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Abstract

Background: A significant number of newborns are affected by life-limiting or life-threatening conditions.
Despite this prevalence, there are inconsistencies in attitudes toward, and delivery of, neonatal palliative care.
Implementing neonatal palliative care practice requires a multidisciplinary, collaborative effort.
Objective: To examine institutional and individual barriers to and facilitators of neonatal palliative care from
both medical and nursing perspectives.
Design/Setting/Subjects: A prospective cross-sectional study design was used to collect data using the Neonatal
Palliative Care Attitude Scale (NiPCAS) survey from medical providers and nurses in a 64-bed level IV
neonatal intensive care unit in the United States. The response rate was 67%.
Measurements: The NiPCAS survey included 26 attitudinal questions on a Likert scale. The instrument
included three subscales: organization, resources, and clinician, in addition to other questions.
Results: Six facilitators to neonatal palliative care were identified: (1) support of palliative care by the health
care team, (2) support of palliative care by medical and nursing practice, (3) agreement that palliative care is as
important as curative care, (4) parental involvement in decision making, (5) recognition of the importance of
palliative care education, and (6) prioritizing pain relief. Three barriers to neonatal palliative care were
highlighted: (1) a physical environment that is not conducive to providing palliative care, (2) technological
obligations and parental demands, and (3) the societal belief that babies should not die. In addition, there were
differences between medical and nursing staffs’ attitudes on several topics.
Conclusions: Several facilitators and barriers of neonatal palliative care were identified. There were similarities
and differences in perceptions of neonatal palliative care between medical and nursing staff. Future work should
be done to strengthen facilitators and to mitigate barriers.

Keywords: attitudes toward palliative care; barriers to palliative care; facilitators of palliative care; neonatal
intensive care unit; neonatal palliative care

Introduction

Asignificant number of newborns are affected by life-
limiting or life-threatening conditions.1 More children

die in the first year of life than in all other years combined and
34% of all pediatric deaths occur in the neonatal period.
Many of the mortalities are due to prematurity or congenital
malformations.2 One study found that 18% of all infants
admitted to a level III neonatal intensive care unit (NICU)
over a five-year period had a life-limiting or life-threatening

condition.3 Given the high incidence of serious disease, the
American Academy of Pediatrics has recommended initia-
tion of pediatric palliative care at diagnosis and integration
throughout the illness course to relieve suffering, improve
quality of life, and facilitate informed decision making.4

Despite these recommendations, there are inconsistencies
in attitudes toward, and delivery of, neonatal palliative
care.5–7 Cortezzo et al. found that end-of-life practice was
inconsistent between providers in the NICU.5 Haug et al.
found that nearly half of NICUs in the United States did not
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have neonatal palliative care guidelines.6 At institutions
where neonatal palliative care standards existed, Twamley
et al. found that there was a discordance between perceived
high palliative care knowledge, awareness, and support, and
low actual utilization of palliative care services.7

To examine institutional and individual barriers to and
facilitators of palliative care, Kain et al. developed the
Neonatal Palliative Care Attitude Scale (NiPCAS) survey.8

In that study, Kain et al. identified five facilitators to neonatal
palliative care as perceived by neonatal nurses: support for a
neonatal palliative model of care by the health care team; the
ability to express values, opinions, and beliefs; the avail-
ability of counseling support for caregivers; the presence of
clinical guidelines to support practice; and the support of
parents by the health care team.8 Kain et al. also identified
three barriers to neonatal palliative care: inadequate staffing;
a physical environment that was not conducive to palliative
care practice; and technological imperatives and parental
demands.8 The NiPCAS survey was subsequently adminis-
tered to neonatal nurses in the United States,9 Taiwan,10 and
Iran11 with similar findings to the original study.

Jones et al. conducted a survey of pediatric critical care
physicians and nurses and found that physicians were less
comfortable with the practical and medical aspects of palli-
ative care, such as facilitating communication or provid-
ing maximal pain relief, than nurses; however, there was no
difference between groups in comfort for the psychosocial
aspects of palliative care.12 Wool conducted a survey of
physicians and nurses in perinatal palliative care and found
that nurses expressed more obstacles at the system level, such
as gaining interdisciplinary support; however, both groups
reported a lack of societal support for palliative care.13

Implementing neonatal palliative care practice requires a
multidisciplinary, collaborative effort. This is the first study
to utilize NiPCAS to compare palliative care perceptions of
both medical providers and nurses.

Materials and Methods

A prospective cross-sectional study design was used to
collect data from the NiPCAS survey. Institutional Review
Board approval was not sought because the study was con-
ducted as a quality improvement measure for neonatal palli-
ative care delivery in our institution. Furthermore, the survey
did not collect personal information from participants. Parti-
cipation in the survey was voluntary and anonymous, thus
completing the questionnaire-indicated consent. Potential
study participants included all medical (attending physicians,
neonatology fellows, nurse practitioners, and physician as-
sistants) and nursing (registered nurses) staff working in a 64-
bed level IV NICU in the United States. Two hundred nine
participants were invited to complete the survey. The survey
was distributed electronically; the online version of the survey
was hosted and stored on Survey Monkey�. The survey was
open for a one-month period in 2017.

The NiPCAS survey included 26 attitudinal questions on a
Likert scale. As in the original analysis,8 the response scale
was coded as follows: strongly disagree = 1, somewhat dis-
agree = 2, unsure (neutral) = 3, somewhat agree = 4, and
strongly agree = 5. Eight questions were worded negatively,
thus those responses were coded in reverse. This nomencla-
ture allowed more ‘‘positive’’ responses to have a higher

mean score than more ‘‘negative’’ responses. Also as in the
original instrument,8 the ‘‘unsure’’ response was placed on
the far right to dissuade participants from routinely selecting
that option.

The content of the NiPCAS survey was independently
evaluated by our institution’s neonatal palliative care com-
mittee, in addition to face and content validity testing previ-
ously performed by the survey’s authors.8 Kain et al. had used
exploratory factor analysis to identify subscales of the in-
strument: organization, resources, and clinician.8 In that re-
search, there were acceptable Cronbach alpha scores of 0.73,
0.65, and 0.63 respectively, which demonstrated reliability.8

Because of the smaller sample size in this study, the same
subscales were used as previously validated by Kain el al.

Statistical analysis was performed using SAS 9.4 software
(Cary, NC). Differences in means were estimated using the
Wilcoxon Rank Sum test.

Results

Of the 209 neonatal medical and nursing staff surveyed for
this study, 139 completed the questionnaire, resulting in a
response rate of 67%. The majority of respondents (64%)
were nurses. Nearly half of respondents had >10 years’ ex-
perience in their current role. Table 1 demonstrates the de-
mographic characteristics of respondents.

The majority of survey respondents indicated they had
experience with neonatal palliative care. In our survey pop-
ulation, medical staff, compared with nursing staff, reported
more experience taking care of dying neonates ( p value
0.03). Nearly all respondents (total mean score 4.90 – 0.49)
agreed that palliative care was necessary in neonatal nursing
and medical education; but less than half of all respondents
had received education in the subject (total mean score
2.85 – 1.40). Table 2 describes responses to all questions.

Organization subscale

The organization subscale measured the effect of the insti-
tutional setting on barriers and facilitators to providing pallia-
tive care.8 There was overall agreement with items in this
subscale by both medical and nursing respondents (medical
mean score 4.09 – 0.59, nursing mean score 3.94 – 0.76, and p
value 0.39). Individual questions in this subscale addressed
parental involvement in decision making, support of palliative

Table 1. Demographic Characteristics (n = 139)

Variable
Frequency,

% (n)

Current role
Attending physician 12 (16)
Neonatology fellow 6 (9)
Nurse practitioner or physician assistant 18 (25)
Nurse 64 (89)

Years in current role
<1 year 7 (10)
1–4 years 21 (29)
5–10 years 23 (32)
>10 years 49 (68)
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care by staff, and ability of team members to express opinions.
Refer to Table 3 for more information.

Resources subscale

The resources subscale included a variety of resource-
related issues.8 The items in this subscale addressed staffing,
the physical environment of the unit, policies and guidelines,
availability of counseling, and accommodating the time to
spend with families. The mean scores in this subscale were
lower than the previous subscale, indicating disagreement
with this theme. The mean score for all questions in this
subscale was lower in the medical group than the nursing
group (medical mean score 2.77 – 0.80, nursing mean score
3.39 – 0.67, and p value <0.001), indicating more disagree-
ment from medical than nursing respondents. Refer to Ta-
ble 4 for more information.

Clinician subscale

The clinician subscale measured moral-related issues, in-
cluding parental demands and technological imperitives.8

The majority of all respondents agreed that staff are asked by
parents to continue life-extending care beyond what they feel
is right and that staff go beyond what they feel comfortable

with in using technological life support (total mean score
2.25 – 0.92). Refer to Table 5 for more information.

Discussion

Facilitators to neonatal palliative care

The findings from this research highlight six facilitators to
neonatal palliative care: (1) support of palliative care by the
health care team, (2) support of palliative care by medical and
nursing practice, (3) agreement that palliative care is as im-
portant as curative care, (4) parental involvement in decision
making, (5) recognition of the importance of palliative care
education, and (6) prioritizing pain relief. Facilitators were
designated as those survey elements that had an overwhelm-
ingly positive responses by participants (mean score ‡4).

There was a strong level of agreement among both medical
and nursing respondents that the health care team supports
neonatal palliative care (total mean score 4.22 + 0.96) and
that palliative care is supported by medical and nursing
practice (total mean score 4.89 – 0.46).

While both groups agreed that palliative care is as im-
portant as curative care, nurses’ level of agreement (mean
score 4.94 – 0.28) was significantly higher than medical
staffs’ level of agreement (mean score 4.54 – 1.05) ( p value

Table 3. Organization Subscale Comparison

NiPCAS item
Medical mean

score (SD)
Nursing mean

score (SD)
All respondents

mean score (SD) p

In my unit, when a diagnosis with a likely poor outcome is
made, parents are informed of palliative care options

3.69 (1.04) 3.68 (1.11) 3.68 (1.08) 0.99

The medical staff support palliative care for dying babies in
my unit

4.34 (0.89) 4.15 (0.99) 4.22 (0.96) 0.3

In my unit the team expresses its opinions, values, and
beliefs about providing care to dying babies

3.98 (0.99) 3.82 (1.08) 3.88 (1.04) 0.45

In my unit, parents are involved in decisions about their
dying baby

4.72 (0.61) 4.36 (0.93) 4.49 (0.84) 0.026*

All members of the health care team in my unit agree with
and support palliative care when it is implemented for a
dying baby

3.65 (1.15) 3.76 (1.16) 3.72 (1.15) 0.57

Average organization subscale 4.09 (0.59) 3.94 (0.76) 3.99 (0.70) 0.39

*p value <0.05.

Table 4. Resources Subscale Comparison

NiPCAS item
Medical mean

score (SD)
Nursing mean

score (SD)
All respondents

mean score (SD) p

There is enough assistance from peers to provide the
needs of dying babies requiring palliative care and
their families

3.12 (1.27) 3.99 (1.04) 3.67 (1.20) <0.001*

The physical environment of my unit is ideal for
providing palliative care to dying babies

1.70 (0.93) 1.93 (1.07) 1.85 (1.02) 0.19

There are policies/guidelines to assist in the delivery of
palliative care in my unit

2.76 (1.15) 3.73 (1.03) 3.37 (1.17) <0.001*

When a baby dies in my unit, counseling is available if I
need it

3.31 (1.06) 3.78 (1.19) 3.60 (1.17) 0.012*

When a baby dies in my unit, I have sufficient time to
spend with the family

2.98 (1.33) 3.73 (1.03) 3.45 (1.21) 0.002*

Average resources subscale 2.77 (0.80) 3.39 (0.67) 3.16 (0.77) <0.001*

*p value <0.05.
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<0.001). It has been postulated that neonatologists have a
‘‘rescue culture’’ due to decades of progress in the subspecialty
and improving outcomes for infants with life-threatening con-
ditions,14 and thus, may be more inclined to pursue curative
care over palliative care.

While both medical and nursing staff strongly agreed that
parents are involved in decision making, medical staff’s level
of agreement (mean score 4.72 – 0.61) was significantly
higher than nursing staff’s (mean score 4.36 – 0.93) ( p value
0.026). In a prior study, Wool had found that physicians felt
more confident in their ability to counsel patients than nur-
ses,13 perhaps leading to the medical staff having an in-
creased perception of parental involvement.

Both groups strongly agreed about the necessity of neo-
natal palliative care education (total mean score 4.90 – 0.49).
The importance of palliative care education to providers has
been previously examined in several studies.15,16 In a study of
pediatric residents receiving palliative care education, Fi-
scher et al. found that anxiety levels were high in participants
whose knowledge about palliative care was low.17 However,
there was a statistically significant difference in responses
regarding palliative care education. More nursing staff (mean
score 3.11 – 1.41) reported receiving education on the subject
than medical staff (mean score 2.41 – 1.29) ( p value 0.005).

Finally, both medical and nursing respondents strongly
agreed that pain relief is a priority for dying neonates (total
mean score 4.84 – 0.44). Pain management is a key aspect in
providing comfort.1,18 Among national institutions with
neonatal palliative care guidelines, the vast majority (81%)
address pain management in their policies.6

Barriers to neonatal palliative care

The findings from this research highlight three barriers to
neonatal palliative care: (1) a physical environment that is not
conducive to providing palliative care, (2) technological
obligations and parental demands, and (3) the societal belief
that babies should not die. Barriers were designated as those
survey elements that had an overwhelmingly negative re-
sponse by participants (mean score <3).

Both medical and nursing staff agreed that the physical
environment of the NICU was not ideal for providing palli-
ative care (total mean score 1.85 – 1.02). At the time of the
survey administration, the NICU layout at the primary study
institution was an open-bay format, which was later updated
to a single-family room design. Previous research showed
multiple medical benefits to a single-family room compared
with open-bay layout,19 and it is likely that improved utili-
zation of palliative care would be another benefit.

Both groups agreed that parents ask to continue life-
extending care beyond what staff feel is right (total mean
score 2.14 – 1.02) and that staff go beyond what they feel
comfortable with in using technological life support (total
mean score 2.36 – 1.09).

Medical and nursing staff agreed that there is a societal belief
that infants should not die (total mean score 2.91 – 1.28). This is
in accordance with prior literature, where physicians and nurses
reported a lack of societal support for neonatal palliative care.13

Differences between medical
and nursing staffs’ attitudes

Medical staff had statistically significant more negative
perceptions regarding multiple resource-related items: as-
sistance from peers ( p value <0.001), availability of coun-
seling ( p value 0.012), and ability to spend time with families
of dying neonates ( p value 0.002). In a survey of neonatal
clinicians, Peng et al. found that participants reported greater
levels of confidence in a more supportive workplace.20 It is
recommended that staff who provide palliative care should
receive psychosocial support21; however, Haug et al. found
that 39% of NICUs did not address physician compassion
fatigue or burnout secondary to palliative care.6

In addition, medical staff disagreed about the presence of
neonatal palliative care policies or guidelines, while nurses
responded positively ( p value <0.001). At the time of survey
administration, there were no neonatal palliative care guide-
lines in place at the study site. Upon discussion with nursing
staff after the survey was closed, it was revealed that nurses
considered previously established hospital bereavement care
guidelines to fall within the domain of palliative care. Re-
commendations for implementation of palliative care stress that
guidelines should be in place and accessible to all staff.21,22

Conclusion

Several facilitators and barriers of neonatal palliative care
were identified. There were similarities and differences in
perceptions of neonatal palliative care between medical and
nursing staff. More work should be done to strengthen fa-
cilitators. Palliative care education was a strong theme in this
survey; education of staff could reinforce support of pallia-
tive care. It is also important to mitigate barriers: working to
identify goals of care with families could decrease tension
between staff and parents.

A strength of this study is that it is the first to utilize a
validated survey to compare perceptions about neonatal pal-
liative care between medical and nursing staff. Limitations of

Table 5. Clinician Subscale Comparison

NiPCAS item
Medical mean

score (SD)
Nursing mean

score (SD)
All respondents

mean score (SD) p

In my unit, the staff go beyond what they feel comfortable
with in using technological life supporta

2.73 (1.25) 2.13 (0.91) 2.36 (1.09) 0.007*

In my unit, staff are asked by parents to continue life-
extending care beyond what they feel is righta

2.10 (0.96) 2.17 (1.06) 2.14 (1.02) 0.8

Average clinician subscale 2.42 (0.99) 2.15 (0.87) 2.25 (0.92) 0.13

*p value <0.05.
aResponses were coded in reverse.
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this study are the small sample size and limitation to a single
center. Additionally, the response rate was about two-thirds of
participants. Perhaps if the survey period was longer than one
month, the response rate would increase. Recommendations
for future research would be to compare medical and nursing
staff’s perceptions about neonatal palliative care from multi-
ple institutions. Another next step could be to conduct qual-
itative interviews with participants to identify and further
explore other themes. Finally, because neonatal palliative care
education was such a prevalent theme, future research could
study the effects of a neonatal palliative care educational
intervention.
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