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Abstract
Introduction: Perinatal palliative care services are increasingly available globally, of-
fering a range of clinical and psychological support services to families during preg-
nancy, in the neonatal period and following the death of a baby with a life-limiting or 
life-threatening condition. Little is understood about the role of children's hospice 
care and how it contributes to effective perinatal palliative care.
Design: The study aims to answer the question “what is the role of children's hospices 
in the provision of perinatal palliative care and advance care planning in the United 
Kingdom?”
Methods: An electronic survey was sent to all 54 children's hospices in the United 
Kingdom between May and June 2022.
Results: Thirty hospices responded, representing 54% of the sector. All regions of all 
four counties are represented. Numbers of referrals to hospices for perinatal pallia-
tive care have increased significantly over the last 5 years. Hospices provide a range of 
services for families and babies, usually from the point of diagnosis or recognition of a 
life-limiting or life-threatening condition, underpinned with counseling and emotional 
support. Hospices worked with a range of professionals and services, most commonly 
fetal medicine and neonatal services. Advance care plans were an important element 
of effective perinatal palliative care, strengthening parent–professional and interpro-
fessional relationships.
Conclusion: Children's hospice services play an important and growing role in the 
perinatal care of babies and families following the diagnosis or recognition of a life-
limiting or life-threatening condition. The family-centered approach to care, from a 
broad, biopsychosocial perspective means that hospices make a unique and meaning-
ful contribution to both the clinical and psychological needs of families.
Clinical relevance: The family-centered approach to care, from a broad, biopsychoso-
cial perspective means that hospices make an important contribution to both the clini-
cal needs of babies, and psychological needs of families antenatally, in the neonatal 
period and after death.
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INTRODUC TION AND BACKGROUND

Perinatal palliative care is increasingly available around the world, 
offering families psychological and emotional care and support, as 
well as supporting the clinical needs of babies, should pregnancies 
result in live birth. Congenital malformations, deformations, and 
chromosomal abnormalities (International Classification of Diseases 
[ICD-10] codes Q00–Q99) are the leading cause of infant death 
in many developed countries around the world including Australia 
(Australian Institute of Health and Welfare, 2021), Canada (Statistics 
Canada, 2022), China (Yang et al., 2020), England and Wales (Office 
for National Statistics,  2022), the European Union (Onambele 
et al.,  2019), Israel (Kasirer et al.,  2018), and the United States of 
America (Kingsmore et al., 2020).

Advances in antenatal care and technology around diag-
nostic testing during pregnancy have led to an increase in the 
frequency of life-limiting fetal diagnoses and the detection of 
anatomical congenital anomalies. Ultrasound scans in pregnancy 
are generally viewed by parents as a social event, where they 
can connect with their baby, as well as an opportunity for reas-
surance (Lalor et al.,  2008; Øyen & Aune,  2016). Technological 
and screening advancements have led to earlier diagnosis of life-
limiting or life-threatening conditions (LLLTCs) antenatally (Power 
et al.,  2018). Parents are often unprepared for adverse findings, 
leaving them feeling intense grief and sadness when a LLLTC is 
identified (Benute et al., 2012). This can be further compounded 
by professionals' inexperience and lack of confidence in explaining 
findings in a sensitive manner, due to the continued uncertainty 
around prognosis (Lalor et al., 2007; Power et al., 2018). Parents 
have reported the initial distress of diagnosis can be reduced when 
transparent, empathetic, and timely information is communicated 
to them (Branchett & Stretton, 2012; Fleming et al., 2016). It is im-
portant that parents are supported in making informed decisions 
about whether to electively terminate the pregnancy, attempt fetal 
intervention, or whether to commence on a palliative care pathway 
(Hodgson et al., 2016; Kratovil & Julion, 2017).

Parents who choose to continue with their pregnancy after a 
diagnosis of a LLLTC have been found to benefit from early palli-
ative care (Hancock et al.,  2018). Perinatal palliative care offers a 
holistic approach to holding, guiding, and supporting babies and 
their families after a LLLTC has been identified (Together for Short 
Lives, 2022). Early palliative care gives parents the power to make 
informed decisions, the platform to access therapeutic support, and 
the space to plan care which acknowledges and honors the baby's 
life, however, long or short (Cortezzo et al., 2020; Lord et al., 2022). 
Parents strongly value empathetic communication, having a sense of 
control, being validated and having the time to love and make mem-
ories with their baby (Thornton et al., 2021).

Although there are well established principles of perinatal pallia-
tive care, and the benefits for families and babies are well documented, 
practice remains fragmented and inconsistent (Boan Pion et al., 2021). 
In the United Kingdom (UK), it is suggested there are 2109 neonates 
who die per year who would benefit from palliative care (Bliss and 
Together for Short Lives, 2012), of which 98% die in the hospital set-
ting (Together for Short Lives, 2022). There are 54 children's hospices 
in the UK. These are independent, charitable organizations that offer 
a range of family centered, palliative care services to babies, children 
and adolescents and their families, in hospice buildings, the community 
setting (Tatterton, 2019), or by delivering services in hospitals. Palliative 
care services include short breaks, symptom management, end of life 
care and bereavement support before and after the death of a baby 
or child (Tatterton et al., 2021). Despite 93% of neonatal units having 
access to hospice support, only 63% refer to hospice services (Price & 
Mendizabal-Espinosa, 2019). Complex challenges have been identified 
previously around hospice staff's experiences of providing palliative 
care for infants referred from the hospital, including an “us and them” 
culture, hospitals holding onto patients due to lack of education about 
hospice services, and staff feeling that parents wanted their babies to be 
kept in the hospital environment (Price & Mendizabal-Espinosa, 2019).

LITER ATURE RE VIE W

A comprehensive search of the international literature around peri-
natal palliative care found a dearth of research around the role of 
children's hospices and perinatal palliative care. Much of the literature 
focuses on the experience and services offered by neonatologists 
(Cortezzo et al., 2013), pediatricians and maternal fetal medicine doc-
tors (Cortezzo et al., 2019), interdisciplinary perinatal palliative care 
teams based in the hospital (Doherty et al., 2021; Tucker et al., 2021; 
Wool, 2015; Wool et al., 2016), and neonatal units (Cerratti et al., 2020; 
Cortezzo et al., 2013; Niehaus et al., 2020). Although palliative care 
services are offered and valued by staff (Cerratti et al., 2020; Cortezzo 
et al., 2013: Niehaus et al., 2020) there is variability around when this 
service is offered to families, with some providing services antenatally, 
from diagnosis and others providing care postnatally.

It is widely accepted that early palliative care can have a positive 
impact on the experience of families (Cerratti et al., 2020; Cortezzo 
et al.,  2013; Niehaus et al.,  2020) and their bereavement outcomes 
(Wool & Catlin,  2019). Although most studies found that staff felt 
prepared for, and enabled to care for neonates with LLLTCs, (Cerratti 
et al., 2020; Cortezzo et al., 2013, 2019; Niehaus et al., 2020; Tucker 
et al., 2021), some studies highlighted limited palliative care provision 
for infants, or suggested the needs of babies with LLLTC were not being 
addressed (Cortezzo et al., 2013; Williams-Reade et al., 2015). Some 
staff expressed the unique complications around neonatal palliative 
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care being offered at the beginning of life and although the majority 
knew palliative care could be offered early, generally this did not occur:

…there are definitely some things associated with pal-
liative care that could be started right after the time 
of diagnosis, or right after the time of birth […] But I 
think, typically, the majority of it is focused at […] the 
end of life, when that is closer in sight. 

(Williams-Reade et al., 2015, p. 181)

There is disparity in the confidence of professionals providing pal-
liative care, with many practitioners not having additional training in 
how to support families of babies with LLLCTs (Cerratti et al.,  2020; 
Cortezzo et al., 2013; Niehaus et al., 2020; Williams-Reade et al., 2015; 
Wool,  2015; Wool et al.,  2016). A lack of policy and guidance within 
units to assist in the delivery of palliative care was highlighted (Cerratti 
et al., 2020; Williams-Reade et al., 2015; Wool et al., 2016). Variation in 
the communication, views, expectations, and practice of professionals 
around palliative care was also evident (Cerratti et al., 2020; Cortezzo 
et al., 2013, 2019; Doherty et al., 2021; Niehaus et al., 2020; Wool, 2015; 
Wool et al., 2016). Tucker et al. (2021) found that perinatal palliative care 
pathways increased communication and trust between professionals.

Advance care plans and birth plans were also seen to enhance 
communication between the family and members of the multi-
disciplinary team (Cortezzo et al.,  2019; Tucker et al., 2021; Wool 
et al., 2016), as well as a way of supporting parents in making deci-
sions around comfort care rather than intensive medical treatment 
(Doherty et al., 2021; Wool et al., 2016). Wool et al.  (2016) found 
that nearly all programs in their survey of perinatal palliative care 
service in the United States (US) offered advance care planning 
(ACP). Despite this, and the broad acknowledgement of the benefits 
of ACP in children's palliative care (Cortezzo et al., 2019; Niehaus 
et al., 2020; Tucker et al., 2021; Wool, 2015; Wool et al., 2016), the 
studies based in neonatal units did not discuss advance care plans.

In the UK, there has been growing interest and investment in the 
provision of perinatal palliative care over the last 13 years, with charities 
such as Together for Short Lives and Bliss developing pathways (Bliss 
and Together for Short Lives, 2012) and policies to support the planning 
and delivery of palliative care to babies and their families. Children's 
hospices are the dominant provider of children's palliative care in the 
UK (Tatterton,  2019; Taylor & Aldridge,  2017). Currently, the role of 
hospices in the planning and delivery of perinatal palliative care is un-
clear. To date, there are no studies that explore this important aspect of 
palliative care for babies, children and young people, and their families.

METHODS

Aim

The aim of this study was to explore the role of children's hospices 
in the planning and provision of perinatal palliative care and advance 
care planning in the UK, and to ascertain the approaches taken by 

organizations to meet the needs of babies and their families. This 
was achieved by answering the research question “what is the role 
of children's hospices in the provision of perinatal palliative care and 
advance care planning in the United Kingdom?”

Study design, setting, and sampling

An online survey was developed to explore the prevalence of sup-
port available to families perinatally, and the roles that hospices 
played in delivering that support. The role of hospices in perinatal 
advance care planning, the professions hospices work with, and the 
services offered to neonates and their families in hospices and the 
community setting were of particular interest.

All 54 children's hospices in the UK were invited to participate, 
regardless of their involvement in perinatal palliative care. The sur-
vey was sent to the education leads, directors of nursing and chief 
executives of children's hospices via email and administered online 
using Jisc Online Surveys.

Data collection

A 24-point survey, comprising open and closed questions, was de-
signed to identify the ways in which hospices support families peri-
natally by exploring the services offered in pregnancy, around the 
time of birth and postnatally. In addition, the survey sought to iden-
tify key working relationships in the planning and delivery of perinatal 
palliative care, and the role hospices take in ACP. Several steps were 
taken to ensure the validity and reliability of the survey. The survey 
was drafted by MT, and amended by all authors, in consultation with 
healthcare professionals and parent representatives, ensuring content 
validity. To examine reliability, a pilot survey was conducted by hos-
pice professionals in the Yorkshire and Humber Children's Palliative 
Care Network in the North of England. This included multiple profes-
sionals from the same hospice completing the survey, allowing inter-
rater reliability to be assessed. Consistent responses were given by 
practitioners based in the same organization, indicating inter-rater 
reliability. Cohen's kappa was used to determine inter-rater reliability; 
100% agreement between ‘raters’ (i.e., those completing the survey) 
was identified, resulting in a kappa of 0.97, suggesting ‘almost perfect’ 
alignment (McHugh, 2012). Feedback from the pilot was used to mod-
ify the survey, before being sent out for completion.

Data analysis

Due to the relatively small dataset, quantitative data were an-
onymized and collated using a Microsoft Excel spreadsheet by MT. 
Qualitative, free text comments were analyzed using deductive 
content analysis (Elo et al., 2014). These were coded independently 
by MT and MF, and discussed and agreed by HS and CW. Selected 
quotes were used to add depth to the quantitative findings.
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FINDINGS

Thirty children's hospices from across all four countries of the UK 
responded to the survey in May and June 2022. This represents 
54% of British hospice services for children including services pro-
vided in all seven National Health Service (NHS) regions of England, 
and the whole of Northern Ireland, Scotland, and Wales.

Children's hospices and perinatal palliative care

The number of referrals received by children's hospices for perina-
tal palliative care is increasing. Most hospices that responded did 
not collect specific data on the number of perinatal referrals. Of 
the 12 services that provided data, referrals varied significantly 
across organizations. Increases in referrals over the last 5 years 
were seen in nearly all of those who provided data (Figure  1), 

showing numbers from individual services and the cumulative 
total.

The services offered to families vary (Figures  2 and 3), which 
demonstrate that more hospice-based care services are available 
(Figure 2) than those offered in family homes (Figure 3). All hospices 
suggested that care after the death of a baby, including the provi-
sion of bereavement support to family members was offered.

There appears to be growing interest in broadening referral 
criteria to meet the needs of families in the perinatal period across 
hospices, with 20% (n  =  6) of organizations highlighting pilots or 
planning to increase the support available to families. These include 
the provision of neonatal palliative care:

‘We are working towards community based short 
breaks for a defined number of sessions where there 
is a defined need.’ 

(hospice 14)

F I G U R E  1  Perinatal referrals received by hospices between 2017 and 2021.
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And care of babies after death:

‘We are currently working on a pilot project support-
ing families to take babies home when they have died 
prior to or soon after birth.’ 

(hospice 2)

Most hospices had clear referral criteria for perinatal referrals, using 
the Together for Short Lives neonatal pathway (Dickson, 2019) or the 
2010 British Association of Perinatal Medicine (2010) guidelines to in-
form decisions. Variation was seen in the gestational age of acceptance 
for referrals. Forty-three percent (n = 13) of services reported to accept 
referrals from the point of diagnosis or reignition of a life-limiting or life-
threatening condition. Some hospices had gestational age restrictions in 
place, which varied between 12 and 24 weeks. (Figure 4).

Antenatal care

Counseling and emotional support were offered to families by 80% 
(n = 24) of children's hospitals who responded to the survey. Fifty-
seven percent (n = 17) of hospices accompanied parents to antenatal 
appointments, including scans and consultations with fetal medicine 
and midwifery services, and were involved in the development of 
advance care plans (ACPs). Other services provided to families dur-
ing pregnancy included memory making, complimentary therapies, 
and care of siblings. Bereavement support offerings varied depend-
ing on the gestation of the child (Table 1).

Termination of pregnancy and hospice care

All hospices responding to the survey accepted perinatal referrals. 
Such referrals had been received by 90% (n = 27) of organizations. 
Over half of hospices (53%, n = 16) suggested families who made an 

informed decision to terminate their pregnancy following the diag-
nosis of a life-limiting or life-threatening condition would continue to 
be offered support by the organization. Most responding hospices 
who accept antenatal referrals suggested they continue to support 

F I G U R E  3  Community-based children's hospice services for children.
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F I G U R E  4  Gestational age of acceptance by children's hospices.
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TA B L E  1  Perinatal bereavement support offers by participating 
children's hospices

Gestational age Number of hospices

Counseling/emotional support during 
pregnancy

80% (n = 24)

Bereavement support, if baby dies in utero 
before 24 weeks gestation

63% (n = 19)

Bereavement support, if baby dies in utero 
after 24 weeks gestation

77% (n = 23)
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families who are accepted for care and go on to decide to terminate 
their pregnancy.

‘we accept referrals for an antenatal diagnosis of life 
limiting condition and if the family go on to decide 
to interrupt pregnancy with a termination we would 
continue to offer full range of support.’ 

(Hospice 12)

One hospice suggested they offer support during the time of deci-
sion making, but when families chose not to continue with their preg-
nancy, support would no longer be provided.

‘We may have accepted the referral prior to termina-
tion and been part of the discussions with the family 
regarding their options but would not remain involved 
if termination was chosen.’ 

(Hospice 27)

Services offered around the time of birth

Support around the time of birth is not common practice by hos-
pices. Of the hospices that responded, 16.6% (n = 5) of the hospices 
suggested they could attend the birth of babies referred to them if 
requested by parents, with one hospice offering specific midwifery 
input. Twenty percent (n = 6) of the hospices suggested they offer 
no services at the time of birth, and a further six hospices provided 
childcare to siblings, where necessary.

Neonatal care

All hospices who responded to the survey provided hospice-based 
care for babies following birth. Seventy percent (n = 21) of the hos-
pices provided home-based care, and 57% (n = 17) provided hospital 
in-reach, supporting families in postnatal wards and neonatal units.

Hospices discussed working with a range of professionals, imple-
menting ACPs. They described various roles, depending on the con-
tent of the ACP, condition of the baby following birth and decisions 
made by parents:

‘[The specialist nursing team provide] emotional 
support and guidance during pregnancy but practi-
cally become involved after birth to either support 
memory making, supporting a baby being transferred 
home or to the hospice to die and they generally lead 
on compassionate extubation once baby arrives at 
home/hospice.’ 

(Hospice 30)

Hospices recognize the need to provide families with opportuni-
ties for bonding and attachment, and to be together as a whole family. 

Organizations highlighted their role in assisting with memory making 
and allowing families to spend time together. One hospice reported to 
provide “[opportunities for] memory making, support with anticipatory 
loss, support for siblings and the extended family” (Hospice 16).

Postnatal care of mothers was indirectly provided by most hos-
pices, through partnership working with local NHS-based midwifery 
services, which are usually arranged by a community medical prac-
tice local to the hospice.

Interprofessional working practices

Hospices reported working with a range of hospital- and community-
based professionals and teams, most commonly fetal medicine 
(70%, n = 21) and neonatal services (90%, n = 27). Seventy percent 
(n = 21) of those who completed the survey highlighted working with 
other children's hospices when caring for babies and their families 
perinatally.

The importance of midwifery input was highlighted by most 
hospices, with 19 organizations working closely with hospital-based 
midwifery services, and 17 working with midwives based in the com-
munity. Hospices discussed working with neonatal outreach and 
children's community nursing teams, enabling 24-h access to care 
and support at home. Half of those replying to the survey (n = 15) 
worked with general practitioners (GPs); this appeared to be in re-
lation to enabling maternal postnatal care and when care was being 
provided at home.

Advance care planning

All hospice services used ACPs. There was variation in both the role 
hospice serviced played in developing the plan (Table  2), and the 
documentation used to report the plan.

There appeared to be some standardization of the forms used to 
document advance care decisions. In England, the Child and Young 
Person's Advance Care Plan (CYPACP) was used by most hospice 
services, although some regional forms were highlighted through-
out the country. Some hospices commented on how the CYPACP is 
not designed for using antenatal care planning, making its use diffi-
cult, resulting in local and regional forms. National forms were used 

TA B L E  2  The role of hospices in developing antenatal advance 
care plans

Role
Number of 
hospice services

Coordinate/lead completion of antenatal 
advance care plans (ACPs)

56% (n = 17)

Provide clinical input to ACPs 60% (n = 18)

Provide nonclinical input to ACPs 50% (n = 15)

Follow, but do not contribute to the content 
of ACPs

20% (n = 6)
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in Wales (All Wales Pediatric Advanced Care Plan) and Northern 
Ireland (Antenatal Palliative Care Pathway).

Some hospices suggested the use of specific forms developed 
by tertiary centers when accepting referrals of babies who used 
hospital-based services, which differed between units:

‘We use CYPACP when working with [one tertiary 
centre] but when with [another children's hospital] 
they use their own paperwork to complete an ad-
vanced care plan and symptom management plan, 
which can make things tricky’ 

(Hospice 23)

DISCUSSION

This study explored the role of UK-based children's hospices in the 
provision of perinatal palliative care and ACP. Of the 30 hospices 
that responded to the survey, 90% accepted antenatal referrals, and 
all accepted neonatal referrals for their care services. Antenatally, 
care services predominantly focused on the provision of emotional 
support and ACP. Following the birth of the baby, care focused on 
meeting the clinical needs of the baby, specifically around symptom 
management and end of life care. Care offered following the birth 
of a baby also included care after death, and emotional support and 
bereavement care to parents and other family members.

All hospices recognized their role in providing emotional support 
however, approaches taken to meet the emotional and bereavement 
support needs of parents and other family members varied around 
the UK. The importance of establishing and maintaining an effec-
tive therapeutic relationship between parents and professionals 
is widely reported in the literature (Branchett & Stretton,  2012; 
Crawford et al., 2021; Fleming et al., 2016). This is a role that hos-
pices took seriously.

All organizations discussed achieving a balance between meeting 
the biopsychosocial needs of babies, their parents and family mem-
bers, from the point of referral, throughout the pregnancy, life and in 
their bereavement care offer. Advance care plans, in various forms, 
were commonly used to enable improved quality of life and to relieve 
suffering, balanced with curative treatment options (Akyempon & 
Aladangady,  2021) and parallel planning (Sidgwick et al.,  2019), in 
an attempt to identify and achieve value-based goals of parents and 
other family members (Brunetta et al., 2022; Quinn et al., 2020).

Described as a cornerstone of nursing (Tatterton & Walshe, 2019), 
family-centered care (FCC) is widely regarded as a fundamental 
component of neonatal, child, and adolescent health care (Foster & 
Shields, 2020; Kuo et al., 2012; Shields, 2018; Tatterton et al., 2021). 
The positive effects of FCC on parents cannot be overstated. 
Benefits include reduced stress, anxiety, and depression (Ding 
et al., 2019), improved partnership and decision making, and easier 
transitions (Vetcho et al., 2020). Vetcho et al.  (2020) note that ap-
proaches to FCC are commonly only partially realized in the neona-
tal setting, particularly the therapeutic relationship between parents 

and professional. Feedback from hospices demonstrated a commit-
ment to FCC at all stages of involvement. From the point of referral, 
families were supported to make and change decisions, reflecting 
the complexity and dynamic nature of their situation (Allen, 2014). 
This support often extends to support families who opt for medical 
termination of their pregnancy, following which women (Kersting 
et al.,  2007, 2009; Korenromp et al.,  2009) and their families can 
experience long-lasting psychological effects, including posttrau-
matic stress and intense grief (Hanschmidt et al., 2018). This expe-
rience can be further compounded by disenfranchisement, due to 
social and emotional isolation (Abraham & Hendriks, 2017; Lafarge 
et al., 2014) and reduced opportunities for support.

In addition to working closely with families, hospices discussed 
the necessity of working with other teams and services to meet the 
needs of families throughout the perinatal period. There is clear 
correlation in the number of families supported by hospices and in-
teragency working. Higher numbers of referrals were reported by 
hospices that work closely with allied agencies, particularly fetal 
medicine and neonatal teams, and by those who offered hospice-
led services that were delivered in the hospital setting. These rela-
tionships were strengthened by regular meetings, joint education, 
and training and the development of pathways. The value of parallel 
planning is widely discussed in children's palliative care literature 
(Bendle & Laddie, 2019; Jack et al., 2018). An interdisciplinary, mul-
tiagency approach to care allows this (Price et al., 2019), resulting in 
a care experience that is dynamic, relevant and based on the uncom-
promised choice of parents (Mendizabal-Espinosa & Price, 2021).

The combination of a family centered, biopsychosocial approach 
to care, delivered in a multiagency, interprofessional manner leads 
to positive experiences for parents (Danguecan et al.,  2021), and 
responsive (Jonas et al.,  2020), effective symptom management 
(Moore, 2018). These factors lead to better bereavement outcomes 
(Zimmermann et al., 2022), owing to the sense of validity and con-
trol perceived by parents (Verberne et al., 2019). ACPs can be useful 
in strengthening relationships between parents, professionals, and 
teams, enhancing the interdisciplinary, multiagency approach, and 
care experience of parents (Orkin et al.,  2020), owing to parental 
confidence in the ability of agencies to meet the needs of their baby 
(Ananth et al., 2022).

Strengths and limitations

This study is the first to explore the role of UK children's hospices 
in the planning and provision of perinatal palliative care. The co-
production of this research, with a clinical and academic team of re-
searchers, strengthened the discussion and reducing subjective bias 
(Galdas, 2017). The findings are internationally relevant to those in-
volved in perinatal, fetal, and maternal care, adding to the literature 
on FCC, palliative care, and interprofessional working. Nonetheless, 
this paper should be considered within the context of limitations. 
Although 54% of hospices responded to the study, the variation of 
geographies and populations served by individual organizations may 
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mean that the findings are not representative of all hospices. Finally, 
the use of a survey to collect qualitative data may have impacted 
on the disclosure of participants by limiting their responses, or the 
research team misinterpreting those responses provided (Evans & 
Mathur, 2018), however, the approach can be useful to map consen-
sus (Norman & Sjetne, 2017).

CONCLUSIONS AND RECOMMENDATIONS

This study shows that children's hospice services play an important 
and growing role in the perinatal care of babies and families follow-
ing the diagnosis or recognition of a LLLTC. The family-centered ap-
proach to care, from a broad, biopsychosocial perspective means 
that hospices make a unique and meaningful contribution to both the 
clinical and psychological needs of families of babies, antenatally, in 
the neonatal period and after death. Hospices recognized the impor-
tance of establishing effective therapeutic relationships with fami-
lies and of providing emotional support to parents throughout their 
journey, including when families opt to terminate their pregnancy.

Advance care plans were used by services to enhance and support 
interprofessional working, while keeping parents and their babies in 
the center of the planning and delivery of services. The utilization of 
care pathways strengthen and consolidate multiagency working and 
improve parallel planning. Family experience is enhanced when an in-
terdisciplinary, multiagency approach to care is taken. This enables 
the delivery of care that is responsive and dynamic, offering flexibility 
to families at all stages of their perinatal journey.

CLINICAL RESOURCES

International Children's Palliative Care Network: https://www.icpcn.
org/. Together for Short Lives. Perinatal Pathway for Babies with 
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resou​rce/perin​atal-pathw​ay-babie​s-palli​ative​-care-needs/.

ACKNOWLEDG MENTS
We thank colleagues at Martin House and Forget Me Not Children's 
Hospices for sharing their clinical insights, which helped to shape the 
survey and the discussion section of this paper. Finally, we thank Dr 
Nadeem Khan, Assistant Professor, for assistance in the appropriate 
reporting of quantitative data.

FUNDING INFORMATION
This research is part of the SURE Research Project funding for the 
project: “Multistakeholder perspectives of advance care planning in 
perinatal palliative care: an evaluation of current practice in the UK,” 
University of Bradford, reference DA5151.

CONFLIC T OF INTERE S T
The authors declared no potential conflict of interest with respect to 
the research, authorship, or publication of this article.

SIG MA THE TA TAU INTERNATIONAL CHAP TER
Phi Mu (MT is a Sigma member).

ORCID
Michael J. Tatterton   https://orcid.org/0000-0002-7933-5182 
Megan J. Fisher   https://orcid.org/0000-0001-9275-1474 
Helen Storton   https://orcid.org/0000-0002-1992-1921 

R E FE R E N C E S
Abraham, A., & Hendriks, M. J. (2017). “You can only give warmth to 

your baby when it's too late”: Parents' bonding with their extremely 
preterm and dying child. Qualitative Health Research, 27(14), 2100–
2115. https://doi.org/10.1177/10497​32317​721476

Akyempon, A. N., & Aladangady, N. (2021). Neonatal and perinatal 
palliative care pathway: A tertiary neonatal unit approach. BMJ 
Paediatrics Open, 5(1), e000820. https://doi.org/10.1136/bmjpo​
-2020-000820

Allen, K. A. (2014). Parental decision-making for medically complex in-
fants and children: An integrated literature review. International 
Journal of Nursing Studies, 51(9), 1289–1304. https://doi.
org/10.1016/j.ijnur​stu.2014.02.003

Ananth, P., Mun, S., Reffat, N., Kang, S. J., Pitafi, S., Ma, X., Gross, C. P., & 
Wolfe, J. (2022). Refining patient-centered measures of end-of-life 
care quality for children with cancer. JCO Oncology Practice, 18(3), 
e372–e382. https://doi.org/10.1200/op.21.00447

Australian Institute of Health and Welfare. (2021). Stillbirths and neona-
tal deaths. https://www.aihw.gov.au/repor​ts/mothe​rs-babie​s/still​
birth​s-and-neona​tal-deaths

Bendle, L., & Laddie, J. (2019). Symptomatic palliative care for children 
with neurodisability. Paediatrics and Child Health, 29(10), 431–435. 
https://doi.org/10.1016/j.paed.2019.07.003

Benute, G. R., Nomura, R. M., Liao, A. W., de Lourdes Brizot, M., de Lucia, 
M. C., & Zugaib, M. (2012). Feelings of women regarding end-of-
life decision making after ultrasound diagnosis of a lethal fetal mal-
formation. Midwifery, 28(4), 472–475. https://doi.org/10.1016/j.
midw.2011.06.011

Bliss and Together for Short Lives. (2012). The mapping of palliative care 
provision in neonatal units in England using the together for short lives 
neonatal service self-assessment tool. Together for Short Lives www.
londo​nneon​ataln​etwork.org.uk/wpcon​tent/uploa​ds/2015/09/
Mappi​ng-Bliss​tfsl-copy

Boan Pion, A. B. J., Fauchère, J. C., Gubler, D., & Hendriks, M. J. (2021). 
National divergences in perinatal palliative care guidelines and 
training in tertiary NICUs. Frontiers in Pediatrics, 9, 1–10. https://
doi.org/10.3389/fped.2021.673545

Branchett, K., & Stretton, J. (2012). Neonatal palliative and end of life 
care: What parents want from professionals. Journal of Neonatal 
Nursing, 18(2), 40–44. https://doi.org/10.1016/j.jnn.2012.01.009

British Association of Perinatal Medicine. (2010). A framework for clinical 
practice in perinatal medicine (1st ed.). BAPM. https://www.bapm.
org/resou​rces/30-palli​ative​-care-a-frame​work-for-clini​cal-pract​
ice-in-perin​atal-medic​ine-2010

Brunetta, J., Fahner, J., Legemaat, M., van den Bergh, E., Krommenhoek, 
K., Prinsze, K., Kars, M., & Michiels, E. (2022). Age-appropriate 
advance care planning in children diagnosed with a life-limiting 
condition: A systematic review. Children, 9(6), 830. https://doi.
org/10.3390/child​ren90​60830

Cerratti, F., Tomietto, M., Pelle, C. D., Kain, V., Di Giovanni, P., Rasero, L., 
& Cicolini, G. (2020). Italian nurses' attitudes towards neonatal pal-
liative care: A cross-sectional survey. Journal of Nursing Scholarship, 
52(6), 661–670. https://doi.org/10.1111/jnu.12600

Cortezzo, D. E., Bowers, K., & Cameron Meyer, M. (2019). Birth plan-
ning in uncertain or life-limiting fetal diagnoses: Perspectives of 

https://www.icpcn.org/
https://www.icpcn.org/
https://www.togetherforshortlives.org.uk/resource/perinatal-pathway-babies-palliative-care-needs/
https://www.togetherforshortlives.org.uk/resource/perinatal-pathway-babies-palliative-care-needs/
https://orcid.org/0000-0002-7933-5182
https://orcid.org/0000-0002-7933-5182
https://orcid.org/0000-0001-9275-1474
https://orcid.org/0000-0001-9275-1474
https://orcid.org/0000-0002-1992-1921
https://orcid.org/0000-0002-1992-1921
https://doi.org/10.1177/1049732317721476
https://doi.org/10.1136/bmjpo-2020-000820
https://doi.org/10.1136/bmjpo-2020-000820
https://doi.org/10.1016/j.ijnurstu.2014.02.003
https://doi.org/10.1016/j.ijnurstu.2014.02.003
https://doi.org/10.1200/op.21.00447
https://www.aihw.gov.au/reports/mothers-babies/stillbirths-and-neonatal-deaths
https://www.aihw.gov.au/reports/mothers-babies/stillbirths-and-neonatal-deaths
https://doi.org/10.1016/j.paed.2019.07.003
https://doi.org/10.1016/j.midw.2011.06.011
https://doi.org/10.1016/j.midw.2011.06.011
http://www.londonneonatalnetwork.org.uk/wpcontent/uploads/2015/09/Mapping-Blisstfsl-copy
http://www.londonneonatalnetwork.org.uk/wpcontent/uploads/2015/09/Mapping-Blisstfsl-copy
http://www.londonneonatalnetwork.org.uk/wpcontent/uploads/2015/09/Mapping-Blisstfsl-copy
https://doi.org/10.3389/fped.2021.673545
https://doi.org/10.3389/fped.2021.673545
https://doi.org/10.1016/j.jnn.2012.01.009
https://www.bapm.org/resources/30-palliative-care-a-framework-for-clinical-practice-in-perinatal-medicine-2010
https://www.bapm.org/resources/30-palliative-care-a-framework-for-clinical-practice-in-perinatal-medicine-2010
https://www.bapm.org/resources/30-palliative-care-a-framework-for-clinical-practice-in-perinatal-medicine-2010
https://doi.org/10.3390/children9060830
https://doi.org/10.3390/children9060830
https://doi.org/10.1111/jnu.12600


    | 9PERINATAL HOSPICE CARE

physicians and parents. Journal of Palliative Medicine, 22(11), 1337–
1345. https://doi.org/10.1089/jpm.2018.0596

Cortezzo, D. E., Ellis, K., & Schlegel, A. (2020). Perinatal palliative care 
birth planning as advance care planning [review]. Frontiers in 
Pediatrics, 8, 1–9. https://www.front​iersin.org/artic​les/10.3389/
fped.2020.00556

Cortezzo, D. E., Sanders, M. R., Brownell, E., & Moss, K. (2013). 
Neonatologists' perspectives of palliative and end-of-life care in 
neonatal intensive care units. Journal of Perinatology, 33(9), 731–
735. https://doi.org/10.1038/jp.2013.38

Crawford, A., Hopkin, A., Rindler, M., Johnson, E., Clark, L., & Rothwell, E. 
(2021). Women's experiences with palliative care during pregnancy. 
Journal of Obstetric, Gynecologic & Neonatal Nursing, 50(4), 402–411. 
https://doi.org/10.1016/j.jogn.2021.02.009

Danguecan, A., El Shahed, A. I., Somerset, E., Fan, C.-P. S., Ly, L. G., 
& Williams, T. (2021). Towards a biopsychosocial understand-
ing of neurodevelopmental outcomes in children with hypoxic-
ischemic encephalopathy: A mixed-methods study. The Clinical 
Neuropsychologist, 35(5), 925–947. https://doi.org/10.1080/13854​
046.2020.1833987

Dickson, G. (2019). A perinatal pathway for babies with palliative care needs 
(2nd ed.). Together for Short Lives.

Ding, X., Zhu, L., Zhang, R., Wang, L., Wang, T.-T., & Latour, J. M. 
(2019). Effects of family-centred care interventions on preterm 
infants and parents in neonatal intensive care units: A system-
atic review and meta-analysis of randomised controlled trials. 
Australian Critical Care, 32(1), 63–75. https://doi.org/10.1016/j.
aucc.2018.10.007

Doherty, M. E., Power, L., Williams, R., Stoppels, N., & Lynn Grandmaison, 
D. (2021). Experiences from the first 10 years of a perinatal pallia-
tive care program: A retrospective chart review. Paediatrics & Child 
Health, 26(1), e11–e16. https://doi.org/10.1093/pch/pxz089

Elo, S., Kääriäinen, M., Kanste, O., Pölkki, T., Utriainen, K., & Kyngäs, 
H. (2014). Qualitative content analysis. SAGE Open, 4(1), 
215824401452263. https://doi.org/10.1177/21582​44014​522633

Evans, J. R., & Mathur, A. (2018). The value of online surveys: A look 
back and a look ahead. Internet Research, 28(4), 854–887. https://
doi.org/10.1108/IntR-03-2018-0089

Fleming, V., Iljuschin, I., Pehlke-Milde, J., Maurer, F., & Parpan, F. (2016). 
Dying at life's beginning: Experiences of parents and health pro-
fessionals in Switzerland when an ‘in utero’ diagnosis incompatible 
with life is made. Midwifery, 34, 23–29. https://doi.org/10.1016/j.
midw.2016.01.014

Foster, M., & Shields, L. (2020). Bridging the child and family centered 
care gap: Therapeutic conversations with children and fami-
lies. Comprehensive Child and Adolescent Nursing, 43(2), 151–158. 
https://doi.org/10.1080/24694​193.2018.1559257

Galdas, P. (2017). Revisiting bias in qualitative research: Reflections on 
its relationship with funding and impact. International Journal of 
Qualitative Methods, 16, 1–2. https://doi.org/10.1177/16094​06917​
748992

Hancock, H. S., Pituch, K., Uzark, K., Bhat, P., Fifer, C., Silveira, M., Yu, 
S., Welch, S., Donohue, J., Lowery, R., & Aiyagari, R. (2018). A ran-
domised trial of early palliative care for maternal stress in infants 
prenatally diagnosed with single-ventricle heart disease. Cardiology 
in the Young, 28(4), 561–570. https://doi.org/10.1017/S1047​95111​
7002761

Hanschmidt, F., Treml, J., Klingner, J., Stepan, H., & Kersting, A. (2018). 
Stigma in the context of pregnancy termination after diagnosis of 
fetal anomaly: Associations with grief, trauma, and depression. 
Archives of Women's Mental Health, 21(4), 391–399. https://doi.
org/10.1007/s0073​7-017-0807-9

Hodgson, J., Pitt, P., Metcalfe, S., Halliday, J., Menezes, M., Fisher, J., 
Hickerton, C., Petersen, K., & McClaren, B. (2016). Experiences 
of prenatal diagnosis and decision-making about termination 
of pregnancy: A qualitative study. Australian and New Zealand 

Journal of Obstetrics and Gynaecology, 56(6), 605–613. https://doi.
org/10.1111/ajo.12501

Jack, B. A., Mitchell, T. K., O'Brien, M. R., Silverio, S. A., & Knighting, 
K. (2018). A qualitative study of health care professionals' views 
and experiences of paediatric advance care planning. BMC Palliative 
Care, 17, 93. https://doi.org/10.1186/s1290​4-018-0347-8

Jonas, D., Scanlon, C., Schmidt, L., & Bogetz, J. (2020). Creating a seat at 
the table: How family meetings elucidate the palliative care social 
work role. Journal of Palliative Medicine, 23(12), 1688–1691. https://
doi.org/10.1089/jpm.2019.0645

Kasirer, M. Y., Mimouni, F. B., Bin-nun, A., & Schimmel, M. S. (2018). 
Opinions of Israeli neonatologists about life and death decisions 
in neonates. Journal of Perinatology, 38(8), 1101–1105. https://doi.
org/10.1038/s4137​2-018-0102-2

Kersting, A., Kroker, K., Steinhard, J., Hoernig-Franz, I., Wesselmann, 
U., Luedorff, K., Ohrmann, P., Arolt, V., & Suslow, T. (2009). 
Psychological impact on women after second and third trimester 
termination of pregnancy due to fetal anomalies versus women 
after preterm birth – A 14-month follow up study. Archives of 
Women's Mental Health, 12(4), 193–201. https://doi.org/10.1007/
s0073​7-009-0063-8

Kersting, A., Kroker, K., Steinhard, J., Lüdorff, K., Wesselmann, U., 
Ohrmann, P., Arolt, V., & Suslow, T. (2007). Complicated grief 
after traumatic loss. European Archives of Psychiatry and Clinical 
Neuroscience, 257(8), 437–443. https://doi.org/10.1007/s0040​
6-007-0743-1

Kingsmore, S. F., Henderson, A., Owen, M. J., Clark, M. M., Hansen, C., 
Dimmock, D., Chambers, C. D., Jeliffe-Pawlowski, L. L., & Hobbs, 
C. (2020). Measurement of genetic diseases as a cause of mortality 
in infants receiving whole genome sequencing. Genomic Medicine, 
5(1), 49. https://doi.org/10.1038/s4152​5-020-00155​-8

Korenromp, M. J., Page-Christiaens, G. C. M. L., van den Bout, J., Mulder, 
E. J. H., & Visser, G. H. A. (2009). Adjustment to termination of 
pregnancy for fetal anomaly: A longitudinal study in women at 4, 8, 
and 16 months. American Journal of Obstetrics & Gynecology, 201(2), 
160.e161–160.e167. https://doi.org/10.1016/j.ajog.2009.04.007

Kratovil, A. L., & Julion, W. A. (2017). Health-care provider communi-
cation with expectant parents during a prenatal diagnosis: An in-
tegrative review. Journal of Perinatology, 37(1), 2–12. https://doi.
org/10.1038/jp.2016.123

Kuo, D. Z., Houtrow, A. J., Arango, P., Kuhlthau, K. A., Simmons, J. M., 
& Neff, J. M. (2012). Family-centered care: Current applications 
and future directions in pediatric health care. Maternal and Child 
Health Journal, 16(2), 297–305. https://doi.org/10.1007/s1099​
5-011-0751-7

Lafarge, C., Mitchell, K., & Fox, P. (2014). Termination of pregnancy 
for fetal abnormality: A meta-ethnography of women's experi-
ences. Reproductive Health Matters, 22(44), 191–201. https://doi.
org/10.1016/S0968​-8080(14)44799​-2

Lalor, J. G., Begley, C. M., & Galavan, E. (2008). A grounded theory study 
of information preference and coping styles following antenatal di-
agnosis of foetal abnormality. Journal of Advanced Nursing, 64(2), 
185–194. https://doi.org/10.1111/j.1365-2648.2008.04778.x

Lalor, J. G., Devane, D., & Begley, C. M. (2007). Unexpected diagnosis 
of fetal abnormality: Women's encounters with caregivers. Birth, 
34(1), 80–88. https://doi.org/10.1111/j.1523-536X.2006.00148.x

Lord, S., Williams, R., Pollard, L., Ives-Baine, L., Wilson, C., Goodman, K., & 
Rapoport, A. (2022). Reimagining perinatal palliative care: A broader 
role for support in the face of uncertainty. Journal of Palliative Care, 
37(4), 476–479. https://doi.org/10.1177/08258​59722​1098496

McHugh, M. L. (2012). Interrater reliability: The kappa statistic. Biochemia 
Medica, 22(3), 276–282. https://doi.org/10.11613/​BM.2012.031

Mendizabal-Espinosa, R. M., & Price, J. E. (2021). Family centred neo-
natal palliative care in children's hospices: A qualitative study of 
parents' experiences. Journal of Neonatal Nursing, 27(2), 141–146. 
https://doi.org/10.1016/j.jnn.2020.08.005

https://doi.org/10.1089/jpm.2018.0596
https://www.frontiersin.org/articles/10.3389/fped.2020.00556
https://www.frontiersin.org/articles/10.3389/fped.2020.00556
https://doi.org/10.1038/jp.2013.38
https://doi.org/10.1016/j.jogn.2021.02.009
https://doi.org/10.1080/13854046.2020.1833987
https://doi.org/10.1080/13854046.2020.1833987
https://doi.org/10.1016/j.aucc.2018.10.007
https://doi.org/10.1016/j.aucc.2018.10.007
https://doi.org/10.1093/pch/pxz089
https://doi.org/10.1177/2158244014522633
https://doi.org/10.1108/IntR-03-2018-0089
https://doi.org/10.1108/IntR-03-2018-0089
https://doi.org/10.1016/j.midw.2016.01.014
https://doi.org/10.1016/j.midw.2016.01.014
https://doi.org/10.1080/24694193.2018.1559257
https://doi.org/10.1177/1609406917748992
https://doi.org/10.1177/1609406917748992
https://doi.org/10.1017/S1047951117002761
https://doi.org/10.1017/S1047951117002761
https://doi.org/10.1007/s00737-017-0807-9
https://doi.org/10.1007/s00737-017-0807-9
https://doi.org/10.1111/ajo.12501
https://doi.org/10.1111/ajo.12501
https://doi.org/10.1186/s12904-018-0347-8
https://doi.org/10.1089/jpm.2019.0645
https://doi.org/10.1089/jpm.2019.0645
https://doi.org/10.1038/s41372-018-0102-2
https://doi.org/10.1038/s41372-018-0102-2
https://doi.org/10.1007/s00737-009-0063-8
https://doi.org/10.1007/s00737-009-0063-8
https://doi.org/10.1007/s00406-007-0743-1
https://doi.org/10.1007/s00406-007-0743-1
https://doi.org/10.1038/s41525-020-00155-8
https://doi.org/10.1016/j.ajog.2009.04.007
https://doi.org/10.1038/jp.2016.123
https://doi.org/10.1038/jp.2016.123
https://doi.org/10.1007/s10995-011-0751-7
https://doi.org/10.1007/s10995-011-0751-7
https://doi.org/10.1016/S0968-8080(14)44799-2
https://doi.org/10.1016/S0968-8080(14)44799-2
https://doi.org/10.1111/j.1365-2648.2008.04778.x
https://doi.org/10.1111/j.1523-536X.2006.00148.x
https://doi.org/10.1177/08258597221098496
https://doi.org/10.11613/BM.2012.031
https://doi.org/10.1016/j.jnn.2020.08.005


10  |    PERINATAL HOSPICE CARE

Moore, R. J. (2018). Handbook of pain and palliative care: Biopsychosocial 
and environmental approaches for the life course (2nd ed.). Springer 
Cham. https://doi.org/10.1007/978-3-319-95369​-4

Niehaus, J. Z., Palmer, M. M., Slaven, J., Hatton, A., Scanlon, C., & Hill, A. 
B. (2020). Neonatal palliative care: Perception differences between 
providers. Journal of Perinatology, 40(12), 1802–1808. https://doi.
org/10.1038/s4137​2-020-0714-1

Norman, R. M., & Sjetne, I. S. (2017). Measuring nurses' perception of 
work environment: A scoping review of questionnaires. BMC 
Nursing, 16(1), 66. https://doi.org/10.1186/s1291​2-017-0256-9

Office for National Statistics. (2022). Child and infant mortality in England 
and Wales: 2020. Office for National Statistics. https://www.ons.
gov.uk/peopl​epopu​latio​nandc​ommun​ity/birth​sdeat​hsand​marri​
ages/death​s/bulle​tins/child​hoodi​nfant​andpe​rinat​almor​talit​yinen​
gland​andwa​les/2020

Onambele, L., San-Martin-Rodríguez, L., Niu, H., Alvarez-Alvarez, I., 
Arnedo-Pena, A., Guillen-Grima, F., & Aguinaga-Ontoso, I. (2019). 
Infant mortality in the European Union: A time trend analysis of the 
1994–2015 period. Anales de Pediatría (English Edition), 91(4), 219–
227. https://doi.org/10.1016/j.anpede.2019.03.002

Orkin, J., Beaune, L., Moore, C., Weiser, N., Arje, D., Rapoport, A., Netten, K., 
Adams, S., Cohen, E., & Amin, R. (2020). Toward an understanding of 
advance care planning in children with medical complexity. Pediatrics, 
145(3), e20192241. https://doi.org/10.1542/peds.2019-2241

Øyen, L., & Aune, I. (2016). Viewing the unborn child – Pregnant women's 
expectations, attitudes and experiences regarding fetal ultrasound 
examination. Sexual & Reproductive Healthcare, 7, 8–13. https://doi.
org/10.1016/j.srhc.2015.10.003

Power, S., Meaney, S., & O'Donoghue, K. (2018). An assessment of 
the general public's knowledge of fatal fetal anomalies. Prenatal 
Diagnosis, 38(11), 883–890. https://doi.org/10.1002/pd.5348

Price, J. E., & Mendizabal-Espinosa, R. M. (2019). ‘Juggling amidst com-
plexity’ – Hospice staff's experience of providing palliative care for 
infants referred from a neonatal unit. Journal of Neonatal Nursing, 
25(4), 189–193. https://doi.org/10.1016/j.jnn.2019.03.001

Price, J. E., Mendizabal-Espinosa, R. M., Podsiadly, E., Marshall-Lucette, 
S., & Marshall, J. E. (2019). Perinatal/neonatal palliative care: 
Effecting improved knowledge and multi-professional practice 
of midwifery and children's nursing students through an inter-
professional education initiative. Nurse Education in Practice, 40, 
102611. https://doi.org/10.1016/j.nepr.2019.08.005

Quinn, M., Weiss, A. B., & Crist, J. D. (2020). Early for everyone: 
Reconceptualizing palliative care in the neonatal intensive care unit. 
Advances in Neonatal Care, 20(2), 109–117. https://doi.org/10.1097/
anc.00000​00000​000707

Shields, L. (2018). Why international collaboration is so important: A new 
model of care for children and families is developing. Nordic Journal 
of Nursing Research, 38(2), 59–60. https://doi.org/10.1177/20571​
58518​765072

Sidgwick, P., Fraser, J., Fortune, P.-M., & McCulloch, R. (2019). Parallel 
planning and the paediatric critical care patient. Archives of Disease 
in Childhood, 104(10), 994–997. https://doi.org/10.1136/archd​ischi​
ld-2018-315222

Statistics Canada. (2022). Table 13-10-0395-01 (formerly CANSIM 102-
0562). Leading causes of death, infants. StatCan. https://www150.
statc​an.gc.ca/n1/en/catal​ogue/13100​39501

Tatterton, M. J. (2019). Approaches to community-based palliative care 
provision by children's hospices in the UK. Nursing Children and Young 
People, 31(5), 42–48. https://doi.org/10.7748/ncyp.2019.e1199

Tatterton, M. J., Honour, A., Lyon, J., Kirkby, L., Newbegin, M., & 
Webster, J. (2021). Sources of emotional challenge for practitioners 
delivering family centred care after the death of child: An inductive 
thematic analysis. Mortality, 1–16. https://doi.org/10.1080/13576​
275.2021.1929897

Tatterton, M. J., & Walshe, C. (2019). How grandparents experience the 
death of a grandchild with a life-limiting condition. Journal of Family 
Nursing, 25(1), 109–127. https://doi.org/10.1177/10748​40718​816808

Taylor, J., & Aldridge, J. (2017). Exploring the rewards and challenges 
of paediatric palliative care work - a qualitative study of a multi-
disciplinary children's hospice care team. BMC Palliative Care, 16(1), 
73. https://doi.org/10.1186/s1290​4-017-0254-4

Thornton, R., Nicholson, P., & Harms, L. (2021). Being a parent: Findings 
from a grounded theory of memory-making in neonatal end-
of-life care. Journal of Pediatric Nursing, 61, 51–58. https://doi.
org/10.1016/j.pedn.2021.03.013

Together for Short Lives. (2022). Children's Hospice Services. https://
www.toget​herfo​rshor​tlives.org.uk/get-suppo​rt/suppo​rting​-you/
famil​y-resou​rces/child​rens-hospi​ce-servi​ces/

Tucker, M. H., Ellis, K., & Linebarger, J. (2021). Outcomes following peri-
natal palliative care consultation: A retrospective review. Journal 
of Perinatology, 41(9), 2196–2200. https://doi.org/10.1038/s4137​
2-021-00966​-2

Verberne, L. M., Kars, M. C., Schouten-van Meeteren, A. Y. N., van den 
Bergh, E. M. M., Bosman, D. K., Colenbrander, D. A., Grootenhuis, 
M. A., & van Delden, J. J. M. (2019). Parental experiences and cop-
ing strategies when caring for a child receiving paediatric palliative 
care: A qualitative study. European Journal of Pediatrics, 178(7), 
1075–1085. https://doi.org/10.1007/s0043​1-019-03393​-w

Vetcho, S., Cooke, M., & Ullman, A. J. (2020). Family-centred care in 
dedicated neonatal units: An integrative review of international 
perspectives. Journal of Neonatal Nursing, 26(2), 73–92. https://doi.
org/10.1016/j.jnn.2019.09.004

Williams-Reade, J., Lamson, A. L., Knight, S. M., White, M. B., Ballard, S. M., 
& Desai, P. P. (2015). The clinical, operational, and financial worlds of 
neonatal palliative care: A focused ethnography. Palliative & Supportive 
Care, 13(2), 179–186. https://doi.org/10.1017/S1478​95151​3000916

Wool, C. (2015). Clinician perspectives of barriers in perinatal palliative 
care. MCN: The American Journal of Maternal Child Nursing, 40(1), 
44–50. https://doi.org/10.1097/NMC.00000​00000​000093

Wool, C., & Catlin, A. (2019). Perinatal bereavement and palliative care 
offered throughout the healthcare system. Annals of Palliative 
Medicine, 8, S22–S29. https://doi.org/10.21037/​apm.2018.11.03

Wool, C., Côté-Arsenault, D., Black, B. P., Denney-Koelsch, E., Kim, S., & 
Kavanaugh, K. (2016). Provision of services in perinatal palliative 
care: A multicenter survey in the United States. Journal of Palliative 
Medicine, 19(3), 279–285. https://doi.org/10.1089/jpm.2015.0266

Yang, L., Liu, X., Li, Z., Zhang, P., Wu, B., Wang, H., Hu, L., Cheng, G., 
Wang, L., & Zhou, W. (2020). Genetic aetiology of early infant 
deaths in a neonatal intensive care unit. Journal of Medical Genetics, 
57(3), 169–177. https://doi.org/10.1136/jmedg​enet-2019-106221

Zimmermann, K., Marfurt-Russenberger, K., Cignacco, E., & 
Bergstraesser, E. (2022). Bereaved parents' perspectives on their 
child's end-of-life care: Connecting a self-report questionnaire and 
interview data from the nationwide Paediatric End-of-LIfe CAre 
needs in Switzerland (PELICAN) study. BMC Palliative Care, 21(1), 
66. https://doi.org/10.1186/s1290​4-022-00957​-w

How to cite this article: Tatterton, M. J., Fisher, M. J., Storton, 
H. & Walker, C. (2022). The role of children's hospices in 
perinatal palliative care and advance care planning: The 
results of a national British survey. Journal of Nursing 
Scholarship, 00, 1–10. https://doi.org/10.1111/jnu.12866

https://doi.org/10.1007/978-3-319-95369-4
https://doi.org/10.1038/s41372-020-0714-1
https://doi.org/10.1038/s41372-020-0714-1
https://doi.org/10.1186/s12912-017-0256-9
https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/bulletins/childhoodinfantandperinatalmortalityinenglandandwales/2020
https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/bulletins/childhoodinfantandperinatalmortalityinenglandandwales/2020
https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/bulletins/childhoodinfantandperinatalmortalityinenglandandwales/2020
https://www.ons.gov.uk/peoplepopulationandcommunity/birthsdeathsandmarriages/deaths/bulletins/childhoodinfantandperinatalmortalityinenglandandwales/2020
https://doi.org/10.1016/j.anpede.2019.03.002
https://doi.org/10.1542/peds.2019-2241
https://doi.org/10.1016/j.srhc.2015.10.003
https://doi.org/10.1016/j.srhc.2015.10.003
https://doi.org/10.1002/pd.5348
https://doi.org/10.1016/j.jnn.2019.03.001
https://doi.org/10.1016/j.nepr.2019.08.005
https://doi.org/10.1097/anc.0000000000000707
https://doi.org/10.1097/anc.0000000000000707
https://doi.org/10.1177/2057158518765072
https://doi.org/10.1177/2057158518765072
https://doi.org/10.1136/archdischild-2018-315222
https://doi.org/10.1136/archdischild-2018-315222
https://www150.statcan.gc.ca/n1/en/catalogue/1310039501
https://www150.statcan.gc.ca/n1/en/catalogue/1310039501
https://doi.org/10.7748/ncyp.2019.e1199
https://doi.org/10.1080/13576275.2021.1929897
https://doi.org/10.1080/13576275.2021.1929897
https://doi.org/10.1177/1074840718816808
https://doi.org/10.1186/s12904-017-0254-4
https://doi.org/10.1016/j.pedn.2021.03.013
https://doi.org/10.1016/j.pedn.2021.03.013
https://www.togetherforshortlives.org.uk/get-support/supporting-you/family-resources/childrens-hospice-services/
https://www.togetherforshortlives.org.uk/get-support/supporting-you/family-resources/childrens-hospice-services/
https://www.togetherforshortlives.org.uk/get-support/supporting-you/family-resources/childrens-hospice-services/
https://doi.org/10.1038/s41372-021-00966-2
https://doi.org/10.1038/s41372-021-00966-2
https://doi.org/10.1007/s00431-019-03393-w
https://doi.org/10.1016/j.jnn.2019.09.004
https://doi.org/10.1016/j.jnn.2019.09.004
https://doi.org/10.1017/S1478951513000916
https://doi.org/10.1097/NMC.0000000000000093
https://doi.org/10.21037/apm.2018.11.03
https://doi.org/10.1089/jpm.2015.0266
https://doi.org/10.1136/jmedgenet-2019-106221
https://doi.org/10.1186/s12904-022-00957-w
https://doi.org/10.1111/jnu.12866

	The role of children's hospices in perinatal palliative care and advance care planning: The results of a national British survey
	Abstract
	INTRODUCTION AND BACKGROUND
	LITERATURE REVIEW
	METHODS
	Aim
	Study design, setting, and sampling
	Data collection
	Data analysis

	FINDINGS
	Children's hospices and perinatal palliative care
	Antenatal care
	Termination of pregnancy and hospice care
	Services offered around the time of birth

	Neonatal care
	Interprofessional working practices
	Advance care planning

	DISCUSSION
	Strengths and limitations

	CONCLUSIONS AND RECOMMENDATIONS
	CLINICAL RESOURCES

	ACKNOWLEDGMENTS
	FUNDING INFORMATION
	CONFLICT OF INTEREST
	SIGMA THETA TAU INTERNATIONAL CHAPTER
	REFERENCES


