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As the professional voice of neonatal nurses, the National 
Association of Neonatal Nurses (NANN) recognizes palliative care as 
an integral part of perinatal and neonatal nursing, with a focus on 
relieving suffering, supporting families, and honoring dignity and 
values throughout serious illness and, potentially, end of life. NANN 
recommends that neonatal nurses be prepared to introduce palliative 
care early, provide comfort- and symptom-focused care, 
communicate compassionately, and collaborate to support families 
through decision-making and bereavement. 

Association Position 
Nurses and advanced practitioners play a vital role in collaborating with 
physicians and other healthcare providers to ensure symptom management, 
relief of suffering, and dignity for fetuses, newborns, and infants and their 
families. All nurses and advanced practitioners who provide care in perinatal or 
neonatal settings should be educated and trained in the provision of palliative 
care. Neonatal nurses should be competent in symptom management, advance 
care planning, ethical decision-making, memory-making, and compassionate 
communication. Further education, training, policy advocacy, and research 
related to palliative care are core nursing responsibilities across all practice 
settings, regardless of setting of care or level of specialization. 



 
Definitions 
Palliative care for newborns, infants, and their families is an integral component 
of neonatal care. It is appropriate at any stage of illness and may coexist with 
curative or disease-directed therapies. 
 

• Neonatal palliative care is an interdisciplinary approach that prioritizes 
quality of life, symptom relief, and holistic support for infants with serious 
illnesses, beginning at diagnosis and provided alongside or independent 
of curative or life-prolonging treatment. Through holistic, early, and 
coordinated support, palliative care for the fetus, newborn, and infant aims 
to 1) improve quality of life, 2) manage suffering, and 3) align care with 
patient and family values (National Consensus Project for Quality 
Palliative Care, 2018). Palliative care can improve parents’ quality of life, 
as well as enhance symptom management and pain relief in newborns 
(Mohammadi et al., 2025). 

• Perinatal palliative care extends this approach into the prenatal period, 
integrating obstetric and neonatal care from the time of a potentially life-
threatening or life-limiting fetal diagnosis through birth and the postnatal 
course.  

• End-of-life care is a subset of palliative care focused on comfort, dignity, 
and family support when death is anticipated, and the goals of care are 
directed toward the dying process.  

• Hospice care is a type of end-of-life care, defined by the National Hospice 
and Palliative Care Organization (NHPCO, 2023) as “the model for quality, 
compassionate care for people facing the last months of living with a 
serious illness.”  

 
Background and Significance 
The provision of palliative care is a human right (Benini et al., 2022; World 
Health Organization, 2020) for all people with serious illness, regardless of their 
diagnosis, prognosis, age, or where they are accessing care (National 
Consensus Project for Quality Palliative Care, 2018). Yet there remains a great 
need for professional education, training, research, and program development to 
achieve universal coverage (Benini et al., 2022).  
 
Globally, perinatal and neonatal palliative care are not yet widely available, and 
such care is inaccessible for many newborns and families who could benefit, 
particularly in low- and middle-income countries where neonatal mortality is 
highest. In the United States, perinatal and neonatal palliative care is 
increasingly recognized as a standard of quality care. However, access, 
consistency, and early integration vary widely across care settings. Continued 
investment in workforce education, equitable service delivery, standardized 



models of care, and research is essential to ensure that all newborns and 
families receive compassionate, high-quality palliative care regardless of 
location or prognosis (Dombrecht et al., 2023; Derrington et al., 2026).  
 
 
Levels and Frameworks of Palliative Care 
Palliative care teams are interdisciplinary, and an effective neonatal or perinatal 
palliative care team may include obstetricians, neonatologists, nurses, social 
workers, mental health professionals, chaplains, and healthcare providers who 
have expertise in pediatric palliative care or the illness of the fetus, newborn, or 
infant.  
 
Palliative care services and models of care vary and are developed in 
accordance with context and population characteristics, the availability of 
resources, and the estimated number of eligible users for such care (Benini et al., 
2022). The levels of provision of palliative care are (Benini et al., 2022; Martín-
Ancel et al., 2022; Sieg et al., 2019):  
 

1. Primary palliative care: Palliative care is delivered by healthcare 
professionals who do not specialize in perinatal and neonatal palliative 
care but incorporate its principles into routine clinical practice, such as 
obstetricians, neonatologists, midwives, and nurses (Seig et al., 2019).  
Regardless of the point of contact within the healthcare facility, 
appropriately trained healthcare professionals should be available to 
provide essential support focused on comfort, including basic pain and 
symptom management; clear and compassionate communication with 
families; and initial emotional support (Wool & Catlin, 2019). 

2. Intermediate or generalist palliative care: Care becomes more 
structured and comprehensive because some healthcare professionals, 
in some contexts like NICU, have additional training or experience in 
perinatal/neonatal palliative care. General components include: formal 
prenatal consultation; development of a birth plan; access to other 
neonatal and pediatric specialties as needed; supportive care during 
prenatal, birth, and postnatal periods; and bereavement counseling 
(American College of Obstetricians and Gynecologists [ACOG], 2019). 

3. Specialized palliative care: This level of palliative care is provided by 
full-time professionals in perinatal, neonatal, and pediatric palliative care 
teams who work collaboratively to manage highly complex clinical and 
psychosocial situations. Care extends beyond symptom control to 
include healthcare team consultation, ethical decision-making support, 
intensive family counseling, bereavement care, and, when appropriate, 
coordination of care across settings (hospital, home, or hospice).  

 
At all levels, palliative care for the fetus, newborn, and infant should be delivered 
within an integrated framework. Globally, numerous palliative care frameworks 



exist at national, regional, and local levels, reflecting differences in health‑system 
structures, resources, and cultural values. Nurses should be familiar with the 
frameworks that guide practice in their country, state, region, or institution, such 
as WHO’s public‑health model of palliative care, national clinical practice 
guidelines for quality palliative care, or national nursing competency frameworks 
(American Association of Colleges of Nursing, 2022; British Association of 
Perinatal Medicine, 2024; National Consensus Project for Quality Palliative Care, 
2018; World Health Organization, 2020). Given the documented variation in 
nursing education, specialty recognition, and implementation of palliative 
frameworks across countries, current guidance emphasizes that local and 
regional frameworks should complement, rather than replace, global standards, 
while respecting local context and workforce capacity (Mendes & Justo de Silva, 
2013). 
 
Family-Centered Care 
Palliative care for the fetus, newborn, and infant should be holistic and family-
centered, addressing not only the patient’s needs but also the emotional, 
psychological, social, cultural, and spiritual needs of the family, including siblings 
and grandparents. 
 
Parents consistently report that high-quality palliative care is valued and 
beneficial, particularly when it supports their parenting role, reduces infant 
suffering, and centers on compassionate communication. At the same time, 
families also identify important gaps and shortcomings when palliative care is 
delayed, poorly explained, or framed narrowly as end-of-life care. Parents report 
greater satisfaction when palliative care is introduced early, integrated alongside 
life-prolonging treatment, and grounded in shared decision-making that respects 
family values and acknowledges uncertainty. When well delivered, palliative care 
improves parental coping, reduces decisional regret, and enhances the quality of 
care for both infants and families (Carter, 2018; Wojtkowiak & Mathijssen, 2022). 
 
Cultural and Spiritual Support 
Neonatal nurses should demonstrate cultural competence when providing 
perinatal and neonatal palliative care by recognizing, respecting, and integrating 
diverse cultural, spiritual, and family values into care to ensure equitable, 
individualized, and family-centered support. Resources are available to help 
healthcare providers provide culturally competent palliative care, including the 
American Psychological Association’s Culturally Diverse Communities and 
Palliative and End-of-Life Care fact sheet and the Hospice and Palliative Nurses 
Foundation’s Diversity in Health Care 6-video series. 
 
Communication and Decision-Making 
Parents must receive timely, honest, and comprehensive information to support 
informed decision‑making when a life-threatening or life‑limiting fetal or neonatal 
condition is suspected or confirmed. Nurses should take care that their 
communication is compassionate, clear, culturally appropriate, empathetic, and 

https://www.apa.org/pi/aging/programs/eol/end-of-life-diversity.pdf
https://www.apa.org/pi/aging/programs/eol/end-of-life-diversity.pdf
https://www.youtube.com/playlist?list=PL49Ueck36ETjYW00KIpgl_BU8bOhvyKGd
https://www.youtube.com/playlist?list=PL49Ueck36ETjYW00KIpgl_BU8bOhvyKGd


nondirective, acknowledging prognostic uncertainty and supporting family 
preferences and values and shared decision‑making. When discussing 
diagnosis, prognosis, and quality of life, healthcare professionals must recognize 
and mitigate personal biases. Clearly and neutrally present all care options, 
including pregnancy termination, neonatal resuscitation and intensive care, and 
perinatal end-of-life care. 
 
Use of a parent or family diary may help promote family-centered care, 
strengthen communication between NICU staff and parents, support parental 
coping, and foster a greater sense of closeness with the newborn (Sorrentino et 
al., 2025).  
 
Neonatal nurses can support families by reinforcing information provided by the 
medical team, contributing to shared decision-making, and advocating for the 
best interest of the child while respecting parental values, preferences, and 
autonomy. 
 
Scope of Clinical Palliative Nursing Care  
Effective pain and symptom management is a core nursing responsibility. Nurses 
must ensure the use of appropriate assessment tools and interventions to 
minimize distress and promote comfort, recognizing the newborn’s vulnerability 
and inability to self-report suffering. The use of valid neonatal pain assessment 
tools is recommended. Pain and distressing symptoms, including gasping and 
seizures, should be managed according to current best practice (Association for 
Paediatric Palliative Medicine, 2024) in collaboration with a neonatal pharmacist. 
The least invasive route of medication administration should be prioritized (eg, 
buccal, transdermal, rectal, or subcutaneous) when intravenous access is not 
desired or no longer available; in cases of refractory symptoms, palliative 
sedation may be considered to ensure comfort. 
 
Comfort measures should be prioritized and individualized to promote the infant’s 
well-being and family bonding. These include holding and skin-to-skin (kangaroo) 
care whenever possible, gentle positioning, swaddling, promote neuroprotective 
care interventions, maintaining a calm and quiet environment, and optimizing 
warmth and comfort. Encourage nonpharmacological strategies such as non-
nutritive sucking, facilitated tucking, and the use of familiar sensory stimuli (eg, 
parental voice and scent). Oral care, including small amounts of human milk for 
comfort when appropriate, and basic hygiene measures should be provided, 
ensuring that all interventions remain focused on reducing distress and 
enhancing comfort. 
 
Collaboration within the multidisciplinary team, inside and outside of the NICU, is 
essential to ensure coordinated and consistent care. Neonatal nurses should 
contribute actively to team communication and advocate for the integration of 
palliative care principles across all levels of care. Nurses also play a key role in 
ensuring continuity of palliative care beyond the NICU by facilitating referrals and 



coordination with hospice, palliative care services, or community providers and 
by supporting individualized discharge planning with clear goals of care and 
access to necessary resources. 
 
Neonatal nurses provide education and emotional support to families, promoting 
safe, consistent, and family-centered care at home. They should actively provide 
clear, accessible, and culturally appropriate information about palliative care to 
families. Educational materials, such as brochures or digital resources, should be 
readily available and explain the principles of palliative care, the roles of the 
multidisciplinary team, and the services offered throughout the care continuum. 
Nurses should reinforce this information through ongoing, empathetic 
communication tailored to the family’s level of understanding and emotional 
readiness, reducing traditional misconceptions and fostering trust in palliative 
care as an integral component of perinatal and neonatal care (Benini et al., 2022; 
Wool & Catlin, 2019). Neonatal nurses also should actively advocate for and 
amplify the voices of families, their experiences, and what matters most to them. 
 
Care Across the Continuum 
A palliative care birth plan is a personalized, flexible advance care plan used 
when the fetus is suspected or confirmed to have a potentially life-threatening or 
life-limiting illness or condition; the plan integrates anticipatory curative and 
palliative interventions while centering the infant’s best interests and the family’s 
emotional, ethical, and relational needs (Cortezzo et al., 2020). It outlines family 
preferences for care across pregnancy, birth, and the neonatal period, including 
mode of delivery, fetal monitoring, maternal analgesia, presence of family 
members, and specific cultural or personal requests, as well as the desired 
balance between medical interventions and comfort-focused care, feeding, 
medications, and diagnostic procedures (Cortezzo et al., 2020).  
 
The main goals of the plan should be to minimize unnecessary neonatal 
interventions while prioritizing comfort and quality of life, ensure care remains 
consistent with family values and goals, support informed and shared decision-
making, promote memory-making and bonding, reduce psychological distress, 
and improve communication among all professionals involved. Birth plans also 
address family experience and anticipated scenarios, such as opportunities for 
bonding and memory-making, involvement of relatives, spiritual or cultural 
practices, care pathways if the infant survives or dies shortly after birth, and 
practical aspects following death, including postmortem care, cooling crib, milk 
donation, autopsy decisions, funeral arrangements, and any additional family-
specific wishes (Cortezzo et al., 2020). Within the NICU, neonatal nurses should 
support the implementation of these advance care plans by ensuring they are 
clearly documented, easily accessible, routinely revisited, and updated, with 
recommendations made through interdisciplinary consensus so that any desired 
changes prompt a team meeting to reassess and maintain consistency and 
alignment with family wishes. 
 



Some infants receiving palliative care may live for months or years with complex 
medical needs that require ongoing reassessment and support, while others may 
require care transitions earlier in their illness trajectory. 
 
Care Transitions 
End-of-life care can be considered for “unborn children with major health 
problems who may not live through birth, infants who may survive for only a few 
hours/days, infants with birth anomalies that may threaten vital functions, and 
infants for whom intensive care has been appropriately applied but developed an 
incurable disease” (Benini et al., 2022).  Fetal or neonatal life-limiting conditions 
that might make a patient eligible for end-of-life care can be organized into five 
categories (Akyempon & Aladangady, 2021): 
 
1. Conditions considered to be not compatible with long-term survival (eg, 

bilateral renal agenesis, anencephaly). 

2. Conditions with a prominent risk of notable morbidity or death (eg, severe 
bilateral hydronephrosis, severe spina bifida). 

3. Neonatal borderline viability when intensive care is no longer beneficial 
(eg, newborns born at 22-23 weeks gestation, with severe two-sided brain 
hemorrhage infarct). 

4. Postnatal conditions that put the neonate at risk of severe impairment and 
poor quality of life or that require life sustaining treatment (eg, severe 
hypoxic ischemic encephalopathy, complex congenital anomalies, genetic 
conditions [trisomy 18]). 

5. Postnatal conditions associated with intolerable neonatal suffering (eg, 
severe necrotizing enterocolitis).  

 
End-of-life care may involve withdrawal of life-sustaining treatment, such as 
compassionate extubation, in the NICU or at home. Neonatal nurses should 
advocate for care coordinated with hospice or specialized palliative services 
when available and guided by a clear, individualized plan that includes symptom 
management, family support, and preparation for the possibility that the infant 
may continue to breathe after withdrawal. Parents should determine who will be 
present, and clinicians should provide clear, compassionate explanations of the 
process while managing care by discontinuing non-essential life-sustaining 
medications, weaning neuromuscular-blocking agents, removing invasive 
devices when appropriate, and using gentle suctioning for comfort if needed. 
Comfort measures should prioritize having the infant held by parents or family 
whenever possible; providing weight-based medications such as morphine to 
relieve distress, repeating doses as needed; and using oxygen only if it 
contributes to comfort within a calm, private, home-like environment with 
continuous emotional support for the family. Nurses should incorporate 
nonpharmacological interventions to manage the neonate’s pain and symptoms; 



provide opportunities for bonding, memory-making, and meaningful interactions 
among family members; offer spiritual and cultural support according to family 
preferences; and minimize disturbances, such as by silencing alarms and pagers 
and adjusting lighting. 
 
Neonatal nurses should give clear, honest, and compassionate information about 
the use of artificial nutrition and hydration, recognizing that emotionally difficult 
decisions often occur under clinical uncertainty (Kang et al., 2025). They should 
explain that life-prolonging interventions are not always appropriate and that 
medical nutrition therapy should be used only when it is in the infant’s best 
interests, provides meaningful benefit, and does not impose disproportionate 
burden or risk (Cardenas et al., 2026; Diekema et al., 2009; Druml et al., 2016). 
Nurses should clarify potential benefits and burdens, including the risk of 
prolonging the dying process or causing complications (Druml et al., 2016; 
Winter, 2000), and prepare parents for the likely clinical course while offering 
ongoing emotional support and sensitive explanation (Hellman et al., 2013; 
Vesely & Beach, 2013).  
 
Transition to Home or Hospice Facility  
The withdrawal of life-sustaining interventions most often occurs in the hospital 
setting; however, some parents may request that their child come to their home 
or a hospice facility for end of life. When this option is pursued, an 
interdisciplinary approach is essential to coordinate the safe transition from 
hospital to home and to ensure clear, consistent communication among the 
family, the medical and palliative care teams, and community-based providers. 
Care planning should support parental autonomy, with early discussions to 
address logistical considerations, including transportation, team members 
accompanying the infant home, pharmacologic management during transport, 
and detailed do-not-resuscitate orders, including plans should unanticipated 
extubation occur en route. Coordination with hospice or home-based teams is 
critical to ensure continuity of comfort-focused care and support for the family at 
home. Planning should include anticipatory guidance, bereavement support, and 
connection to resources available to families before and after the infant’s death 
(Loganathan et al., 2018; Postier et al., 2018; Raed et al., 2019). NANN’s 
Practice Standards in Neonatal Transport, Fourth Edition discusses specifics of 
palliative transport of infants to home or hospice facilities. 
 
Loss, Grief, Bereavement, and Ongoing Family Support 
Neonatal nurses are responsible for providing ongoing parental emotional 
support and recognizing signs of parental grief, which may begin at diagnosis 
and continue beyond death. Bereavement support should be initiated early and 
maintained as part of ongoing care.  
 
After an infant’s death, neonatal nurses can play a vital role in connecting 
families with comprehensive bereavement care and continuity of support 
(Lichtenthal et al., 2024). This includes accompanying and supporting families 



when leaving the NICU to ensure a compassionate transition from the clinical 
environment, providing emotional reassurance, and facilitating continuity of care. 
Nurses should provide or facilitate bereavement follow-up, either directly or 
through referrals to community services and support organizations. 
Communication and follow-up are crucial; maintaining ongoing contact with 
families through phone calls shortly after death, condolence cards, emails, or 
letters from the NICU team and offering follow-up contact on significant dates 
such as anniversaries, according to family preferences, can be very meaningful. 
Before families leave the NICU, nurses can offer meaningful items that were in 
contact with the baby (such as a teddy bear, pacifier, or cloth) to reduce the 
experience of leaving with “empty arms,” and they should preserve and offer 
memory items such as photographs and footprints, allowing families time to 
decide if and when they wish to receive them. 
 
Family and sibling support remains important throughout the bereavement 
process (Baughcum et al., 2017). Neonatal nurses should provide age-
appropriate support for siblings and recognize their bereavement needs, as well 
as offer written information, such as bereavement brochures, that include 
available resources and contacts. Introducing families to local or national 
bereavement support groups and organizations, such as Share Pregnancy & 
Infant Loss Support, the Pregnancy Loss and Infant Death Alliance and 
RESOLVE: The National Infertility and Family Building Association, can help 
connect them with ongoing support. Facilitating a postdeath meeting with the 
NICU team allows families to ask questions, discuss autopsy results if applicable, 
and reflect on end-of-life care and decision-making. Finally, nurses can support 
or organize memorial and remembrance activities or events to honor infants and 
support the family’s grieving process (Baughcum et al., 2017). 
 
Neonatal nurses can advocate for access to appropriate family support services, 
including making timely referrals to specialized professionals such as social 
workers, chaplains, or spiritual care providers, and members of the palliative care 
team. Additional support should be considered according to family needs, 
including referral to a child life specialist or family support specialist to support 
siblings, peer support from a parent with NICU experience to help families 
navigate the NICU environment, and connection to a lactation consultant to assist 
parents who wish to donate human milk at the end of life or manage the cessation 
of lactation (Fonville & Perrin, 2026; Moore & Catlin, 2003). 
 
Recommendations for Practice 

1. Neonatal nurses have a professional responsibility to provide primary 
palliative care to all infants with life-limiting or life-threatening 
conditions and their families across perinatal, neonatal, and 
postdischarge settings.  
 
2. Palliative care should be introduced as early as possible in the illness 
trajectory: prenatally, at the time of birth, and throughout the neonatal 

https://www.nationalshare.org/
https://www.nationalshare.org/
https://www.resolvethroughsharing.org/


period regardless of prognosis or treatment intent and delivered 
concurrently with curative or disease-directed therapies when 
appropriate. 
 
3. Neonatal nurses are responsible for ongoing assessment and 
management of pain and distressing symptoms, ensuring that care 
remains comfort-focused, developmentally appropriate, and responsive to 
changes in clinical condition. 
 
4. Neonatal nurses should deliver family-centered, culturally appropriate 
care that honors family values, cultural and spiritual beliefs, and 
preferences, while supporting parenting, bonding, memory-making, and 
shared decision-making throughout care and bereavement.  
 
5. Neonatal nurses support compassionate communication and shared 
decision-making by facilitating clear, honest, and empathetic 
communication, reinforcing information provided by the interdisciplinary 
team, and advocating for the infant’s best interests while respecting family 
autonomy.  
 
6. Neonatal nurses should support the development, documentation, 
implementation, and ongoing review of advance care plans, beginning 
prenatally when applicable and continuing through the NICU course and 
care transitions.  
 
7. Collaborate with interdisciplinary and community-based team 
members, such as physicians, palliative care specialists, social workers, 
chaplains, hospice teams, and community providers, to ensure coordinated, 
consistent care. 
 
8. Neonatal nurses should advocate for access to bereavement support 
before and after a death, including memory-making, emotional support, 
and referral to appropriate institutional and community resources according 
to family preferences. 
 
9. Neonatal nurses should engage in ongoing education and training in 
palliative care, promote health literacy among families, foster an 
integrative culture that aligns palliative principles with routine 
neonatal care, and contribute to research, evidence-based practice, 
and quality-improvement initiatives. Education can be gained through 
organizations like The End-of-Life Nursing Education Consortium and the 
Hospice & Palliative Nurses Association.  
 
10. Neonatal nurses should have access to ethical consultation, team 
debriefings, and resources that promote emotional well-being and 

http://www.aacnnursing.org/elnec
https://www.advancingexpertcare.org/


resilience when caring for infants and families facing serious illness and 
loss. 

 
Conclusions 
NANN emphasizes the essential role of nurses in delivering compassionate, 
family-centered palliative care to the fetus, newborn, and infant in their settings of 
care. By integrating palliative principles into routine care, nurses support early 
identification of needs, effective symptom management, clear communication, 
and continuous family support across the care trajectory, including at end-of-life 
and during bereavement.  
 
As consistent caregivers, nurses are central to fostering trust, supporting families 
through loss, and ensuring that patients and families receive care aligned with 
their values. In settings with limited specialized services, the nurse’s role is 
critical to ensuring equitable access to quality palliative care. Through 
interdisciplinary collaboration, advocacy, and ongoing education, neonatal nurses 
contribute to coordinated, ethical, and evidence-based palliative care, ultimately 
improving outcomes for infants with serious illness and their families. 
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