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ARTICLE INFO ABSTRACT
Keywords: Background: Perinatal palliative care (PPC) is a multidisciplinary, family-centred approach aimed at improving
Neonatal palliative care the quality of life and comfort of newborns with life-limiting conditions, and their families. Midwives can play a
Midwifery

crucial role in supporting these pathways. However, their specific contribution within PPC remains underex-
plored in the scientific literature.

Aim: To map the available evidence on the role and contributions of midwives in perinatal palliative care and to
explore how midwifery practice is integrated into care strategies for pregnancies complicated by life-limiting
fetal conditions or uncertain neonatal prognosis.

Methods: This scoping review was conducted in accordance with the Joanna Briggs Institute Manual for Evidence
Synthesis and reported following the PRISMA-ScR guidelines. Comprehensive searches were performed across
PubMed, CINAHL, PsycINFO, EMBASE, and Google Scholar (May-September 2025). All English-language pri-
mary studies were included, with no restrictions on publication year or country.

Results: Eleven studies met the inclusion criteria. Most focused on professional education and healthcare pro-
fessionals’ experiences and clinical recommendations from professional organizations. Findings highlight several
domains - communication, emotional support, birth planning, breastfeeding counselling, and bereavement care -
where midwifery competencies align with the principles of PPC. Based on the synthesis of the included studies, a
conceptual framework was developed to illustrate how core domains of midwifery practice align with key
components of perinatal and neonatal palliative care across the antenatal, intrapartum, and postnatal continuum.
Conclusion: Midwives hold professional, relational, and educational competencies that position them ideally to
contribute to perinatal palliative care. However, the lack of formal recognition and structured training in this
area highlights the need for policy guidance and further research to clearly define, strengthen, and standardise
their role.

Family-centred care
Bereavement care, Perinatal loss, Scoping
review

period. Their professional roles in communication, emotional
support, and collaborative decision-making closely align with the
principles of palliative and end-of-life care.

Statement of significance

Problem: X
What this paper adds:

Perinatal palliative care is increasingly recognized as a key
component of neonatal care; yet the role of midwives in these care
pathways has been insufficiently explored.

This scoping review consolidates global knowledge about mid-
wives' roles and contributions, highlighting their integration into
multidisciplinary care pathways and emphasizing the need for
What is already known: structured education and professional recognition in this field.

Midwives provide personalised, continuous, and family-centred
care throughout pregnancy, childbirth and the postpartum
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1. Introduction

A substantial proportion of pregnancies are affected by fetal condi-
tions associated with life-limiting or uncertain prognoses [1].
Life-limiting conditions are defined as disorders for which no curative
intervention exists and which are likely to result in miscarriage, still-
birth or neonatal death [2]. These conditions include chromosomal
abnormalities such as trisomy 13 or 18, as well as major congenital
anomalies including anencephaly, renal agenesis, congenital diaphrag-
matic hernia and severe cardiac malformations [3]. Following a prenatal
diagnosis, parents are offered counselling to support informed
decision-making among different care pathways, which may include
fetal surgery, neonatal life-extending interventions, pregnancy termi-
nation or perinatal palliative care [4].

Perinatal palliative care (PPC) is a systematic, multidisciplinary and
family-centred approach that provides obstetric and neonatal manage-
ment options across the prenatal, intrapartum and postpartum periods,
prioritising quality of life and comfort for both the newborn and the
family while addressing physical, emotional, social and spiritual di-
mensions of care [2,5,6]. Increasing availability of PPC services has been
associated with a growing number of families choosing to continue the
pregnancy despite severe fetal conditions [7]. This choice requires co-
ordinated care delivered by an interdisciplinary team capable of sup-
porting parents through complex clinical decisions and ensuring
continuity across care settings [8]. PPC extends from the antenatal
period across multiple contexts - including outpatient services, hospital
care and community settings - and encompasses prenatal testing and
counselling, specialist consultations, advance care planning, intra-
partum and postnatal care, end-of-life and post-mortem support, as well
as emotional, psychological and spiritual support for bereaved families
[9,10]. Effective, empathetic and culturally sensitive communication is
essential to facilitate shared decision-making and respect family values
throughout this process [11].

In the literature, the terms perinatal and neonatal palliative care are
sometimes used interchangeably, although they refer to partially over-
lapping scopes. Neonatal palliative care typically focuses on care pro-
vided after birth, primarily within neonatal intensive care or hospital
settings, whereas perinatal palliative care encompasses a broader con-
tinuum that begins at the time of prenatal diagnosis and extends through
pregnancy, birth, neonatal care and bereavement [5,11,12]. In this re-
view, the term perinatal palliative care is adopted to reflect this longi-
tudinal and integrated model of care, while acknowledging that some
included studies focus predominantly on the neonatal phase.

Existing research has primarily explored parents’ experiences and
the perspectives of healthcare professionals, as well as the development
of clinical guidelines and conceptual models. Qualitative studies
focusing on parents have described the profound emotional impact of
receiving a prenatal diagnosis of a life-limiting condition, characterised
by shock, grief, guilt and fear, alongside the desire to experience
parenthood through meeting, holding and caring for their baby, even for
a limited time [13,14]. Across these studies, parents consistently
emphasised the importance of empathic and non-judgemental commu-
nication, continuity of care, involvement in decision-making, and sen-
sitive support for memory-making activities such as photographs,
footprints and memory boxes [13,14]. These findings highlight rela-
tional and continuity-based dimensions of care that are central to
high-quality PPC and directly inform professional practice.

In parallel, studies focusing on healthcare professionals have docu-
mented challenges related to preparedness, emotional burden, ethical
uncertainty and organisational constraints when delivering PPC
[15-19]. Confidence and comfort in providing palliative and bereave-
ment care appear to be associated with prior training, clinical exposure
and structured institutional support [15-17]. Conceptual and
guideline-based publications further frame PPC as a holistic and
family-centred continuum of care, while also warning against excessive
medicalisation and limited visibility of relational and caregiving roles
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within prevailing models [20-22].

Despite this growing body of literature, the specific contribution of
midwives within perinatal and neonatal palliative care remains insuf-
ficiently described. Midwives are frequently included under broader
professional categories or grouped with nursing roles, and explicit
analysis of midwifery contributions, responsibilities and scope of prac-
tice in PPC is scarce [23]. Moreover, most published studies originate
from high-income Western countries, particularly the United States,
raising questions about the generalisability of findings across different
cultural, regulatory and organisational contexts [23]. This fragmenta-
tion limits the ability to clearly identify common elements of midwifery
involvement in PPC and to inform education, practice and policy
development at an international level.

Given the alignment between core midwifery values - such as con-
tinuity of care, family-centred practice, relational support and shared
decision-making - and the foundational principles of perinatal palliative
care, a comprehensive mapping of the existing evidence is warranted.
This scoping review was therefore conducted to: (1) map and synthesise
the available international literature on midwives’ involvement in
perinatal palliative care; (2) identify knowledge gaps related to
midwifery roles, contributions and training needs; and (3) explore how
midwifery practice is currently integrated within palliative care path-
ways across different healthcare settings. By providing an overview of
existing evidence and highlighting areas for future research, this review
aims to support the development of more coherent, equitable and
midwifery-informed models of perinatal palliative care.

2. Methods

The existing literature on the role of midwives within perinatal and
neonatal palliative care pathways was delineated, examining how
midwifery practice integrates into the continuum of care for pregnancies
affected by life-limiting or uncertain prognostic conditions for the fetus
and/or newborn. The protocol was registered on the Open Science
Framework (OSF) on June 6, 2025 (registration ID: osf.io/3wtnk).

This scoping review was conducted following the Joanna Briggs
Institute (JBI) methodology for scoping reviews [24], in combination
with the Preferred Reporting Items for Systematic Reviews and
Meta-Analyses extension for Scoping Reviews (PRISMA-ScR) guidelines
[25]. The review also adhered to the methodological framework pro-
posed by Arksey and O’Malley [26], encompassing five key stages: 1)
identifying the research question; 2) identifying relevant studies; 3)
study selection; 4) data charting; and 5) collating, summarising, and
reporting results.

2.1. Stage 1: Identifying the research question

Based on gaps identified in the literature, the primary research
question was formulated: "How does midwifery care integrate into and
support neonatal palliative care pathways?".

Although the research question refers to neonatal palliative care, the
broader term perinatal palliative care is used throughout the manuscript
to reflect the continuum of care beginning at prenatal diagnosis and
extending through pregnancy, birth, neonatal care and bereavement.

2.2. Stage 2: Identifying relevant studies

The Population, Concept, Context (PCC) framework (Table 1) was
used to define inclusion criteria. No date or geographical setting re-
strictions were applied. Only studies published in English were included.

The search strategy was developed in consultation with an infor-
mation specialist, using the Medical Subject Headings (MeSH) database
to identify relevant index terms, synonyms, and keywords. Systematic
searches were then performed from May to July 2025 across PubMed,
CINAHL, PsycINFO, EMBASE, and Google Scholar for grey literature.
Full search strings for each database are detailed in Appendix 1.
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Table 1
Inclusion and exclusion criteria.

Population Midwives, newborns, and families involved in neonatal/perinatal
palliative care pathways.

Concept Role, responsibilities and contributions of midwives within perinatal/
neonatal palliative care and comfort care pathways.

Context Setting: Perinatal and neonatal palliative care settings across antenatal,

intrapartum, and postnatal care; hospital and community
environments; interdisciplinary care pathways.

Study design, inclusion, and exclusion criteria: All primary studies,
including qualitative, quantitative, and mixed-methods designs, were
eligible for inclusion. Relevant grey literature and the most recent
clinical guidelines were also consulted to ensure comprehensiveness.
Research protocols, systematic reviews, and scoping reviews were
excluded.

2.3. Stage 3. Study selection

The conclusive search approach retrieved 79 results from all data-
bases. Twenty-two articles were eliminated as duplicates, providing
fifty-seven unique studies eligible for screening. Two reviewers (CL and
ST) independently evaluated titles and abstracts to ascertain eligibility

Women and Birth 39 (2026) 102206

for full-text review. A third reviewer (FC) was designated to resolve
disagreements; however, this was unnecessary as consensus was always
achieved. A total of 23 studies were considered suitable for full-texts
evaluation.

The same reviewers (CL and ST) independently assessed eligibility
based on predefined inclusion and exclusion criteria. Disagreements
were resolved with an independent third reviewer (FC). Ultimately,
eleven papers were removed for population irrelevance and one for
inappropriate publication type, yielding a total of 11 research articles
included in the final scoping review. The study selection procedure is
illustrated in the PRISMA flow diagram (Fig. 1).

The software Rayyan was used to support the processes of study
screening and selection.

2.4. Stage 4. Charting the data

A data extraction spreadsheet was developed in Microsoft Excel to
systematically record key information from all included studies. The
extracted data included authors, publication year, country, study design,
methodology, study aim, participant characteristics, and main findings.

[ Identification of studies via databases ]
= Records identified from:
2 PubMed (n = 14) Records removed before
S glNAll:lli-: (()n(= 9)31 ) screening:
& SycC n= > Duplicat d d
£ EMBASE (n = 16) (nui) |2<:2a)e records remove
3 Google Scholar (n = 9)
Total =79
— \ 4
Records screened Records excluded
E—
(n=57) (n=34)
A4
Reports sought for retrieval Reports not retrieved
-
2 | m=23 (n=0)
=
(]
e
] \ 4
- Reports excluded:
Reports assessed for eligibility »| Wrong population (n = 11)
(n=23) Wrong publication type (n =1)
Total =12
—/
\ 4
°
'§ Studies included in review
° (n=11)
c

Fig. 1. PRISMA flow diagram.
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The data extraction form was piloted by all reviewers on two
included studies to assess clarity, consistency, and feasibility. After this
pilot period, minor modifications were implemented to improve the
structure and comprehensiveness of the tool. To ensure reliability, the
extraction process was discussed by the review team, and the final
version of the form was shared among all reviewers. The gathered data
were then used to facilitate the narrative synthesis, identify recurring
themes, and map the existing literature on the topic.

The main characteristics of the included studies are presented in
Table 2, whereas the key findings are reported in Table 3.

2.5. Stage 5. Collating, summarising, and reporting results

The findings of this scoping review were systematically collated,
mapped, and reported. A comprehensive numerical summary was
initially conducted to include the characteristics of the identified liter-
ature, including year of publication, geographical distribution, study
design, and methodological approach. The data were presented in tables
to illustrate the evolution and distribution of research in neonatal
palliative care.

The extracted data were further analysed to identify recurring
themes related to perinatal and neonatal palliative care and midwifery
practice. Although not all included studies focused explicitly on mid-
wives, studies addressing perinatal and neonatal palliative care more
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broadly were also considered, as they described practices, processes and
relational dimensions closely aligned with midwifery role. These studies
were therefore mapped alongside midwifery-focused literature to pro-
vide a comprehensive understanding of how midwifery practice may be
integrated within palliative care pathways across the perinatal contin-
uum. As part of the data synthesis process, a conceptual framework was
developed through an iterative, interpretative approach based on the
findings of the included studies. It was constructed to organise and
represent key aspects of midwives’ roles in perinatal and neonatal
palliative care across the antenatal, intrapartum, and postnatal contin-
uum, and informed by patterns identified in the data and supported by
existing conceptual models and international perspectives on midwifery
care.

Significant theme areas were identified through descriptive com-
parison and categorization to illustrate how the role of midwives has
been represented across different contexts, populations, and study de-
signs. This mapping provides a conceptual and descriptive overview of
the literature, rather than a formal thematic analysis.

The findings are presented using a combination of descriptive tables
and narrative synthesis, facilitating a comprehensive assessment of the
structural aspects of the evidence and the conceptual domains emerging
from the study.

According to the scoping reviews methodology, no formal critical
appraisal was conducted.

Table 2
Characteristics of included studies.
Author, Year, Country Study Design Methodology Participants Aim
American College of Expert Narrative expert consensus based on Healthcare professionals involved in To provide clinical guidance on the
Obstetricians and consensus multidisciplinary evidence perinatal care and pregnant women with  organisation and offer of perinatal palliative
Gynaecologists Clinical life-limiting fetal diagnoses and (comfort) care for pregnancies affected by
(2019) - USA guideline life-limiting fetal conditions.
Engler et al. (2004) - Cross-sectional Quantitative survey 190 neonatal nurses and advanced To explore neonatal nurses’ perceptions,
USA descriptive practice neonatal nurses working in comfort, and roles in bereavement and end-
study NICUs. of-life care for families of critically ill and
dying infants
Banazadeh & Rafii Concept Dimensional analysis of literature 46 published studies (2001-2018) on To clarify and define the concept of neonatal
(2021) - Iran analysis neonatal palliative care palliative care within nursing practice.
Geurtzen et al. (2023) - Cross-sectional Nationwide online survey 769 perinatal healthcare professionals To explore Dutch perinatal healthcare
Netherlands multicentre (including obstetricians, neonatologists, professionals’ preferences regarding
study clinical midwives, obstetric and neonatal ~ prenatal and postnatal decision-making

Cross-sectional
study

Wool (2013) - USA Online survey using the Perinatal
Palliative Care Perceptions and Barriers

Scale (PPCPBS)

Peng et al. (2018) - Cross-sectional Questionnaire-based survey using a

Taiwan study modified Comfort Level Caring for
Dying Infants Scale (CLCDI)
Mendel (2014) - USA Narrative Narrative synthesis of literature and
review / clinical perspectives
educational
article

Cross-sectional
survey

Wool (2015) - USA Web-based survey using the Perinatal
Palliative Care Perceptions and Barriers
Scale (PPCPBS); quantitative analysis
with t-test and Mann-Whitney U
Application of Comfort Theory as a

Marchuk (2016) - USA Case study /

Conceptual conceptual framework
paper
Knowles et al. (2021) - Meeting abstract ~ Conference abstract presentation
USA
Kain & Chin (2020) - Conceptual Narrative literature review with
USA and Australia paper thematic analysis (using NVivo)

nurses).

212 clinicians: physicians (n = 66) and
advanced practice nurses (APNs,

n = 146), including certified nurse

with parents facing extremely preterm birth.
To examine clinicians’ perceptions, comfort
and confidence in providing and referring
patients to perinatal palliative care.
midwives, nurse practitioners and
clinical nurse specialists.

154 neonatal clinicians (119 neonatal
nurses; 35 neonatologists) from 4 Level
III NICUs.

To evaluate factors associated with
professional confidence and personal
comfort of neonatal clinicians in providing
neonatal palliative care.

To discuss the role of neonatal palliative
care in reducing moral distress among NICU
nurses and identify barriers to its effective
implementation.

To measure and compare perceived barriers
to providing and referring families to
perinatal palliative care among physicians
and advanced practice nurses.

To demonstrate how Comfort Theory and its
taxonomic structure can be used as a
conceptual framework for nurses and
midwives providing end-of-life care to
neonates and their families.

Neonatal nurses (focus on NICU nursing
practice).

212 clinicians: 66 physicians and 146
advanced practice nurses (including
midwives) involved in perinatal care.

Theoretical/clinical application to
neonatal end-of-life care in the NICU.

Case/context of planned home birth with
neonatal life-limiting condition (LLC)
supported by hospice.

13 peer-reviewed articles + 6
institutional definitions related to
neonatal and children’s palliative care.

To describe the role of perinatal palliative
care consultation and home hospice in the
context of a planned home birth in a
newborn with a life-limiting condition.

To propose a conceptual definition of
neonatal palliative care (NPC) by
identifying and synthesising key concepts
and themes from the literature.
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Table 3
Key findings of included studies.

Author & Key Findings
Year
ACOG, 2019 Highlights the importance of communication, shared

decision-making, birth planning, continuity of care, and
bereavement support in perinatal palliative care. Although
midwives are not explicitly named, these areas strongly align
with core midwifery competencies.

Neonatal nurses reported good levels of comfort in providing
bereavement and end-of-life care, particularly in supporting
parents around the time of the infant’s death. Higher comfort
and involvement were associated with greater clinical
experience and the presence of unit policies on bereavement

Engler et al., 2004

care. Cultural and language differences were perceived as
barriers to effective family support. Education and specific
training in end-of-life care were identified as key factors
influencing confidence and professional engagement.
Banazadeh & Rafii, Neonatal palliative care is conceptualised as a
2021 multidimensional process including five key dimensions:
perspective (family-centred care), context, conditions,
process, and outcomes. The concept emphasises holistic care,
symptom control, communication with families, support for
parents, professional advocacy, and structured end-of-life
care for neonates.
Geurtzen et al., Most professionals favoured shared decision-making in
2023 counselling parents of extremely preterm infants. Fifty-three
percent preferred presenting early intensive care and
palliative comfort care as equally valid options. Sixty-one
percent supported discussing a conditional trial of intensive
care as a third option. The majority (78%) believed healthcare
professionals should initiate postnatal discussions about
continuation or withdrawal of intensive care. Considerable
variation existed regarding definitions of severe long-term
outcomes.
Physicians and advanced practice nurses showed similar
ethical perceptions of perinatal palliative care but differed
significantly in self-reported comfort and confidence.
Physicians reported higher levels of comfort with providing
and referring to perinatal palliative care and greater overall
confidence. Perceived barriers, personal comfort, years of

Wool, 2013

practice, and referral comfort were significant predictors of

clinician confidence.
Peng et al., 2018 Clinicians’ confidence was significantly associated with age,
marital status, years of experience, and prior palliative care
training. Comfort levels were significantly associated with
educational degree, marital status, and professional
experience. Professional confidence and personal comfort
were positively correlated (r = 0.47; p < 0.001). Supportive
workplace environments were significantly correlated with
higher confidence (r = 0.286; p < 0.001) and comfort
(r = 0.521; p < 0.001). No significant differences were found
between nurses and physicians in confidence or comfort.
Mendel, 2014 Neonatal nurses experience high levels of moral distress
during end-of-life care, particularly when care is perceived as
futile or not aligned with the infant’s best interests. Consistent
and well-implemented neonatal palliative care, supported by
structured education in communication, symptom
management, and ethical decision-making, was identified as a
key strategy for reducing moral distress. The study highlights
a lack of training, inconsistent communication, and the
absence of dedicated palliative care teams as major barriers to
effective neonatal palliative care.
Clinicians reported multiple barriers to perinatal palliative
care (PPC) provision. Nurses reported significantly more
system-level barriers (difficulty securing administrative
support and interdisciplinary collaboration). Physicians
reported greater confidence in counselling families. Both
groups described distress and helplessness when caring for
families with life-limiting fetal or neonatal diagnoses. The
most frequently reported barrier across both groups was a lack
of societal understanding and support for PPC.
Applying Comfort Theory and its taxonomic structure as a
conceptual framework for end-of-life care in the NICU may
support the standardisation and improvement of care for
dying neonates and their families, providing a structured
approach to comfort care in neonatal end-of-life contexts.

Wool, 2015

Marchuk, 2016
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Table 3 (continued)

Author &
Year

Key Findings

Knowles et al., Hospice-assisted home birth in cases of fetal life-limiting
2021 conditions presents specific clinical and organisational
challenges. Effective care requires close collaboration
between midwives and community hospice organisations to
ensure immediate access to symptom management and end-
of-life care for the newborn following birth.
Five major themes underlying definitions of neonatal
palliative care were identified: philosophies of care, support,
culture and spirituality, the team, and clinical management.
NPC is defined as an active, holistic, and family-centred
approach beginning at diagnosis, provided by a
multidisciplinary team, aimed at maintaining quality of life,
alleviating suffering, supporting a “good death”, and
providing ongoing family support, including bereavement.

Kain & Chin, 2020

3. Findings

A preliminary mapping of the included studies was conducted to
describe the existing body of evidence concerning midwifery within
perinatal palliative care. Most publications explored neonatal and
perinatal palliative care from multidisciplinary or institutional per-
spectives, while only a limited number explicitly addressed the role of
midwives. For this reason, the inclusion criteria required that studies
provided a clear discussion of midwives’ roles, competencies, or
involvement in perinatal or neonatal palliative care from a professional
perspective. Publications primarily focusing on parental experiences,
clinical case management, or broader programmatic aspects of perinatal
palliative care without an explicit focus on midwifery practice were not
included in the analytical synthesis.

3.1. Characteristics of the included studies

Eleven papers published between 2004 and 2023 met the inclusion
criteria. Most studies were published after 2010, with a marked increase
in publications over the last decade, reflecting growing academic
attention to perinatal and neonatal palliative care.

Six studies [15-19,27] explored the perspectives and experiences of
healthcare professionals involved in neonatal or perinatal palliative
care, while five articles [12,20-22,28] contributed to clinical guidance
and conceptual frameworks related to neonatal palliative care.

Only a limited number of studies specifically addressed midwives
[14,16,17,19,21,28], whereas the majority examined neonatal pallia-
tive care from broader professional or institutional viewpoints, often
grouping midwives within multidisciplinary teams.

Reported healthcare settings included neonatal intensive care units
(NICUs) [15,16,19,21,27], hospital-based perinatal services [17,20,24,
25], community and hospice services [22], and planned home birth
context [28].

Based on semantic and content similarities across the included
studies and through iterative discussion within the research team, two
descriptive domains were identified:

1) Professional experiences, preparedness, and organisational context.
This domain includes studies exploring training, preparedness,
confidence, and the emotional and professional impact of providing
neonatal and perinatal palliative care as part of this competence.
2) Professional and organisational frameworks guiding practice.
This domain refers to publications describing professional guid-
ance, standards, and organisational models shaping neonatal and
perinatal palliative care.
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3.2. Domain 1. Professional experiences, preparedness, and
organisational context

Six studies examined the education and professional experiences of
healthcare professionals involved in neonatal palliative care [15-19,
27]. These studies primarily explored professionals’ perceived readi-
ness, emotional experiences and barriers in providing care. Participants
included midwives, neonatologists, obstetricians, neonatal nurses, and
advanced practice nurses. Across these studies, three recurrent con-
structs were described: confidence, comfort, and distress.

Confidence referred to professionals’ perceived ability to provide
appropriate clinical and emotional support to families experiencing
perinatal loss or navigating palliative care pathways [16]. Comfort
described the degree of ease professionals experienced while providing
care in sensitive end-of-life contexts [29]. Distress - particularly moral
distress — was described in situations where clinicians perceived a
misalignment between institutional practices and their personal or
professional values, especially in ethically complex decision-making
situations involving life-limiting conditions [18].

Higher levels of confidence and comfort were reported among pro-
fessionals who had received prior education or training in neonatal or
perinatal palliative care [16,17]. Working in high complexity NICUs,
characterised by more frequent exposure to critically ill newborns and
end-of-life care, was also described as contributing to greater confidence
in bereavement support [15]. Moreover, structured organisational sup-
port, such as institutional protocols and clearly defined care pathways,
was reported as reducing uncertainty and supporting professional sta-
bility. Less experienced professionals emphasised the importance of
interprofessional education and mentorship models to strengthen both
clinical competence and emotional resilience when supporting families
experiencing neonatal loss [15-17]. Within this context, midwives re-
ported that limited consultation time during antenatal care restricted
opportunities for holistic counselling and the development of mean-
ingful relationships with families [16].

Several barriers related to professional practice and organisational
context were also identified. Professionals reported that cultural and
language differences posed challenges to effective communication and
shared decision-making when adequate training, interpretive resources
or institutional support were lacking [15]. Additionally, time con-
straints, especially within maternity care settings, were described as
limiting relational continuity and reducing opportunities for emotional
support [19].

3.3. Domain 2. Professional guidance and clinical frameworks

Five studies provided clinical, conceptual, and practice-oriented
guidance on neonatal and perinatal palliative care [12,20-22,28]. The
articles included conceptual analysis, expert opinions, and professional
recommendations. Neonatal palliative care was consistently described
as a dynamic, holistic, and family-centred approach that may begin
during pregnancy and continue through birth, death, and bereavement,
emphasizing comfort, emotional support, and shared decision-making
[20,22]. Several publications have raised concerns regarding the po-
tential medicalization within neonatal palliative care models, noting
limited explicit recognition of nursing and midwifery contributions,
despite their pivotal role in providing comfort and relational support
[22]. The American College of Obstetricians and Gynaecologists
distinguish perinatal palliative care from perinatal comfort care. While
perinatal palliative care is described as a comprehensive and longitu-
dinal model that may be provided alongside life-prolonging treatment
[12], perinatal comfort care refers specifically to an end-of-life-focused
approach centred on newborn comfort, symptom management and
family support, when the goal of care is no longer life prolongation [30].
This option is presented alongside other reproductive care pathways,
including life-prolonging treatment or termination of pregnancy [12,
30].
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4. Discussion

This scoping review shows that neonatal and perinatal palliative care
is consistently described in the literature as holistic, family-centred,
multidisciplinary and focused on comfort and relational care. These
features emerged across two main analytical domains: professional ex-
periences and preparedness, and organisational frameworks guiding
practice [12,20-22,28]. Together, these dimensions position PPC as a
longitudinal process that may begin at the time of diagnosis and extend
across pregnancy, birth, neonatal care and bereavement, rather than
being confined to end-of-life alone [12,31,32].

Across the included studies, healthcare professionals involved in
neonatal and perinatal palliative care reported a substantial emotional
and moral burden. Ethical uncertainty, complex decision-making, and
institutional constraints were frequently associated with moral distress,
emotional exhaustion and professional vulnerability [33-36]. These
challenges were particularly evident in contexts where professionals felt
inadequately supported or where organisational practices conflicted
with their professional values or the needs of the families. Similar dy-
namics have also been described in studies exploring parental experi-
ences and decision-making processes following life-limiting fetal
diagnoses [37].

A consistent finding across the literature was the presence of
educational and organisational gaps. Several studies reported limited
formal training in neonatal or perinatal palliative care, with pro-
fessionals feeling insufficiently prepared to manage both the clinical and
relational demands of care [38,39]. In contrast, prior education, clinical
exposure and access to structured institutional support were associated
with greater confidence and comfort in providing palliative and
bereavement care [33,39]. These findings underscore the importance of
integrating PPC content into undergraduate, postgraduate and
continuing professional education, alongside organisational strategies
that support ethical reflection, emotional well-being and interdisci-
plinary collaboration [40].

Although midwives were not consistently identified as a distinct
professional group within the included studies, the challenges described
- particularly those related to relational work, continuity of care and
emotional labour - closely reflect core midwifery practice domains. This
suggests that the professional experiences reported in the literature are
highly relevant to midwifery, especially in antenatal and intrapartum
settings where midwives often accompany families following a life-
limiting fetal diagnosis.

In parallel with professional experiences, the literature highlights the
role of professional guidance and organisational models in shaping
neonatal and perinatal palliative care. PPC is increasingly described as a
planned, multidisciplinary approach integrating obstetric and neonatal
care to prioritise quality of life and comfort for the fetus or newborn and
the family [12,31]. Integrative reviews and practice frameworks
emphasise that effective palliative care encompasses not only symptom
management, but also psychosocial and spiritual support,
memory-making, bereavement care and staff support, particularly when
delivered through coordinated and continuous programmes [30,31,
41-43]. Within these models, family-centred care emerged as a central
organising principle. Parents consistently valued honest and sensitive
communication, meaningful involvement in shared decision-making,
continuity of care and sustained emotional and relational support [13,
14]. These elements strongly shaped parental perceptions of care quality
and were associated with more supported bereavement experiences [44,
45]. Conversely, fragmented communication and discontinuity of care
were linked to increased distress, confusion and dissatisfaction [20,46].
The relational dimension of care, characterised by professional pres-
ence, empathy and respect for parental values, was repeatedly identified
as integral to high-quality care rather than an optional or secondary
component [47,48]. Bereavement-related practices and supportive care
pathways described in the wider literature further illustrate how fam-
ilies experience and navigate perinatal loss within palliative care
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contexts [49].

Despite this, explicit articulation of midwifery roles within neonatal
and perinatal palliative care frameworks remains limited. This gap is
notable given the close alignment between the principles underpinning
palliative care and the philosophical foundations of midwifery, partic-
ularly continuity, relational care and family-centred practice. Address-
ing this disconnect may represent an important step towards more
integrated and equitable models of perinatal palliative care.

4.1. Relationship with previous literature

The findings of this scoping review are consistent with, and extend
upon, previous literature describing the marginal yet significant posi-
tioning of midwives within perinatal and neonatal palliative care. Across
the included studies, midwives were primarily described in terms of
relational, communicative, and continuity-of-care functions rather than
as clearly delineated professional actors within palliative care models.
Structural constraints, such as limited consultation time in antenatal
settings, were frequently reported as limiting opportunities for holistic
counselling and sustained relationship-building with families [16].
Similar to other professionals, midwives were also exposed to emotional
strain, low confidence, and ethical tension when supporting families
facing life-limiting fetal or neonatal diagnoses, particularly lacking
structured education and organisational support [15-17,19]. These ex-
periences align with broader patterns of moral distress and professional
vulnerability documented among healthcare professionals working in
neonatal palliative care [15,18,27].

In line with our findings, a recent US scoping review [23] highlighted
that midwives’ roles in perinatal palliative care remain poorly repre-
sented and under-theorised in the literature. Most included studies in
that review were descriptive or case-based, and midwives were often
grouped under generic professional categories or positioned at the
margins of interprofessional teams. When explicitly described their
contribution encompassed both direct clinical care (antenatal, intra-
partum, postnatal, neonatal and bereavement care) and care planning
and coordination activities (birth planning, team communication, and
community/continuity of care). However, that review also identified
insufficient preparation for these roles as a recurrent issue, reflecting the
educational gaps described in the studies included in the present review
[15-17].

Furthermore, conceptual and guideline-oriented papers on neonatal
palliative care continue to prioritise medical and institutional perspec-
tives, with limited explicit recognition of midwifery contributions.
Warning against excessive medicalisation of palliative care models [21]
resonates strongly with our findings, as midwifery roles often remain
under-recognised despite their centrality in presence and relational care.
This limited visibility contrasts with parents’ accounts, which consis-
tently emphasise empathy, continuity, non-judgemental support, shared
decision-making, and sensitive facilitation of memory-making and
bereavement, all domains that closely reflect midwifery philosophy and
practice [6,7,13,22,29].

4.2. Implications for midwifery practice and research

The findings of this scoping review suggest that midwifery practice is
closely aligned with the core dimensions of perinatal and neonatal
palliative care identified in the literature, including holistic and family-
centred care, interdisciplinary collaboration, individualised comfort-
focused care, and sustained relational presence [9,20,22,23,31,43].
This conceptual alignment is also reflected in international professional
standards [50,51] and midwifery literature, which emphasise continuity
[52], shared decision-making [53] and communication [54] in complex
and sensitive situations, including bereavement. Despite this conceptual
consistency, perinatal and neonatal palliative care continues to be only
partially integrated within several midwifery regulatory and educa-
tional frameworks. The lack of explicit recognition might contribute to
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the ongoing underrepresentation of midwives in clinical palliative care
services and in scientific research.

From a practice perspective, the literature described in this review
indicates that midwives appear particularly well positioned to
contribute across the perinatal palliative care continuum, beginning
from the antenatal counselling following a life-limiting fetal diagnosis,
to continuity of support during labour and birth. These components are
consistently recognised as central aspects in midwifery practice.

From a research perspective, there remains a clear need for studies
explicitly focusing on midwives’ roles, competencies, and educational
needs in perinatal and neonatal palliative care. Current evidence is
largely derived from neonatal, paediatric, or general nursing perspec-
tives, with limited midwifery-specific empirical research [13,19,22,24,
26]. Future studies should explore midwives’ experiences across
different care settings (antenatal services, birth units, postnatal wards,
and community or home-based perinatal palliative care), examine the
impact of midwifery-integrated or midwifery-led palliative models of
care on parental and family outcomes, and support the development of
structured educational pathways within undergraduate and post-
graduate midwifery curricula [13,25,31]. Strengthening the evidence
base in this area is essential to ensure the systematic and explicit inte-
gration of midwifery within perinatal and neonatal palliative care ser-
vices, moving beyond its current predominantly conceptual recognition.

These findings also have important implications for midwifery edu-
cation. Integrating perinatal palliative care into undergraduate and
postgraduate curricula could strengthen midwives’ preparedness to
support families facing life-limiting fetal conditions, particularly in
areas such as communication, shared decision-making, bereavement
care, and interdisciplinary collaboration.

4.3. Framework for midwifery practice

The framework was developed through an iterative interpretative
process based on the synthesis of the literature included in this scoping
review and informed by international midwifery standards and con-
ceptual models of midwifery care. Addressing the gap between
midwifery values and their limited representation in perinatal palliative
care policies and research is essential to develop more equitable, rela-
tional and family-centred models of care for families facing life-limiting
fetal and neonatal conditions. The Midwifery Framework (Fig. 2)
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Fig. 2. Midwifery Framework for perinatal and neonatal palliative care.
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proposed in this study conceptualises midwifery contributions to peri-
natal and neonatal palliative care as a multidimensional, continuous and
woman-family centred model of care, grounded both in international
midwifery standards and in the empirical evidence mapped in this
review.

In the framework, the woman and her family are placed in a central
position, surrounded by five interrelated domains of midwifery practice:
1) transversal competencies and interprofessional collaboration; 2)
sexual and reproductive health promotion; 3) antenatal care; 4) intra-
partum care, and 5) postnatal care and continuity of care.These domains
are permeated by a sixth overarching dimension of ethical and deon-
tological responsibility.

This structure reflects how midwifery practice, even beyond explic-
itly palliative settings, is inherently embedded in longitudinal, rela-
tional, and holistic care - dimensions consistently identified as central to
perinatal and neonatal palliative care in the literature. For these reasons,
the proposed framework does not synthetically “add” palliative care to
midwifery practice but rather shows how palliative principles are
already intrinsically aligned with its core domains. In addition to pro-
grammatic models such as the NCCP, several studies included in this
review describe specific clinical practices and organisational approaches
that reflect these domains in practice. Examples such as advance birth
planning and interdisciplinary care coordination, breastfeeding coun-
selling and milk donation pathways following perinatal loss, and
educational initiatives designed to prepare midwives to support families
facing life-limiting fetal diagnoses. These examples further illustrate
how the relational, continuity-based and family-centred components of
midwifery care can be operationalised within perinatal palliative care
pathways.

When applied to a perinatal palliative care context, each component
of the framework corresponds with key elements of existing care models.
For example, the Neonatal Comfort Care Program (NCCP) at Columbia
University [30] demonstrates how continuity of care from diagnosis
through birth and bereavement, relational support, family presence, and
interdisciplinary collaboration are fundamental to high-quality pallia-
tive care. These elements closely align with antenatal, intrapartum, and
postnatal domains represented in the framework, particularly in relation
to birth planning, rooming-in, feeding support, memory-making, and
bereavement follow-up.

Similarly, the Midwifery Partnership Model [55] emphasises a sus-
tained, reciprocal relationship between the woman and the midwife,
based on trust, shared decision-making, empowerment, and continuity
across the reproductive trajectory. These principles resonate strongly
with the needs of families living through perinatal loss or life-limiting
fetal diagnoses, where relational stability, presence, and advocacy are
repeatedly identified as core components of a meaningful care experi-
ence. Within this framework, this partnership philosophy is reflected not
only in the antenatal and intrapartum domains, but also in the trans-
versal dimension of communication, ethical practice and interprofes-
sional collaboration.

Importantly, aligning this framework with real-world programs such
as the NCCP also highlights a critical paradox emerging from the find-
ings of this scoping review: despite midwifery competencies, values and
philosophies are highly congruent with perinatal palliative care princi-
ples, midwives remain inconsistently recognised, formally integrated
and trained within these models. The NCCP itself acknowledges the
growing need for a dedicated midwife to ensure continuity of care,
facilitate communication, support birth planning, promote skin-to-skin
contact and feeding, and provide postnatal follow-up and bereavement
support [30]. This reinforces the relevance and applicability of the
framework, not only as a theoretical contribution but also as a practical
tool to inform service design and workforce development.

Overall, the integrated midwifery framework proposed represents a
conceptual link between midwifery theory, international professional
standards, and the operational models of perinatal palliative care
currently implemented in specialised centres. It therefore offers a
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structured lens through which to reinterpret existing neonatal palliative
care practices, positioning midwives not as outside contributors, but as
central relational, clinical, and coordinative figures across the entire
perinatal trajectory: from diagnosis to bereavement.

4.4. Strengths and limitations

Several limitations should be acknowledged. First, the current evi-
dence base appears fragmented and geographically concentrated, with
most studies conducted in high-income Western countries. This limits
the generalisability of the findings to other healthcare settings and
cultural contexts. Therefore, there is a clear need for future research that
is more culturally sensitive and inclusive of diverse healthcare systems.
In addition, many of the included studies did not explicitly differentiate
midwives from other healthcare professionals (e.g., nurses or advanced
practice nurses, making it challenging to isolate midwifery-specific
contributions.

However, this scoping review provides a comprehensive mapping of
the existing literature on neonatal and perinatal palliative care with a
specific focus on the potential role of midwives. A key strength lies in the
use of a transparent and rigorous methodological framework consistent
with JBI and PRISMA-ScR guidance, which ensured a systematic search,
selection, and synthesis process. Moreover, adopting a midwifery lens
allowed us to highlight relational, continuity-based, and family-centred
aspects of care that are often underrepresented in predominantly med-
ical or nursing literature.

5. Conclusions

Perinatal palliative care is increasingly recognised as an essential
care pathway for families facing life-limiting fetal and neonatal condi-
tions, yet its integration into routine practice remains inconsistent. This
scoping review shows that while the literature mainly addresses
parental experiences and healthcare professionals’ perspectives, the
specific role of midwives is still insufficiently explored and under-
theorised.

However, the core dimensions emerging from the evidence strongly
aligned with midwifery roles and professional contributions. The liter-
ature suggests that midwives are uniquely positioned to support families
across the continuum of diagnosis, birth and bereavement, offering care
that integrates both clinical and relational dimensions.

These findings highlight the need for stronger recognition of peri-
natal palliative care within midwifery education, professional standards
and clinical pathways.
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Database Strings

PubMed (Palliative Care OR Hospice and Palliative Care Nursing OR Palliative Medicine OR Terminal Care OR End-of-life OR Euthanasia OR Bereavement) AND (Infant,
Newborn OR perinatal OR neonate OR neonatal) AND comfort care (midwi* OR midwifery OR midwife OR midwives)

CINAHL (MH "Palliative Care" OR MH "Palliative Care Nursing" OR MH "Palliative Care Nurses" OR MH "Palliative Medicine" OR MH "Hospice Nurses" OR MH "Hospice

Nursing" OR MH "Hospice Patients" OR MH "Hospice Care" OR MH "Terminal Care+" OR MH "Euthanasia+" OR MH "Bereavement+") AND (MH "Infant, Newborn+"
OR MH "Perinatal Death" OR MH "Perinatal Care" OR MH "Perinatal Period" OR MH "Perinatal Nursing+" OR MH "Neonatal Nurses+" OR MH "Neonatal Nursing+")
AND comfort care AND (MH "Midwifery+" OR MH "Midwives+" OR midwi*)
(Palliative Care OR Palliative Care Nursing OR Palliative Care Nurses OR Palliative Medicine OR Hospice Nurses OR Hospice Nursing OR Hospice Patients OR
Hospice Care OR Terminal Care OR end-of-life OR Euthanasia OR Bereavement) AND (Infant, Newborn OR Perinatal OR Neonatal OR Neonate) AND comfort care
AND (Midwifery OR Midwives OR midwife OR midwi*)

PsycINFO (Palliative Care OR Euthanasia OR Hospice OR Terminal* OR Bereavement OR Grief OR end-of-life) AND (Neonatal OR Perinatal OR baby)

EMBASE (palliative OR terminal OR euthanasia OR bereavement) AND (newborn OR perinatal) AND comfort AND care AND midwi*
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