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NEONATAL NURSES’ PERCEPTIONS OF PROVIDING PALLIATIVE CARE IN THE 

NEONATAL INTENSIVE CARE UNIT 

CHAPTER 1 

Statement of the Problem 

 Introduction 

The rapid advances in medicine and technology in the 1950s paved the way for the 

discipline of neonatal medicine. For the first time in history, critically ill and premature 

newborns were able to survive. With the development of advanced treatments, a cure-oriented 

culture of medicine has emerged whereby, the outcome of death is seen as a failure (Craig & 

Mancini, 2013; Duff & Campbell, 1976).  Media coverage regarding “miracle” stories of ever 

more fragile infants surviving against all odds has led to a society where health care 

professionals are often unprepared, and ill equipped to acknowledge and appropriately care for 

those who will die.  As a result, healthcare providers may often avoid conversations related to 

poor prognosis or likely death and instead persist with extensive treatments that cause undue pain 

and suffering (Craig & Mancini, 2013).  Although curative treatments are appropriate for the 

majority of infants in the neonatal intensive care unit (NICU), there is a need to care for those 

who have an uncertain or poor prognosis with a holistic approach where curative measures are 

not the primary focus. 

Background 

Prior to the technological and medical advances that arose in the 1950s, medical care for 

premature infants and those with life-limiting conditions centered on palliation. Infants were 

weighed daily, fed breast milk and provided warmth while caregivers hoped for the best 

(Duncan, 2018).  Neonatal medicine gradually shifted its focus to that of a curative discipline as 
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medical advances were allowing premature and sick newborns to survive for the first time in 

history. As a result, between 1940 and 1970, the infant mortality rate declined by 58% in the 

United States (Wegman, 1971). 

Although infant mortality rates were improving, by the early 1970s, physicians and 

families began to question medical treatments for those with life-limiting conditions and those 

born extremely premature (Duff & Campbell, 1973, 1976; Marc-Aurele & English, 2017). 

Ethical discussions surrounding poor long-term outcomes and treatments that cause pain and 

suffering without changing survival outcome emerged in the professional and lay literature (Duff 

& Campbell, 1976; Harrison, 1993; Stinson & Stinson, 1983; Whitfield et al., 1982).  Out of 

these growing concerns, the notion of neonatal palliative care (NPC) as a treatment modality 

began to surface. 

In 2000, the American Academy of Pediatrics published a statement on palliative care for 

children that included ethical principles and guidelines for practice. This statement 

acknowledged distinct differences between adult and childhood deaths and the need for a 

palliative care approach that would address issues unique to children.  Pediatric palliative care is 

now formally recognized and supported by several professional organizations worldwide (Craig 

& Mancini, 2013; O'Shea et al., 2015). Approximately one third to one half of pediatric deaths 

occurs in the neonatal period (Younge et al., 2015), and as a result, guidelines and position 

statements specific to neonatal palliative care have emerged (Carter & Bhatia, 2001; Catlin & 

Carter, 2002; NANN Board of Directors, 2015).  Despite published recommendations by 

professional organizations, the adoption of neonatal palliative care guidelines has been sporadic 

and inconsistent (Kain & Wilkinson, 2013).  
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Statement of the Problem 

As the NICU is largely an environment aimed at saving lives, the decision to provide 

palliative care is often a source of emotional discomfort (Mendel, 2014). The primary notion that 

infants should not die causes both families and healthcare providers to often take extraordinary 

measures to provide life-prolonging interventions that are accompanied by pain and suffering  

(Thibeau & Naquin, 2012). Despite advances in technology and medical care, the fact remains 

that infants born at the limits of viability and those with life-limiting congenital anomalies will 

not survive (Marc-Aurele & English, 2017).  Nurses, the most visible NICU team members at the 

point of care, often lack the confidence to care for these infants and to initiate conversations 

regarding impending death and/or palliative care options with the interdisciplinary team and 

family (Craig & Mancini, 2013; Wool, 2013).  The stigma of neonatal death along with 

challenges for providing palliative care in a curative environment contributes to the difficulties in 

integrating palliative care practices into the NICU (Kain & Wilkinson, 2013).  Without a 

palliative care framework, cure-oriented treatments often deprive certain infants of measures that 

could provide comfort and ease suffering at the end stages of life (Mendel, 2014).  

Lack of a palliative care program affects parents and professional caregivers as well.  

Ineffective communication with parents and the NICU team regarding prognosis and end-of-life 

care planning has been identified as an added stressor for grieving families with long-term 

negative consequences (Branchett & Stretton, 2012; Currie, Christian, Hinds, Perna, Robinson, 

Day & Meneses, 2016; Orfali & Gordon, 2004; Penticuff & Arheart, 2005).  Lack of palliative 

care education, NPC unit guidelines, and staff counseling support have been cited as sources of 

moral distress among neonatal nurses  (Chen et al., 2013; Kain & Wilkinson, 2013; Lewis, 2012; 

Martin, 2013; Mendel, 2014; Samsel & Lechner, 2015).  
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NICU nurses’ perceptions of the barriers to and facilitators of palliative care that they 

encounter in their practice have been examined throughout diverse cultural settings (Chen et al., 

2013; Forouzi, Banazadeh, Ahmadi, & Razban, 2017; Kain, 2008; Killcullen & Ireland, 2017; 

Wright, Prasun, & Hilgenberg, 2011). Barriers to NPC that have been identified in the literature 

include: the organization in which the nurse practices, inadequate staffing, lack of resources to 

support a palliative care model, less than adequate physical environment, lack of policy 

guidelines, lack of educational preparation, inability to express one’s opinion, the technological 

imperative, and parental demands.  

Educational preparation and policy have become common recommendations for 

improving NPC practices and have resulted in the emergence of educational programs and 

research-driven policies over the past 20 years (Carter, 2018; Carter & Bhatia, 2001; Catlin, 

Brandon, Wool, & Mendes, 2015; Catlin & Carter, 2002; Kain, 2017; Mancini, Kelly, & 

Bluebond-Langner, 2012; Murakami et al., 2015). Subsequent research centering on education 

and policy have demonstrated benefits to these initiatives. Educational interventions have 

demonstrated increases in knowledge, attitudes, self-awareness, and performance among the 

interdisciplinary NICU team members and nursing students (Kain, 2017; Kirkpatrick, Cantrell, & 

Smeltzer, 2019; O'Shea et al., 2015). Research on unit-based NPC policy implementation have 

demonstrated benefits including increased use of palliative care medication, family meetings and 

documented redirection of care (Samsel & Lechner, 2015; Younge et al., 2015). Although these 

findings are important, they are limited to local practice changes and thus do not reflect NPC 

practice on the national level. Furthermore, the impact of these initiatives on nurses’ perceptions 

of providing NPC has not been studied. 
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Purpose of the Study 

The purpose of this study was to examine NICU nurses’ perceptions of the barriers to and 

facilitators of palliative care.  The relationship between nursing staff characteristics, unit policy 

and NPC education, and the nurses’ perceptions was explored to determine the influence of these 

factors on nurses’ report of the barriers and facilitators they encounter in providing NPC. 

Research Questions 

• What are neonatal nurses’ perceptions regarding the barriers to and facilitators of 

providing palliative care? 

• What are the NICU policies identified by nurses that affect the delivery of palliative care? 

• What is the relationship between NICU palliative care unit policy and the nurses’ 

perceptions of barriers to and facilitators of providing palliative care? 

• What is the relationship between palliative care education and nurses’ perceptions of 

barriers to and facilitators of providing palliative care? 

Significance of the Problem 

Nurses play a critical role as members of the interdisciplinary team in providing care to 

infants and their families.  As NICU nurses maintain a consistent presence at the bedside, they 

interact with infants and their families more frequently than any other team member.  Therefore, 

the nurse is positioned to substantially influence families’ end-of-life experiences for their infant 

and subsequent grieving (van der Geest, Darlington, Streng, Michiels, & Pieters, 2014) . 

Research-driven policy and education programs have been developed over the past 20 years 

aimed at improving NPC practice (Carter, 2018; Carter & Bhatia, 2001; Catlin et al., 2015; 

Catlin & Carter, 2002; Kain, 2017; Mancini et al, 2012; Murakami et al., 2015), yet there is no 
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research to demonstrate the impact of these recommendations on the nurses’ perceptions of the 

barriers to NPC that they encounter in their practice. 

Although unit policy and education are important initiatives that can enhance the delivery 

of NPC, additional unit workflow and environmental factors may influence the provision of 

NPC.  Because nurses are at the point of care and interact with infants and their families more 

frequently than any other health care team member, they may understand the nuances of 

providing palliative care within the context of the physical environment. Regardless of policy 

and training initiatives, if nurses perceive that barriers to providing NPC exist, provision of 

desired palliative care practices may be impaired. The result may be compromised care that can 

negatively impact patients, families and nurses.  

Increased understanding of nurses’ perceptions regarding barriers and facilitators of NPC 

can lead to the development of strategies that will support nurses in their ability to provide 

palliative care in the NICU setting.  Nurses’ perceptions of barriers to and facilitators of NPC has 

been studied in Australia, Taiwan, Iran, and in one U.S. NICU hospital setting (Chen et al., 2013; 

Forouzi et al., 2017; Kain, 2008; Wright et al., 2011), yet no published studies exist that examine 

a national sample of neonatal nurses in the United States and their perceptions of palliative care 

in their practice setting.  A nationwide study will provide insights into the current status of NICU 

nurses' perspectives regarding NPC and the potential influence of unit policy and education on 

their perspectives. These insights can be used to develop practice changes that can better support 

NPC. 
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Definition of Terms  

Conceptual Definitions 

Palliative Care: Numerous definitions of palliative care can be found in the literature.  In 

its most basic form, palliate is defined as the ability “to reduce the violence of a disease; to ease 

symptoms without curing the underlying disease” (Merriam-Webster, 2018). The World Health 

Organization (2018), defines palliative care as “an approach, which improves the quality of life 

of patients and those facing life-threatening illness, through the prevention, assessment and 

treatment of pain and other physical, psychosocial and spiritual problems.”  

The National Association of Neonatal Nurses position statement on palliative care 

(NANN Board of Directors, 2015) expands upon this definition to incorporate the often 

unpredictable and changing nature of illness in the NICU environment and role of parents. 

Within this framework, “Palliative care focuses on improving a patient’s quality of life and may 

be offered concurrently with curative care to treat symptoms, minimize suffering, and offer 

improved quality of life. Through the ongoing assessment of goals of care, families, nurses, and 

other providers determine the appropriateness of continuing intensive therapies and weigh the 

benefits of shifting the goals of care toward the provision of comfort for the infant and family” 

(NANN Board of Directors, 2015). 

Kain and Wilkinson (2013) offer a succinct definition of neonatal palliative care as 

“providing comfort measures for both the infant and family from the time of diagnosis through 

death and bereavement.” From this perspective, NPC is not intended to focus solely on strategies 

that are to be implemented once the decision has been made to discontinue curative treatment but 

is a framework for ensuring that comfort measures and family support are provided from the 

point of admission, for all infants, regardless of diagnosis or prognosis. 
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Given the often prolonged and uncertain prognoses of childhood conditions, a palliative 

focus alongside curative therapies is an essential aspect of pediatric palliative care 

recommendations (National Hospice and Palliative Care Organization, 2012; NANN Board of 

Directors, 2015; Word Health Organization, 2018). Prior to the Affordable Care Act ruling in 

2010, parents in all but a few states had to forgo curative treatment in order to receive Medicaid 

coverage for hospice services. The “Concurrent Care for Children” section 2302 of the 

Affordable Care Act requires that all states provide Medicaid to cover palliative care 

concurrently with curative treatment, as appropriate (National Hospice and Palliative Care 

Organization, 2012).    

  End-of-life care is defined as “one aspect of palliative care that supports a peaceful, 

dignified death for the infant and the provision of support to the family and healthcare providers” 

(NANN Board of Directors, 2015).  

Hospice is another term that is frequently associated with end of-life-care. As it is 

described, hospice is “a program designed to provide palliative care and emotional support to the 

terminally ill in a home or homelike setting so that quality of life is maintained, and family 

members may be active participants in care” (Merriam-Webster, 2018). Whereas palliative care 

is a broad model that can begin at diagnosis and includes end-of-life and hospice care, it also 

allows for concurrent curative treatment. End-of-life and hospice care primarily occur only after 

it is clear that the person is not going to survive their illness, and curative treatments are 

discontinued. 

 Perinatal palliative care is an emerging specialty that extends the palliative care approach 

to the fetus and family during pregnancy when a prenatally diagnosed life-limiting condition is 

identified (Munson & Leuthner, 2007). Perinatal palliative care addresses the importance of 
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providing a palliative care approach upon prenatal diagnosis so that health care providers can 

communicate effectively and best support families through pregnancy, birth and the neonatal 

period.  

Curative treatment within the context of this research is defined as treatment aimed at 

curing the patient’s disease. Although curative treatment is appropriate for most NICU patients, 

there remains a set of infants in the NICU with common conditions for whom palliative care, 

either alone or in addition to curative, is indicated (Carter, 2018; Parravicini, 2017). Despite the 

identification of conditions for which a palliative care approach is indicated, health care 

providers often persist with curative treatments beyond what has been termed “the dying point” 

(Docherty, Miles, & Brandon, 2007). 

 Perceived inappropriate care is the current terminology used to describe healthcare 

providers perceptions of delivering curative treatments that cause pain and suffering beyond the 

point when death from the underlying disease is considered inevitable (Jox, Schaider, 

Marckmann, & Borasio, 2012; Nathanson & Feudtner, 2016; Singal et al., 2014).  The 

NiPCASTM © instrument uses the term “life extending care” within this context (refer to 

Appendix B, Part 2, item 28).  Attempts to objectively define the point at which care becomes 

perceived as inappropriate remains a complex ethical subject in healthcare. The religious, ethical 

and moral values of the nurse, other healthcare team members and the family will influence the 

nurse’s perception of the appropriateness of treatment and need for palliative care. 

Operational Definitions 

End-of-life care education is defined as the nurses’ self-reported in-service or educational 

offering.  This information will be collected in the demographic data section of the survey.    
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  Neonatal palliative care policy refers to the nurses’ self-report that the NICU in which 

they work has a policy for palliative care in their work environment. This information will be 

collected in the demographic section of the survey. 

Barriers to palliative care are defined as “any obstruction that may impede the uptake of a 

palliative care model of care in neonatal nursing” (Kain et al., 2009).  The nurses’ perception of 

barriers to providing NPC will be measured using the Neonatal Palliative Care Attitude Scale 

(NiPCAS)TM ©. 

Facilitators of palliative care are defined as conditions that support the integration of a 

palliative model of care in neonatal nursing. The nurses’ perception of facilitators providing NPC 

will be measured using the Neonatal Palliative Care Attitude Scale (NiPCAS)TM ©. 

Research Variables 

This descriptive study was intended to explore relationships and not predict outcomes. 

The variables of interest are end-of-life education, unit-based NPC policy, demographics/nursing 

staff characteristics, and the nurses’ perceptions of barriers to and facilitators of palliative care as 

identified in the NiPCASTM© survey results. Given the changes in practice and education that 

have occurred since 2008, along with instrument use with a new population of nurses, an 

exploratory factor analysis and reliability testing was conducted to arrive at a model that would 

be appropriate with this population.   Correlations were conducted to examine the relationships 

between the total NiPCASTM© scores with Unit policy and end-of-life/palliative care education 

demographic items. T-tests and Analysis of Variance (ANOVA) procedures were conducted with 

selected demographic variables to compare potential differences between the demographic item 

responses for the NiPCASTM© overall score.   Selected variables included an open text box to 

capture additional qualitative details as follows: 
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1. Have you received education on end-of-life/palliative care? 

a. Yes 

b. No 

c.  Unsure 

2. Please choose what best describes the type of end-of-life/palliative care education that 

you have received: 

a. Certification educational program 

b. Palliative care conference 

i. Length of conference (half day, one day, two or more days) 

c. Neonatal/Pediatric conference with palliative care session 

i. Length of section on palliative care topic (one hour, two hours, three hours 

or more) 

d. Poster presentation viewing 

e. Unit-based in-service 

f. Other (open-ended text box) 

g. I have not received any end-of-life/palliative care education 

3. Does your unit have a palliative care policy or guidelines for practice? 

a. Yes 

b. No 

c. Unsure 

The following demographic/nursing staff characteristics will be collected: 

1. Gender 

2. Age 
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3. Length of NICU experience 

4. Current employment status 

5. Neonatal intensive care nursing certification 

6. Highest nursing degree obtained 

7. Role in current workplace 

8. Ethnicity 

9. Children 

10. Geographic region of practice 

11. Religious identification 

12. Spiritual identification 

13. Visual analogue scale to identify unit culture supporting palliative care practices 

The nurse’s perceptions of barriers to and facilitators of palliative care will be identified 

with the NiPCASTM © survey results. Factor analysis of the initial instrument development 

resulted in a 3-factor model as follows (Kain, Gardner & Yates, 2009): 

1. The organization in which the nurse practices 

2. The available resources to support a palliative model of care 

3. Technological imperatives and parental demands 

Exploratory factor analysis was performed on the data to determine the appropriate model 

for this this new population of nurses. These findings were integrated with the individual 

NiPCASTM ©   item mean scores to identify the barriers to and facilitators of palliative care 

practice.  
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Conclusion 

Given the unpredictable nature of prognosis and outcome in the NICU, palliative care is 

an important approach that should be integrated as standard practice. It requires an 

interdisciplinary approach that involves input from all team members to ensure that patient and 

family needs are met. Nurses are key team members who are continuously at the bedside 

monitoring patients and interacting with family members. They are uniquely situated to be the 

first to identify palliative care needs for the family and infant and to coordinate with the team to 

foster an environment that will best support these practices. 

Despite published policy and educational programs, current evidence indicates that NPC 

is not yet a fully integrated component of NICU care. A survey to evaluate nurses’ perceptions 

regarding NPC with a nationwide sample of NICU nurses will provide a clearer picture of 

current nursing practice that can be generalized to a larger population. The literature widely 

acknowledges the need for NPC education and policy implementation to best prepare nurses and 

support their practice.  This study sought to evaluate the extent to which these recommendations 

are occurring and if they are beneficial in improving nurses’ perceptions regarding NPC.  
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CHAPTER 2  

Review of the Literature 

Introduction 

The notion of providing palliative care in the NICU began to emerge in the 1980s out of 

growing ethical concerns regarding the curative treatment approach for infants who would not 

likely survive. The NICU team and parents alike observed the untreated pain and suffering of 

these infants and began to question the appropriateness of the curative approach (Duff & 

Campbell, 1973, 1976; Harrison, 1993). Out of growing ethical concerns to provide 

compassionate care to infants with uncertain outcomes and life-limiting conditions, 

organizational position statements, policy development, and educational offerings have been 

widely published. Despite over 30 years of established recommendations, neonatal palliative care 

NPC remains inconsistent and sporadic (Kain & Wilkinson, 2013). 

The purpose of this review is to present the literature related to caring for critically ill 

newborns and those with life-limiting conditions and the need for standardized neonatal 

palliative care. Although the literature within the neonatal specialty is the primary focus, relevant 

publications on pediatric and perinatal palliative care studies are included.  This chapter is 

divided into sections as it relates to the research questions. The first section presents the 

theoretical framework that serves to guide the research question. The second section presents the 

patient population and diagnoses specific to newborns admitted to the NICU for whom a 

palliative care approach is warranted and the challenges that exist with integrating a standardized 

palliative care approach into this environment.  Section three describes the research exploring the 

NICU family’s experience. Section four examines findings related to health care team members’ 
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experiences of caring for dying infants.  Section five presents policy guidelines and educational 

programs that have been developed to improve the integration of palliative care in the NICU.   

An initial literature search was conducted using Molloy College Library’s integrated 

database search engine, Vu Find. The term “Neonatal Palliative Care” yielded over 8,000 related 

articles.  The search was then limited to a time frame from 2010 through 2018 from peer-

reviewed medical and nursing journals.  Additional literature searches were conducted using the 

references from the initially selected articles.  Publications from the United States, the United 

Kingdom, Australia, Taiwan, France, Japan, and Iran were considered for review.  

Theoretical Framework 

Overview of the Roy Adaptation Model 

The Roy Adaptation Model (RAM) (Roy, 2009) provides the theoretical framework for 

this dissertation. Within this model, the nurse is understood as a holistic system in constant 

interaction with the environment. The perception of palliative care practice in the NICU 

environment is influenced by one’s educational preparation and the support and resources within 

the practice setting.  The nurses’ level of adaptation to their practice environment will ultimately 

impact the quality of care provided to infants and their families. 

Systems theory and adaptation level theory serve as the scientific foundation for RAM. 

Human beings as individuals and groups are viewed as holistic and adaptive systems that are in 

continuous interaction with their environment (Roy, 2009). Adaptation is the life process that 

encompasses the overall health of a person. Roy defines health as the process of becoming an 

integrated and whole human being.  From this perspective, health is not limited to the absence of 

disease but occurs when a person functions at an optimal adaptation level in relation to their 

environment. The three levels of adaptation are described as integrated, compensatory, and 
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compromised. Integration is the optimum functioning of human systems. Compensatory 

adaptation occurs when an individual’s integration is challenged and a person is required to make 

adjustments to reintegrate.   Compromised adaptation refers to the use of ineffective coping 

mechanisms by individuals in response to environmental stimuli.  Adaptation is a dynamic life 

process that is regulated by a person’s coping processes, or subsystems.  

Individuals are in a continuous process of adaptation as they respond to environmental 

stimuli.  Coping processes are the mechanisms by which humans respond to the changing 

environment and play a role in a person’s adaptation level.  The regulator and cognator 

subsystems are the coping processes that work to maintain integration. The regulator subsystem 

pertains to a person’s physiologic responses to stimuli and the cognator subsystem responds 

through four cognitive-emotional channels: perceptual and information processing, learning, 

judgment and emotion (Roy, 2009). This dissertation focuses on the nurse’s cognator subsystem 

coping responses. Behaviors are the observable manifestations of how individuals respond to 

environmental input stimuli and are observed in relation to four adaptive modes: the physiologic, 

self-concept, role function, and interdependence mode (Roy, 2009).  

Integral to the RAM is the notion of holism. Human systems are in a process of 

continuous, interdependent interaction with their environment. Adaptation is a dynamic and fluid 

process, not a static state. Although the model is categorized into adaptive modes and coping 

subsystems to assess human behavior, individuals can only be fully understood as irreducible 

wholes (Roy, 2009).   

Application of RAM to NPC  

The purpose of this study was to examine nurses’ perceptions of the barriers to and 

facilitators of NPC. Within the RAM framework, nurses are human systems that are in 
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continuous interaction with their NICU environment. Events occurring within the nurse’s work 

setting are the environmental stimuli to which the nurse will adaptively respond. Roy (2009) 

identifies three types of input stimuli: focal, contextual and residual. The focal stimulus is the 

most immediately pressing situation that faces an individual. Ethical conflicts surrounding the 

care of critically ill newborns, perceived inappropriate medical care, and instances in which the 

nurse carries out painful treatment that they perceive as inappropriate, are the focal 

environmental stimuli that the nurse encounters in the NICU. 

Contextual stimuli are those that contribute to the impact of the focal stimulus.  Unit 

policy, culture and organizational processes that support palliative care, staffing ratios, and a 

physical environment that allows for quiet and privacy at the end of life are the contextual 

stimuli that will play a role in the nurse’s adaptation to their environment and their ability to 

provide NPC. The residual stimuli for nurses are their education; life experiences; and religious, 

spiritual and moral values. The contextual and residual stimuli will influence the nurses’ 

perception (the perceptual and information processing channel of the cognator subsystem) 

regarding the barriers to and facilitators of palliative care in their practice settings (Roy, 2009).  

Within this framework, nurses who have not received end-of-life education and who 

work in an environment that lacks policies to support NPC (contextual stimuli) may experience 

challenges to adaptation. Additional organizational barriers such as staffing ratios, physical 

environment and a lack of interdisciplinary support may impact adaptation.  Compensatory 

adaptation behaviors for nurses under these conditions may include increased sick calls and 

avoidance of caring for critically ill or dying patients.  If they continue to work in such an 

environment, adaptive behaviors such as seeking out end-of-life education opportunities and 
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involvement in unit activities to improve policy and guidelines for palliative care may result in 

positive adaptation. 

 Nurses who continue to work in an environment that does not provide guidelines, 

structure, resources, and support for a palliative care delivery model, may eventually go on to 

exhibit compromised adaptation behaviors. The link between a lack of palliative care and moral 

distress has been well documented in the literature. Burnout, high turnover rates, and emotional 

and physical illnesses are documented behaviors that are linked to moral distress and are 

examples of compromised adaptation behaviors (Cavaliere, Daly, Dowling, & Montgomery, 

2010; Cavinder, 2014; Corley, 1995; Kain, 2007; Sannino, Giannì, Re, & Lusignani, 2015) . 

Furthermore, these behaviors are associated with impaired nurse-patient interactions and 

compromised care (Cavinder, 2014; de Veer, Francke, Struijs, & Willems, 2013; Janvier, 

Nadeau, Deschênes, Couture, & Barrington, 2007; Kain, 2007; Rogers, Babgi, & Gomez, 2008).  

When a nurses encounter a patient and family scenario that would benefit from a 

palliative care approach, their level of adaptation is influenced by the contextual and residual 

stimuli. Nurses, who receive education on palliative care and work within an environment that 

incorporates NPC policy and provides the resources to support their role, may be more likely to 

function at the integrated level of adaptation. They have the potential to best influence the NICU 

environment for patients and their families (Brosig, Pierucci, Kupst, & Leuthner, 2007; 

Cortezzo, Sanders, Brownell, & Moss, 2015; Currie et al., 2016; Penticuff & Arheart, 2005).  

NICU Population, Environment and Ethical Considerations 

Despite the advances in neonatal medicine that have allowed for a marked reduction in 

infant deaths, there remains a significant number of those born with specific conditions who will 

not survive.  Approximately 22,000 infant deaths occur annually, with more than 50% of them 
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occurring in the neonatal period and in the NICU setting (Ely & Driscoll, 2019; Youngblut & 

Brooten, 2012).  Yet despite this large number, studies indicate that less than 4% of children who 

meet the criteria for palliative care have documentation to demonstrate receiving palliative 

services (Keele, Keenan, Sheetz, & Bratton, 2013). The distinct attributes of the neonatal 

population and the NICU environment of care are important to explicate in order to understand 

the barriers that surround the provision of NPC. 

Pediatric patients who would benefit from a palliative care approach have a wider age 

range and differing set of diagnoses when compared to the NICU population. Based on pediatric 

mortality rates, conditions that would benefit from palliative care are highest for malignant 

neoplasms (8.8%), whereas infant mortality rates are highest for life-limiting congenital 

malformations (20.2%) and prematurity and low birth weight (16.8%) (National Hospice and 

Palliative Care Organization, 2012).   

Parravicini (2017) grouped the conditions for which NPC would be indicated in two 

broad categories: those with life-limiting conditions and those with terminal conditions. Life-

limiting conditions include severe central nervous system anomalies associated with short life 

expectancy; lethal lung hypoplasia; complex cardiac anomalies; and genetic conditions such as 

trisomy 13 and 18, inoperable conjoined twins, and metabolic conditions with a short life 

expectancy despite treatment. Terminal conditions include extreme prematurity, newborns not 

responding to cardiopulmonary resuscitation, severe brain and neurologic injury, and end-of-life 

multi-organ failure. 

Prior to the advent of neonatal medicine, infants with the above conditions would not 

have been expected to survive.  Care would have focused on comfort measures to support a 

peaceful death (Duncan, 2018). With the development of medical treatments and technologies, 
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infant survival for decreasing ages of prematurity and many congenital conditions became 

possible for the first time. As a result, between 1940 and 1970, the infant mortality rate declined 

by 58% in the United States (Wegman, 1971).  

Increased survival rates, along with changing trends in the timing of NICU death have 

further highlighted the need for a palliative care approach in the NICU.  Dupont-Thibodeau, 

Langevin and Janvier (2014) conducted a retrospective chart review to examine age at death in a 

single center Level III NICU between 2000-2002 (cohort one) and 2007-2010 (cohort two) to 

compare timing, cause and mode of death in the two groups.  An analysis of 204 neonatal deaths 

revealed that the average age of death doubled from 9.71 days in the first cohort to 18.8 days in 

the second cohort and the number of deaths in the first 48 hours of life fell from 52% to 29% (p 

˂ .0001). Although overall NICU mortality rates did not change, this study identified that infants 

were living for longer periods before they died in the NICU. Standardized NPC would improve 

the quality of care received for these infants and their families.  

In addition to infants surviving for longer periods in the hospital, the majority of NICU 

deaths today occur after the withdrawal or withholding of life-sustaining treatment. Published 

studies estimate that the incidence of this occurring is between 74-82% of all NICU deaths (Abe, 

Catlin, & Mihara, 2001; Weiner, Sharma, Lantos, & Kilbride, 2011). Abe et al. (2001) conducted 

a retrospective chart review to evaluate end-of-life care practices after the withdrawal of care for 

18 infants who had died in 2 urban hospital NICUs. Through an examination of the 

documentation that included ventilator withdrawal, medication administration, parental 

involvement in decision making, and support of the family, the researchers identified a lack of 

clarity and consistency in documented care received. Among these infants, 22% had no written 

orders for ventilator removal, only two-thirds were receiving pain medication in conjunction 
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with ventilator removal and in one case, a fentanyl drip was discontinued at the same time the 

ventilator was withdrawn. Moreover, although emotional support was documented as being 

provided by clergy (33%) and social workers (83%), and friends (11%), nurses did not document 

the emotional support that they provided to parents in any of the charts reviewed. Although this 

study involved a small sample, these findings illustrate the need for a standardized palliative care 

approach that would better address pain management and articulate the nurses’ role in providing 

emotional support for parents.   

Weiner et al. (2011) conducted a retrospective chart review of 414 infants who died 

between 1999 and 2008 in a regional referral NICU. Infants were grouped into the following 

categories: very preterm (˂32 weeks), congenital anomaly and other. They found that 61.6% had 

care withdrawn and 20.8% had care withheld. Furthermore, the percentage of deaths that 

followed withholding treatment increased by 1% each year, primarily in the premature group. 

Ethical concerns raised by nurses, physicians, and families in the 1970s over caring for 

newborns born extremely premature and those with life-limiting conditions (Duff & Campbell, 

1973, 1976; Harrison, 1993; Stinson & Stinson, 1983) led to the development of guidelines to 

direct resuscitation and withholding of care decisions. The Neonatal Resuscitation Program, with 

its first textbook published in 1987, includes a chapter on ethics that provides guidelines for 

delivery room resuscitation and withholding and withdrawal of care decisions (Weiner, Zaichkin 

& Kattwinkel, 2016).  The challenge with these guidelines is that there is no clear-cut 

demarcation for determining age of viability, nor a set of absolute diagnoses that warrants 

withholding and/or withdrawal of care. In addition, parental preferences for a treatment course 

vary widely based on their values and life experiences.  Additional factors such as limited 

precision for fetal gestational age and birth weight estimates, variations in outcomes for infants 
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born at the thresholds of viability, and social and cultural assumptions regarding infant death all 

play a role in influencing care provider decision-making processes. As a result, the decision-

making processes remains complex and emotionally challenging for health care providers. 

Physician and nurse pre-licensure and continuing education, with its primary emphasis on 

treating diseases and “saving lives,” further complicates the decision-making process regarding 

non-initiation of care and withdrawal of curative treatment. Withholding and/or stopping curative 

treatment, along with a shift toward a palliative care approach, are commonly perceived as 

“giving up” or “doing nothing” for the patient and often result in anxiety and distress for the 

NICU team members.  Catlin and Stevenson’s (1999) seminal study examining physicians’ 

experiences of delivery resuscitation for extremely low birth weight (ELBW) preterm infants 

illustrates these challenges. This qualitative study used descriptive, naturalistic inquiry to 

interview a convenience sample of 54 physicians who resuscitated ELBW infants. Despite their 

awareness of high morbidity and mortality rates, 96% of physicians offered resuscitation to all 

ELBW infants in the delivery room.  The main factors cited for this action included, the role of 

the physician as being trained to save lives, inability to determine precise gestational age and 

requests from parents to “do everything.” 

In addition to issues surrounding nurse and physicinan education, cultural assumptions 

regarding NPC further influence health care team members’ decision-making processes.  The 

societal expectations of medicine to cure and save lives create the perception that death is a 

medical failure (Craig & Mancini, 2013).  Furthermore, the very notion of end-of-life care 

occurring at the beginning of life can seem a contradiction of terms (Bétrémieux & Simeoni, 

2011). Whereas death at the end of a long life can be understood as part of the life cycle, it is a 

difficult concept to understand as an event that occurs with or soon after birth. At a societal level, 
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conversations surrounding infant death are often viewed as unthinkable, as this is considered a 

life that has ended too soon (Kain, 2007; Kain & Wilkinson, 2013). The lacking social norms 

and customs surrounding infant death contribute to a workforce of health care providers that lack 

the skillset to have conversations with families surrounding palliative care (Henner & Boss, 

2016). As a result, nurses and physicians often avoid conversations surrounding palliative care 

approaches that could lead to enhanced comfort measures for infants and families.   

To better understand nurses’ perceptions of palliative care in the NICU, it is important to 

note distinctions between practices that support a natural end of life after the withdrawal of care 

and those that involve active infant euthanasia.  In 2005, the New England Journal of Medicine 

published an article that described a set of guidelines from the Netherlands for the deliberate 

ending of an infant’s life. Known as the Groningen Protocol (Verhagen & Sauer, 2005), the 

authors outlined detailed steps to be taken when making decisions regarding infant euthanasia. 

This article drew significant media attention and generated much controversy in lay and 

professional publications.   

In 2013, the American Nurses Association (ANA) published a position statement titled 

“Euthanasia, assisted suicide and aid in dying” whose purpose was to define these terms and to 

describe nurses’ ethical obligations in responding to requests for euthanasia and assisted suicide. 

Euthanasia is defined as “the act of putting to death someone suffering from a painful and 

prolonged illness or injury” (ANA, 2013, p.4). Within this statement, the ANA explicitly 

prohibits nurses’ participation in assisted suicide and euthanasia, citing that these acts are in 

direct violation of Code of Ethics for Nurses with Interpretive Statements (ANA, 2015).  The 

statement goes on to state that “this does not negate the obligations of the nurse to provide 

compassionate, ethically justified, end of life care which includes the promotion of comfort, 
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alleviation of suffering, adequate pain control and at times, forgoing life sustaining treatments” 

(p. 4).   The ANA provides clear distinctions between euthanasia, palliative care practices and 

the nurse’s ethical obligations regarding providing compassionate end-of-life care.  

This section provides an overview of the challenges inherent in the NICU environment 

and patient population that contribute a lack of standardized NPC integration.  Despite published 

guidelines that support withholding and withdrawal of care for infants with life-limiting and 

terminal conditions, health care providers face considerable challenges when navigating this 

decision-making process. The limited precision of fetal gestational age and birthweight 

detection, variability in outcomes for those born at the limits of viability, parental preferences, 

and societal and health provider assumptions regarding infant death are among the challenges 

that health care providers face when making treatment decisions. The next section presents the 

findings surrounding parents’ experiences with care received for their infant in the NICU, with 

attention given to palliative care, end-of-life care, decision making, and interactions with the 

health care team members.  

The Parent Experience in the NICU 

Research pertaining to parents’ experiences in the NICU focus on the following:  shared 

decision making, palliative care, end-of-life care, and the long-term impact of these experiences 

on the subsequent grieving process.  Common themes identified include the following barriers 

and facilitators to the grieving process: communication, shared decision making, continuity of 

care, the physical environment, and memory-making activities.  

In a seminal publication by Whitfield, Siegel, Glicken, Harmon, Powers and Goldson 

(1982),  the notion of neonatal hospice care was first introduced in the literature with a 

description of the program in the NICU. The authors outlined the components of their unit’s 
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program that included the decision-making process, a family room, involvement of the family in 

making decisions and hospice training for the NICU staff.  Prior to the implementation of a 

neonatal hospice program in their unit, they identified that 33% of parents who had experienced 

infant loss in the NICU reported a serious family disruption such as marital difficulty or 

separation. The parents described feelings of isolation, lack of understanding on the part of 

families and friends and extended family, as well as financial difficulties related to the infant’s 

hospitalization.  Although this report did not describe the data collection methods used to arrive 

at their findings, it was the first publication to describe a palliative care program for the NICU 

and highlight the long-term negative impact that a lack of this approach can have on parental 

grieving.  

  Firsthand parent accounts of their NICU experiences began to emerge at this time as 

well. The Long Dying of Baby Andrew (Stinson & Stinson, 1983) outlined the daily experiences 

of parents who had a 24-week premature son that lived for 6 months. Accounts of their infant’s 

repeated painful procedures, frequent and unpredictable changes in condition, and negative 

interactions with staff gave fresh insights into the emotional turmoil that NICU parents 

experience. The authors provided a clear picture regarding the extensive technological support 

required for those born at the limits of viability and raised ethical concerns regarding the 

appropriateness of care for these infants.  Subsequent studies exploring parents’ end-of-life 

experiences emerged, creating a body of knowledge that would drive NPC guideline 

development. 

Orfali and Gordon (2004) conducted an ethnographic study to explore cross-cultural 

parent experiences of medical decision making and coping with having a critically ill baby in a 

NICU. The researchers conducted in-depth interviews on 75 mothers who had critically ill or 
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deceased infants in Level III NICUs located in France and the United States.  In the French 

NICU, characterized by a paternalistic approach to decision making, parents expressed overall 

higher satisfaction with the care of their babies and were better able to cope with the loss of their 

child than American parents.  In contrast, in the American NICU environment, where emphasis 

on parental autonomy in the decision making approach is more common, the aim of full parental 

involvement in decision-making was not always achieved, which, in many cases, resulted in 

parental feelings of isolation. American mothers felt that they were not given clear information 

and guidance to support decisions and were left largely on their own to make decisions regarding 

their child’s treatment. Issues of physician mistrust and unclear communication were identified, 

most notably in relation to changes in attending coverage throughout the infant’s hospitalization.  

This study underlines the importance of clear communication, consistent messaging and the 

support that parents need when making end-of-life decisions for their infants.  

Munson and Leuthner (2007) conducted an exploratory study to identify factors 

important to parents with their infant’s end-of-life care. Nineteen parents who had an infant die 

at less than one year of age were interviewed via telephone or in person and completed the 

Revised Grief Experience Inventory (RGEI), a 22-item Likert-type scale. Although parents 

scored significantly lower on the RGEI, when compared with normative data from a sample that 

had lost a close family member or friend, the qualitative item results revealed factors that were 

important to their end-of-life experiences. The themes identified in this study included honest 

communication, empowered decision-making, need for staff providing parental care, 

environment, faith/trust in nursing care, follow-up and bereavement groups, and keeping 

memories alive.  



2
/25/2020 

 

27 

 

An ethnographic study conducted by Armentrout (2009) explored parents’ perspectives 

of grief following the death of their infant in the NICU after the withdrawal of life-supporting 

treatment revealed similar themes. This study utilized narrative inquiry via in-person and 

telephone interviews with 15 parents consisting of four couples and seven mothers. The parents 

were recruited via a parent support group’s online newsletter. This homogenous sample 

consisted of 13 white, 1 Hispanic and 1 African American parent, all of whom were college 

educated with a bachelor’s degree or higher.  Parents from this study identified the following 

facilitators for grieving: privacy and time alone with their child to hold them and say goodbye; 

and memory-making activities such as taking pictures, saving footprints and hair clippings. They 

expressed regret over not having created more of these memories and not having more parenting 

opportunities such as bathing and dressing their child. Regrets were also expressed for not 

having friends and families see their infant. When asked how health care professionals could 

have helped more during this time, the parents’ response was to encourage them to be parents 

and to help them collect memories. 

An inductive, qualitative study from the United Kingdom (U.K.) (Branchett & Stretton, 

2012)  provided rich qualitative data on personal experiences of parents who experienced the 

death of an infant in the NICU.  Research participants were sought through an online support 

forum and through acquaintances of mutual support networks.   The sample was comprised of 54 

mothers and 3 fathers who had lost a child in the neonatal period.  The parents were asked the 

following questions: “What did you want or need professionals to know about your experiences 

of losing your baby or your experience of their palliative care?” and “What was ‘good’ about the 

palliative care you and your child received and what could have been improved?”  Eight themes 

emerged from the responses: creating memories; empathy; time and space; practical help and 
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understanding; sensitivity; communication with parents; accurate record keeping and 

communication; and support afterwards. These findings were incorporated into the evidence base 

that went on to support a subsequent integrated comfort care pathway for a regional newborn 

network in the United Kingdom.  

A study examining parents’ experiences of pediatric palliative care and its impact on 

long-term parental grief (van der Geest et al., 2014), demonstrates the positive benefits of 

communication and continuity of care on the grieving process for parents.  Eighty-nine parents 

of 57 children who died of cancer participated in this retrospective cross-sectional study. Parents 

answered survey items using a 5-point Likert-type scale that measured grief, parents’ perceptions 

of interactions with health care professionals and symptom management during the palliative 

phase. Parents highly rated communication (M = 4.6 ± 0.6), continuity of care (M = 4.3 ± 0.6) 

and parental involvement (M = 4.6 ± 0.7) during the palliative phase. Higher ratings of parents 

on communication (β = -9.08, p = .03) and continuity of care (β = -11.74, p = .01) were 

associated with lower levels of long-term parental grief. These findings are consistent with the 

literature on NICU parents’ experiences and further highlight the positive impact that 

communication and continuity of care have on long-term parental grief.  

An exploratory cross-sectional study was conducted at a single center Level III and IV 

NICU to explore parent and the health care team experiences with end-of-life care (Cortezzo, 

Sanders, Brownell & Moss, 2015).   Nine neonatologists (64.3%), 20 advanced practitioners 

(50%) and 75 neonatal nurses (40.8%) from the identified NICUs completed an online Likert-

type scale survey with open-ended questions in 2013. Parent surveys were mailed to each of the 

28 family members whose baby had died in either of the identified NICUs between July 1, 2011, 

and December 31, 2012; seven families (30%) completed either a paper or telephone survey. 
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Both health care providers and parents provided favorable responses regarding the quality of 

end-of-life care they perceived was provided to infants. Of the families who responded, 57.1% 

recounted that the health care team made sure their wishes were met and did not feel abandoned 

by staff, 71.4 % reported that they received adequate emotional support and 85.7% stated that 

they received information about bereavement services.  Themes from the open-ended responses 

included the importance of memory making, the need for bereavement services and the 

appreciation for staff who provided comfort, support and clear communication. Although the 

sample size for the parent group was small, this study suggests that when NICU health care team 

members can incorporate palliative care within their practice, parents will be more satisfied with 

the quality of care that they and their dying infant receive.  

In a recent qualitative descriptive study, Falck, Moorthy and Hussey-Gardner (2016) 

examined the provision of palliative care as experienced by mothers and health care providers 

(HCPs) of NICU patients with life-threatening illnesses.  Interviews were conducted on six 

mothers and corresponding HCPs. The format used a 20-question open-ended interview guide 

that was developed from a literature review.  Common themes that emerged from the data were 

as follows: communication, privacy, continuity of care and relationship building, maternal 

knowledge seeking and emotional turmoil. Mothers emphasized the importance of 

communicating with transparency and trust building issues that occur when the attending 

physician coverage changes. The emotional turmoil reported by these mothers reinforces the 

need for psychosocial and spiritual support that a palliative care program would address.  This 

study highlights the importance of the nurse’s role within the interdisciplinary team to provide 

clear communication to parents, bridge gaps that can occur with physician coverage changes, and 

coordinate with appropriate team members to ensure that parents’ emotional needs are addressed. 
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Additionally, this study underlines the importance of privacy within the NICU for families 

during their crisis. 

 A descriptive qualitative study using in-depth, face-to-face interviews was conducted to 

explore parents’ experiences related to their infants NICU hospitalization, end-of-life care, and 

palliative care consultation (Currie et al., 2016). The sample consisted of 10 parents whose infant 

had died in a large level III NICU in the southeastern United States.  Six of the 10 parents 

received a palliative care consultation during their infants’ NICU hospitalization. The primary 

theme that emerged from the data was “Life and Death in the NICU Environment with three 

categories: ups and downs of parenting, decision making challenges in the NICU and parental 

support.” Within the category of parenting was the importance of having the opportunity to “be a 

parent” and participate in their child’s care. Although parents expressed difficulty in making 

decisions regarding end-of-life care, they expressed that they wanted to be an informed partner 

with the health care team in the process. Barriers to parenting in the NICU involved 

communication conflicts that arose with parents and the health care team members as a result of 

inconsistent nursing staff assignments. While parents stated that most nursing staff were 

supportive and helpful, they also experienced some nurses as being insensitive to their needs.   

The research on NICU parents’ experiences and the impact of these experiences on long-

term grief further emphasize the importance of the consistent delivery of a palliative care model.  

The published studies identified the following factors that were important to parents’ NICU 

experiences: communication, shared decision making, continuity of care, the physical 

environment, memory-making activities, and follow-up support. The next section presents the 

literature on nurse and physician experiences in providing palliative care in the NICU.  
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Health Care Professionals' Experiences with Caring for Critically Ill Infants  

The literature on health care professionals’ experiences with caring for critically ill 

infants has focused on the following themes: Moral Distress; Nurses’ Perceptions of Palliative 

Care in the NICU; Perinatal Palliative Care and the Transition from Curative to Palliative 

Comfort Care. This section reviews the pertinent literature as it relates to these themes. 

Moral Distress 

The link between moral distress and caring for critically ill infants with uncertain and/or 

life-limiting conditions has been well documented in the literature (Cavaliere, Daly, Dowling, & 

Montgomery, 2010; Hamric & Blackhall, 2007; Janvier, Nadeau, Deschênes, Couture, & 

Barrington, 2007).  The term moral distress was first described by Jameton (1984) as he sought 

to describe the painful feelings and psychological disequilibrium that nurses experience when 

they are conscious of an appropriate moral action to take but are unable to do so because of 

external constraints (Corley, 2002). The source for moral distress has been largely attributed to 

nurses’ experiences of what is now referred to as perceived inappropriate care (Goold, Williams, 

& Arnold, 2000; Hefferman & Heilig, 1999; Jox, Schaider, Marckmann, & Borasio, 2012; Singal 

et al., 2014).  

Publications on moral distress in critical care and NICU nurses describe the impact that 

providing this type of care has on nurses, and in turn on the quality of care that is provided to 

their patients and families. A descriptive pilot study (Hamric & Blackhall, 2007) surveyed nurses 

(n = 196) and attending physicians (n = 29) working in intensive care units on their perspectives 

of providing care to dying patients in intensive care units. Salient findings included that 45% of 

nurses reported having left or considered leaving a position because of moral distress. When 

compared with physicians, nurses experienced more moral distress, less collaboration, a negative 



2
/25/2020 

 

32 

 

ethical environment and less satisfaction with the quality of care they provided. Although limited 

to two intensive care units, this study provides insights into how a negative ethical environment 

adversely affects nursing care.  

A quantitative survey design study (Janvier et al., 2007) was conducted to determine the 

frequency with which nurses and residents experienced ethical confrontations and what factors 

are associated with the increased frequency of these encounters. Ethical confrontations were 

defined as events that go against one’s moral beliefs (moral distress).  The survey was distributed 

to nurses at a university center, a high-risk obstetric service, a maternity hospital NICU with 

85% inborn patients and an outborn NICU whose preterm admissions include a majority of 

infants with surgical complications. Additionally, obstetric and pediatric residents from the four 

universities in the region received the questionnaire. A total of 297 caregivers completed the 

survey with 114 full-time nurse and 164 residents comprising the sample. Salient findings 

included a higher percentage of nurses (35%) reported experiencing ethical confrontations as 

compared to the residents (19%). The level of significance is not noted in the study. The 

threshold for the resuscitation of newborns was much higher for nurses working in the outborn 

NICU setting than the nurses in either the inborn NICU or the delivery room (p ˂ .05). A higher 

proportion of nurses unwilling to resuscitate infants at 24-25 weeks reported frequent ethical 

confrontation (p ˂ .05). Also, nurses who overestimated the prevalence of cerebral palsy reported 

higher thresholds for resuscitation (46%). This study provides insight into the link between moral 

distress and nurses’ direct experience in caring for critically ill, extremely premature infants.  

A descriptive, correlational study (Cavaliere et al., 2010) of registered nurses (n = 94) 

working in Level III NICUs in a large healthcare system examined moral distress and personal 

characteristics that were associated with their moral distress scores. The situations that received 
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the highest scores for moral distress were consistent with other research findings on moral 

distress among critical care nurses. The characteristic significantly related to moral distress 

included the desire to leave a current position, lack of spirituality, altered approach to patient 

care and considering leaving a previous job as a result of moral distress. Moral distress not only 

affects the emotional and physical health of nurses but also negatively influences NICU infants 

and their families. Burnout, turnover, and avoidance of patient assignments ultimately impact the 

quality of nursing care provided in the NICU. 

Nurses’ Perceptions of Palliative Care 

 Studies that center on nurse and related health care professionals’ experiences with 

providing care to infants with uncertain and life-limiting conditions have focused on neonatal 

and perinatal palliative care, and end-of-life care, and the transition from curative to purely 

palliative treatments. The research on nurses and parents share the following common findings:  

communication and the physical environment on providing quality patient care. Additional 

findings specific to nurses’ perceptions include inadequate resources, parental demands, 

provision of perceived inappropriate care, and a lack of educational preparation.  

The Neonatal Palliative Care Attitude Scale (NiPCASTM ©) (Kain et al., 2009)  is a 

validated instrument designed to measure neonatal nurses’ perceptions of barriers and facilitators 

of palliative care in the NICU environment.  After face and content validity development, the 

tool was administered to a cross-section of Australian neonatal nurses working in a Level III 

NICU (N = 465).  Through exploratory factor analysis and data reduction techniques, the 

investigators arrived at a three-factor model regarding barriers to and facilitators of palliative 

care in neonatal nursing: (1) inadequate staffing to support palliative care practice, (2) a physical 

environment that is not conducive to palliative care practice and (3) technological imperatives 
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