of life setting can help in one’s grieving process [9]. A
study consisting of over 3,000 patients identified the importance
of spiritual care and supported the claim that addressing spiritual
needs increases trust and satisfaction [18]. The NICU is a setting of
uncertainty for parents where the questions of suffering, meaning
and value may surface and cause distress.

Historically, a common assumption is that spiritual professionals
such as chaplains or faith group leaders provide spiritual care [19].
It is less typical for healthcare providers such as physicians and
nurses to provide religious or spiritual care [20]. However, in 2011,
76% of pediatricians stated that spirituality and religious concerns
are an important component of their practice in medicine. Despite
this view, only ~10% incorporate it into their routine practice [9].
It is likely that many physicians do not feel comfortable providing
spiritual or religious care, or may not feel that it is their place
[21]. Others feel that physicians on occasion could offer spiritual
intervention, but only if members of the chaplaincy or others
specifically spiritually trained are not present [22]. Often there is
hesitation in providing spiritual care due to the varied background
of spiritual and religious perspectives. Providers are uncertain
how to provide interfaith spiritual care due to lack of training
[23]. Thus, spirituality is integral to many patients and families’
experience in life and particularly their experience in the hospital
setting. While several studies have demonstrated the positive

effects on clinicians from compassion rounds [24] or otherwise
including spiritual care in their medical practice, the perspectives
of parents in the NICU and their experiences receiving spiritual
care from physicians is currently underreported. This study
aims to explore the experience of parents in our NICU and their
viewpoint of receiving spiritual care from physicians, in addition
to their perspective on interfaith spiritual care.

Methods
Study design

The study was designed to gather information from primary
caregivers or legal guardians, primarily parents of patients
hospitalized at Loma Linda University Children’s Hospital NICU,
regarding the spiritual care they desired to receive. The local
institutional review board approved this study. The goals of the
study were to (i) understand the importance of spiritual care
from various members of the medical team, from physicians
and nurses to chaplains and social workers, (ii) understand if
there were preferences or differences in experience for spiritual
care from those varied roles, (iii) obtain a rich description of the
experience of families receiving spiritual care from the medical
team, specifically from physicians.

Inclusion criteria involved parents or guardians who had a
child/children currently admitted to the NICU and were able to
read English or Spanish. Exclusion criteria included inability
to read English or Spanish. Study personnel asked participants
to complete a single paged, anonymous survey consisting of 14
questions ranging from religious demographics to Likert scale
questions comparing desire for spiritual care intervention and
importance of spirituality in daily life. Questions on the importance
of spirituality in daily life were taken from a previously validated
spirituality survey [25]. Informed consent was obtained at the
time of enrollment prior to survey participation. Following survey
completion, parents were asked if they would be willing to engage
in a further interview at a later time. Sixteen parents completed an
in person, phone or online interview. The interviews were recorded
and transcribed for analysis using the general inductive approach.
In this approach, textual data is condensed into a summary format
of themes and links are evaluated. Then a framework is developed
from the experiences described in the data [26].

Data analysis

Likert scale questions were assigned numerical values and
standard descriptive statistics were produced. For the qualitative
portion, four authors (B.C., K.R,, A.B.,, K.G.) independently analyzed
the transcripts of the interviews for thematic evaluation using a
general inductive approach [26]. Each coder developed a list of
emerging themes by first identifying responses to each interview
question. Secondly, the remainder of each transcript was examined
to identify related comments for each theme that were stated in
response to other questions. Third, each theme was examined
to determine sub themes that further defined the meanings and
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variations within each theme. The team then met together to
compare and negotiate theme names and meanings, creating a
code book with the results. Trustworthiness of the analysis of the
data was accomplished through multiple reviews of the data with
the developed themes and sub-themes as well as the review by two
experienced research team members (C.V,, B.H.) who performed

secondary checks and evaluated the results. A model (Figure 1)
was developed from the major themes that emerged from the
data: the spiritual and emotional components of spiritual care,
with sub themes of qualifications and professions that provide
spiritual care and the experience of receiving it. These themes and
sub themes are discussed in detail below.

Spiritual
i components
Spiritual P
care Emotional

components

Figure 1: Model of recurring themes. Two main components of spiritual care are described (spiritual and emotional), with the three sub
themes of qualifications necessary, experience of receiving, and professions of those providing spiritual care.

+ Desirable
« Undesirable
+ Different faith

Qualifications
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Results
Religious breakdown and other demographics

The participants in the study had similar religious
demographics to the United States as stated by the PEW research
center, with 70.37% of the 108 participants identifying as a type
of Christian [27,28] (Table 1). Our participants primarily chose

Table 1: Respondents by Religious Affiliation.

to respond in English, with only 2 of 108 surveys completed in
Spanish. The participants had a broad spectrum of NICU stay
experience with varying lengths and full spectrum of ages of
prematurity and various disease presentations. Mean length of
NICU stay was 18.3 days, with a minimum of 1 and maximum of
99 days. Mean gestational age was 33.34 weeks, ranging from 23
to 41 weeks gestational age at birth.

Religion: N=108
Non-Denominational Christian 33.33%
Catholic 25.93%

Other 13.89%
Protestant Christian 11.11%
Not spiritual 5.56%
Atheist 2.78%
Agnostic 2.78%
Mormon 2.78%
Buddhist 0.93%
Jehovah’s Witness 0.93%
Hindu/Hewish/Muslim 0.00%
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Quantitative data on spirituality importance in daily
life

The
interchangeably. Religion is often described as the individual or
group practice of beliefs and rituals involving the transcendent.
Spirituality is often defined as the belief in something larger, or

terms religion and spirituality are often used

a higher power, outside oneself [11]. However, despite these
definitions there is much overlap between religion and spirituality.
The survey administered used questions from previously

validated surveys to determine the respondent’s spirituality [25].
The participants were actively spiritual and found meaning and
importance in spiritual things (Figure 2). In regards to spirituality
of the participants at baseline, parents responded to three
questions on the importance of spirituality in their daily life (from
1 = very unimportant to 5 = very important with mean of 4.2, SD
of 1.0), if they sought comfort in spiritual things (1 = never/almost
never and 6 = Many times a day, with mean of 4.6, SD 1.6), and if
they asked for divine help (1 = never/almost never and 6 = many
times a day, with mean of 4.1, SD 1.7).
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and the width represents the number of responses.

Figure 2: Spirituality of participants from survey data. Participants ranked the importance of spirituality in their daily lives based
on previously validated survey questions. In the Violin plot the dotted line indicates the quartiles, the bolded line is the median

How to cite this article: Genstler K, Terrones AB, Chow B, Roxas K, Tan J, et al. Spiritual Care in the NICU from the Parents’ Perspective: A Mixed
Methods Study. Acad J Ped Neonatol 2022; 12(2): 555889. DOI:10.19080/AJPN.2022.11.555889


http://dx.doi.org/10.19080/AJPN.2022.11.555889

Academic Journal of Pediatrics & Neonatology

Quantitative data on spiritual care from members of the healthcare team
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Figure 3: Perceived benefit of spiritual care from various members of the healthcare team. Participants were asked to rank in Likert scale
format the perceived benefit of receiving spiritual care from the different categories of professionals on the care team.
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Figure 4: Preferences for spiritual care from various members of the healthcare team. Participants ranked five categories of those providing
spiritual care from most desired to least desired.
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A majority of parents responded either neutrally or favorably
when asked if they benefited from spiritual care from medical
members of the healthcare team. In response to questions on
perceived benefit of spiritual care from members of the healthcare
team, 33% responded that they feel they would benefit from
spiritual care from a physician and 28% felt they would strongly
benefit, 28% would feel neutral benefit, 4.6% disagreed with
feeling benefits, and 3.7% strongly disagreed with feeling benefits,
with 2.8% who chose not to respond. (Figure 3). Participants were
also asked to rank their preference of professions to provide
spiritual care. 79 of 108 survey respondents completed this
ranked question. Parent responses indicated they felt they could
primarily benefit from spiritual care from chaplains, followed
by physicians, ranking highest in the agree and strongly agree
responses (Figure 4).

Qualitative data on spiritual care from members of the
healthcare team

Throughout the qualitative interviews, participants expressed
appreciation for spiritual care provided by various medical
team members. Figure 1 provides the model for the following
findings. Two significant overarching components of spiritual
care emerged: emotional and spiritual support. The emotional
component was described as providing “a sense of comfort and
relief and encouragement,” and “empathizing, sympathizing with
you” and “being present”. Participants expressed the spiritual
component as involving prayer, “having someone say, ‘Let me pray

for you™. Additionally, spiritual care included specific religious

aspects beyond prayer, such as religious rites like “..saying the
verses and referring to the Bible” and “they prayed and baptized
her, and I got a lot of comfort from it”. Other non-religious aspects
that were cited as having spiritual benefits were being encouraged
to get outdoors and listening to music. The participants described
three major aspects regarding spiritual care from members of
the healthcare team: qualifications necessary to provide spiritual
care, the experience of receiving spiritual care, the professions of
those providing spiritual care.

Qualifications necessary to provide spiritual care

Participants expressed that “There are so many people from
different backgrounds who don’t necessarily believe the same
thing, but they’re there for you, I think that's what matters most”.
Participants ranged from desiring few qualifications for who
provided their spiritual care, “I'm open for anything” and “It
wouldn’t matter to being more reserved, “...two different religions,
it's not compatible”. Desirable qualifications included similar
beliefs, a sense of presence, patience, and being knowledgeable
about God (Table 2). Responses included the spiritual care
provider having “the same belief...that spirituality is an important
component”. Undesirable qualifications included providers not
sharing the same beliefs, with some participants being “a little
uncomfortable...[with] different world views,” or “not going
into the different denominations and different religious beliefs”.
Qualifications for spiritual care from one of a different faith were
described as “willing to sit there and listen to you”0 (Table 2).

Table 2: Summary statements of qualifications for those providing spiritual care.

“Just the same belief...that spirituality is an important component”

“There aren’t any qualifications”

Desirable . - o . . R
“Someone who has patience, understanding, willing to sit there and listen to you, and really supportive
“Someone who is knowledgeable in God”
“A little uncomfortable... [with]...different world views”
. “If someone was satanic, [ wouldn’t want that”
Undesirable

“As long as they’re not trying to falsify my religion or my beliefs”
“Not going into the different denominations and different religious beliefs”

Different Faith

“Somebody that can relate, ...even if it's not the same religion”

“Truthfully, that doesn’t bother me. At the end of the day, it’s not about
whether you're Muslim, Baptist, Adventist, or Catholic..we all have a faith that’s bringing us together”

“I'm open for anything”

“Two different religions it’s not compatible.”

Experience of receiving spiritual care

Participants were generally accepting of spiritual care from
various members of the medical team, “It was so nice to have
people to talk to and to pray with me and to encourage and
support me”. Table 3 summarizes the experiences participants had
or wished to have in receiving spiritual care. Several respondents
were ambivalent, reporting, “I wouldn’t mind”. Others expressed
disinterest: “I like to be more intimate when it comes to my
religion”. One participant stated, “In general me and my husband
aren’t very spiritual people... When [ was first admitted, my doctor

offered it. I did not [accept]. It was comforting to know that it is
offered to people that want it”".

Professions providing spiritual care

Participants described whom they believed should provide
spiritual care from a variety of professions, with one participant
stating “I would have a team of individuals”. In regard to spiritual
care from a physician, one participant said, “That is not something
I would typically look for from my physician, but it isn’t something
I would deny”, while others reflected, “I think it should start there
[with physicians],” and “I think it would be special”. A mother was
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admitted with high blood pressure who recalled being terrified of
the terms, “Severe” pre-eclampsia and the barrage of unfamiliar
medication names: “It was the first time a physician offered
prayer, but it meant a lot to me and my husband”. Respondents’

perspectives are summarized in Table 4 as to the professions they
thought should provide spiritual care, or professions from whom
they received care.

Table 3: Summary statements of the experience participants had or thought they would have while receiving spiritual care.

Accepting

“It was so nice to have people to talk to and to pray with me and to encourage me and support me”
“Yeah that’s definitely something I was interested in”

Ambivalent

“I'wouldn’t mind.”

Disinterest

“In general me and my husband aren’t very, uh, spiritual people.
...When [ was first admitted, my doctor offered it. I did not [accept].
It was comforting to know that it is offered for people that want it.”

“I like to be more intimate when it comes to my religion.”

Table 4: Summary of professions that participants thought should provide or received spiritual care from.

Physicians

“That is not something [ would typically look for from my physician, but it isn’t something I would deny.”
“I would really like that, I think it should start there [with physicians].”
“I think it would be special.”
“I thought that’s amazing that she [the physician] did.”
“It was the first time a physician offered prayer, but it meant a lot to me and my husband”

Non-Physicians

“Generally the chaplain and I have talked a lot.”
“One nurse that stuck out to me...Oh it was amazing!...Kind of comforting one another in what we were dealing with.”
“I would have a team of individuals.”
“Whoever my healthcare team is, if that includes nurses or doctors, or just having a chaplain come and pray, or whoever, dietician,
you know, whoever it is that is a part of our care.”
“My social worker was like, ‘You OK?'...we prayed over my baby...And it calmed me down a little bit.”

Discussion

The findings of this study regarding families’ experience
receiving spiritual care from members of the medical team may
change how providers give care if replicated and confirmed in
future research. The patient and family desire for discussion of
religion and spiritual care in medical settings is well documented
in the literature [2,17]. Many sentinel articles on spiritual care
were published several decades ago leaving many wondering if
the results from those studies are still applicable, given the values
and cultural shifts in society. This study offers a contemporary
view of the desires for spiritual care interventions. Historically
the expectation has been for spiritual care professionals such
as chaplains, priests, etc.,, to be the sole providers of anything
spiritual or religious related. Although faith leaders and chaplains
are considered the providers of spiritual care in hospitals,
the qualitative and quantitative results provide evidence that
NICU families can appreciate spiritual care intervention from a
variety of healthcare team members, including and not limited
to physicians and nurses. Providers may fear that if they do
have dissimilar same spiritual beliefs from the patient or family
that the discussion of spiritual matters would be unwanted. The
results of this study demonstrate that NICU families are often
open to receiving spiritual care from providers of a variety of faith
backgrounds.

Unfortunately, there is often a lack of awareness as well as
absence of training for physicians and medical professionals to
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provide the spiritual aspect of holistic care [29]. Additionally,
there is division amongst physicians as to whether they feel
comfortable providing spiritual care [30]. Various models and
acronyms have been created to assist physicians in knowing how
to introduce spiritual care such as HOPE questions (H: sources of
hope, O: organized religion, P: personal spirituality and practices,
E: effects on medical care and end of life issues) and FICA tool (F:
faith and belief, I: importance, C. community, A: address in care)
[13]. Future efforts should be made to educate physicians about
these tools and how to provide appropriate spiritual care. Such
training and education could also positively affect the parent’s
experience in receiving spiritual care from physicians.

There are several limitations of this study. It was performed at
a single center, which is a faith-based academic institution, as such
the healthcare team providers such as physicians and nurses may
have some training in providing spiritual care. Even without formal
training, it is likely the staff at this institution have seen spiritual
care modeled more frequently and may be more comfortable
providing it than at other institutions. This experience could
improve the families’ experience in receiving care. The families
that are admitted in our NICU may also expect more spiritual
care than at other centers given the religious affiliation. It is also
possible that the respondents could be more religious than at
other institutions, however participant religious demographics
reflected those of the larger United States population. The results
were also similar to previous studies demonstrating significant
interest for spiritual care interventions [2,14].
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Due to the nature of a large academic unit, data was not
collected on the faith background of the nursing, physician, and
chaplain staff that provided the spiritual care in this study. Families
discussed their openness for spiritual care from a variety of faith
backgrounds. However, it is unknown whether they experienced
receiving spiritual care from a provider of a differing faith, which
could affect the perspectives of the participants.

With regards to demographics, the results were from a
relatively small number of participants, and these results may
not be widely generalizable. The participants largely responded
in English, which could imply a narrow cultural focus. However,
many of the participants chose to respond in English despite the
opportunity to respond in Spanish as the language of their cultural
heritage. Replication of the study with a wider demographic pool
would be helpful to determine generalizability. One potential
limitation is that all participants in the interviews were female.
Some studies have demonstrated that females have a stronger
predisposition to benefiting from psychosocial spiritual healing
than males [31]. It is possible that the study shows that women
respond favorably to spiritual care intervention from healthcare
professionals, however the interplay of gender and spiritual care
offerings must be further investigated.

There is a growing body of evidence supporting the role of
whole person care in medicine, with spiritual care being important
to a majority of patients and families. There is also an increased
desire for spiritual interventions in end of life and critical care
settings [4,6,8-10,32]. Typically, the expectations are for a
chaplain to provide any spiritual care, however there is growing
evidence that families appreciate spiritual intervention from a
variety of providers in the medical team [7,9,33]. The quantitative
and qualitative data from this study suggests that many parents
of our NICU families indicated they would benefit from spiritual
care from the medical team. Those who experienced a physician
providing spiritual care had an overall positive encounter.
Spiritual care from the family’s perspective can have emotional
and spiritual aspects and is acceptable even from those of differing
faith backgrounds.
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