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ABSTRACT
A lack of well-structured guideline or care pathway results 
in inadequate, inconsistent and fragmented palliative 
care (PC) for babies and their families. The impact on 
the families could be emotionally and psychologically 
distressing. Not all neonatal units have specialist PC 
clinicians or teams, and such units will benefit from a 
well-planned perinatal PC pathway. In this article, we 
discuss a tertiary neonatal unit perinatal care pathway 
which provides guidance from the point of diagnosis and 
establishment of eligibility of a baby for PC through to care 
after death and bereavement support for families. Planning 
PC with families which encourages family-centred and 
individualised approach is also discussed.

INTRODUCTION
WHO defines palliative care (PC) as an 
approach that improves the quality of life 
of patients (adults and children) and their 
families who are facing problems associated 
with life-threatening illness. It prevents and 
relieves suffering through the early identifi-
cation, correct assessment and treatment of 
pain and other problems, whether physical, 
psychosocial or spiritual.1 WHO also recom-
mends that PC for children begins when life-
limiting illness is diagnosed and continues 
regardless of whether the child receives treat-
ment directed at the disease and it involves 
giving support to the family and including 
them in decision making regarding the PC 
needs of the child.2 This approach to chil-
dren’s PC is adopted by other professional 
groups and charity organisations.3 4

Parallel model of care is the practice where 
curative or disease directed treatment and PC 
are concurrently implemented where appro-
priate.5 Depending on clinical progression 
of baby, a shift from curative measures to PC 
occurs. With this approach, PC is initiated 
without delay and is not confined to end of 
life but incorporated throughout the disease 
process as part of continuum of care. Parallel 
care takes into consideration of planning for 
potential survival while also considering plans 
for deterioration or death. This encourages 

open discussion about the families wishes.6 
The National Institute for Health and Care 
Excellence in the UK recommends parallel 
care planning as an essential core element 
of PC for the paediatric population.7 Parallel 
care gives clinical staff and the family the 
opportunity to review care plans of the baby 
according to the disease progress and needs. 
Also parents and family are spared the sense 
of abandonment and anxiety when cura-
tive measures are stopped suddenly and PC 
initiated when the baby’s condition deterio-
rates and death becomes imminent. Parents 
are more likely to agree with the decision to 
redirect care to palliation if they feel options 
for disease directed treatment have been 
exhausted.5 However, it is also acknowledged 
that there are clinical conditions where cura-
tive treatment and even disease modifying 
treatment do not exist and PC may be the 
only option.

Key messages

►► Palliative care (PC) aims to keep babies comfortable 
by treating distressing symptoms, avoiding unnec-
essary monitoring and futile treatment that prolongs 
suffering of babies and families.

►► Parallel care planning should be the core component 
of PC for babies because it gives the opportunity to 
review care plans according to disease progression.

►► The focus of PC is to support and enable parents and 
family as partners of the multidisciplinary team in 
decision making regarding baby’s care.

►► Provision of emotional, psychological and spiritual 
support for families fosters good relationship be-
tween staff and family and enables to heal parental 
grief and pain.

►► Compassionate communication and information 
sharing that respects the sociocultural beliefs and 
values of parents have significant bearing on paren-
tal participation in PC process.

►► Staff members should be aware of principles of PC 
and care pathways, which will promote provision of 
quality PC to all eligible babies and families.
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In recent times, neonatal and perinatal PC has attracted 
a lot of interest and many leading specialist professional 
groups in different countries have put forward recom-
mendations and adopted guidelines on how to deal with 
such cases.8–12 Although the fundamental principles for 
all these guidelines are similar, there are no evidence-
based empirical studies to indicate the best model of 
care.13

The World Health Assembly proceedings reported in 
2014 acknowledged that inadequate integration of PC 
into health and social care systems is a major contributing 
factor to the lack of equitable access to such care. Recom-
mendations were made for member states to develop, 
strengthen and implement evidence-based integrated PC 
policies across all levels of care with emphasis on primary 
care, community and home-based care.14 Although this 
has been reiterated by many reports and research find-
ings in this field,15–17 others have suggested that integra-
tion of PC into regular healthcare and convincing the 
wider professional community will not be an easy task. 
Meanwhile, standardisation of PC into education, referral 
pathways, protocols and guidelines and standardised 
information exchange may need to be enhanced.15

den Herder-van der Eerden et al reporting on the 
perspective of leaders from seven European countries 
on integration of PC found out that at the clinical level 
where multidisciplinary teams stimulate early referral 
of patients with PC needs and coordinate functions to 
ensure continuity of care, integration of PC has most 
likely succeeded.17

Hence at the clinical level, the implementation of inte-
grated perinatal PC can be addressed by formulating 
guidelines and care pathways with multidisciplinary team 
(fetal medicine, obstetricians, neonatologist, nurses, 
midwives, family doctor/general practitioner,) input. 
This should include a clear referral pathway for the 
support of specialist PC teams and other services such 
as hospices, pastoral care and counselling for families. A 
comprehensive and appropriate means to share informa-
tion so that there will be no need for parents to repeat 
their history at every stage or contact with health profes-
sionals is also essential.

A national survey carried out to examine the quality of 
PC provided by tertiary neonatal units (NU) in the UK 
highlighted the fact that some units did not have well-
structured PC pathway or guidelines, neither did they 
have organised PC teams.18 Reports from different parts 
of the world have also acknowledged the fact that the 
provision of neonatal and perinatal PC are inconsistently 
offered as part of healthcare.19 20 Better integration of 
services will hopefully address this problem. In NU where 
there are no PC teams or established perinatal PC path-
ways or guidelines, the provision of this service becomes 
a challenge. Lack of staff education and training is also 
recognised as an obstacle to the provision of high stan-
dard neonatal and perinatal PC.21 Providing structured 
educational programmes for both nursing and medical 
trainees will improve the standard of care.22–24

In the UK, three very important professional groups, 
British Association of Perinatal Medicine, Royal College 
of Paediatrics and Child Health and General Medical 
Council have issued guidelines on neonatal and perinatal 
PC.9 10 25 This is expected to create increased awareness 
among professionals in neonatology, obstetrics and fetal 
medicine who may be involved in decision making about 
end-of-life care for neonates and unborn babies around 
perinatal period. Care pathways use multidisciplinary 
guidelines to develop and implement clinical plans which 
represent current local best practice for specific condi-
tions.26 Based on the recommendations of these profes-
sional bodies9 10 25 and review of the literature,8 11 13 27 
a clinical neonatal and perinatal PC pathway that has 
been developed for a tertiary NU, Homerton University 
Hospital NHS Trust, is presented and discussed in this 
article.

The Homerton University Hospital NU is one of the 
largest medical tertiary NUs in England. It is one of the 
three tertiary NUs in the North Central and East London 
Neonatal Network. The Homerton NU has 46 cots (16 
intensive care, 8 high dependency and 22 special care 
cots). In addition, there are 8 Transitional Care cots 
(outreach model). Average admission to the unit is 
around 950 babies per year. The Hospital has a regional 
fertility unit, fetal medicine unit and the maternity unit, 
has around 6000 deliveries per year.

BACKGROUND
Neonatal and perinatal medicine have gone through 
significant advancement because of the application of 
new and modern scientific medical and diagnostic tech-
nologies. This has resulted in improved survival; however, 
some new-born infants still die either because of extreme 
prematurity, medical complications or congenital abnor-
mality. In 2016, congenital abnormalities accounted 
for 34% of new-born deaths in the UK and it was the 
second most common cause of death.28 Prenatal diag-
nosis of congenital abnormalities is now made early in 
pregnancy and termination of pregnancy is offered as an 
option. Breeze et al reported that about 40% of parents 
faced with diagnosis of lethal fetal abnormality choose 
to continue the pregnancy.29 However, some of these 
infants with lethal abnormalities will not survive the peri-
partum process or will succumb immediately or later 
after delivery. It is an ethical and moral responsibility of 
professionals to support such infants and their parents 
hence the need for appropriately planned PC that will 
suit the need of every case. Likewise, termination of preg-
nancy for fetal abnormality has profound psychological 
trauma on those involved and provision of emotional 
support before and after the procedure is reported to be 
beneficial to women.30 31

Various reports indicate that most neonatal deaths 
occur in the hospital setting following planned withdrawal 
or limitation of life sustaining treatment (LST).32 33 A 
study of decision making and modes of death in our unit 
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by Roy et al reported that nearly all Caucasian parents but 
only 54% of Black African parents agreed to withdrawal 
of LST, with religious and personal beliefs accounting 
for the difference between the two groups.33 The impor-
tance of ethnic, cultural and religious beliefs and prac-
tices in relation to the outcome of discussions regarding 
withdrawal LST cannot be overemphasised. In clinical 
setting sometimes the discussions between professionals 
and families are prolonged and the window of oppor-
tunity for withdrawal of LST to be followed by immi-
nent death is missed or some infants will survive despite 
limiting LST.34 Parents and families facing this situation 
will need emotional and psychological support as well as 
appropriate comfort care in the form of palliation for 
their newborn infant. This service is best provided by PC 
specialist teams or trained healthcare staff in a multidis-
ciplinary team but where this is not available, the use of 
a multidisciplinary formulated guidelines and/or care 
pathway will ensure timely provision of PC to end-of-life 
care that is of acceptable standard.

Developing the PC pathway
Although the NU was providing PC to babies and their 
families over the years, unfortunately there was no unit 
approved written guidelines. A consensus decision was 
taken by the clinical team to develop this care pathway. 
This decision also fulfilled the recommendations of 
professionals bodies and neonatal charity groups.9 10 It 
also addressed the requirement of Department of Health 
England,35 in terms of supporting parents and fami-
lies throughout hospitalisation of their babies. Three 
members of staff (two neonatal doctors and one neonatal 
nurse specialist in counselling and bereavement) took 
the lead in developing the guidelines in consultation 
with all neonatal doctors, nurses, allied health profes-
sionals (AHP), obstetric doctors, midwives and bereave-
ment specialist midwives. We take regular parents’ feed-
back and their suggestions were incorporated in devel-
oping PC pathway where possible. The guideline was 
discussed at departmental clinical governance meeting 
represented by the neonatal and perinatal team before it 
was formally approved.

In order to provide the best possible care, there is 
regular teaching for staff on PC every 6 months, and 
patient feedback is obtained for quality improvement 
purposes.

The team providing PC
The NU PC team as outlined in figure 1 below is made 
up of a named clinician, named nurse responsible for PC, 
bereavement specialist, psychologist or counsellor, chap-
lain or pastoral care team, AHP (eg, physiotherapist) 
parents and obstetric team when appropriate.

The rapid response perinatal PC team is made up of 
obstetric/fetal medicine consultant, specialist midwife, 
Bereavement midwife, chaplain/pastoral care team 
(where appropriate), counsellor/psychologist, neonatal 
consultant, genetic counselling team and parents.

Figure 1 shows Perinatal PC pathway which is used in 
our tertiary NU. The discussion of the details below is 
based on the recommendations of professional bodies.

Establishing eligibility for PC
Establishing eligibility of the fetus or neonate for PC 
should be based on the best possible information on the 
diagnosis and prognosis of the underlying condition. 
This may require input from a multidisciplinary team 
of clinical specialists and joint decision making with 
parents. Shared decision making with parents regarding 
PC for their baby should occur in a manner that will 
ensure parents feel fully involved in the decision-making 
process of initiation and provision of PC.36 Transparency 
in sharing information and good relationship between 
healthcare professionals and parents must be developed 
from the onset and during the course of baby’s hospital-
isation.37 PC should be discussed with parents and family 
when the diagnosis, either antenatally or postnatally, 
has been confirmed to be incompatible with life. Also, 
PC can be considered for fetuses and babies with condi-
tions that are not compatible with long term survival, that 
carry significant risk of death, impairment of quality of 
life, or that cause unbearable suffering. The eligibility of 
a neonate for PC can be considered in five broad catego-
ries9 (see table 1).

Breaking news
As shown in figure 1, following establishment of eligibility 
for PC before or after birth, the next stage is to update 
parents with the information about their loved one.

The process of delivering bad news to parents has a 
significant impact on the physician/parent relationship 
and the satisfaction of the parents and their family in 
relation to the healthcare team and PC system.38 Every 
family should receive the disclosure of their baby’s prog-
nosis in a face-to-face discussion in privacy and should be 
treated with respect, honesty and sensitivity. Information 
should be provided for the family using language that 
they can understand; they should be given enough time 
to assimilate the information and to discuss it with their 
wider family or friends if they wish to. Further discussions 
can be arranged as and when necessary. All discussions 
and the agreed outcome including whether they wish to 
consider PC or not should be explicitly documented.

Planning PC with families
Healthcare providers are encouraged to model effective, 
compassionate communication that respects parents and 
family cultural beliefs and values and to promote shared 
decision making such that parents will not feel overbur-
dened or denied of full participation in any decision 
relating to the care of their baby.36 39 40 The approach to 
communication by clinicians has significant bearing on 
parental participation in this shared decision making. 
Shaw et al reported on two distinct communicative 
approaches to decision-making used by doctors: ‘making 
recommendations’ and ‘providing options.36 Parents 
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feel constrained when presented with recommendations 
usually based on the decision of attending clinical team. 
This may result in disagreement between parents and 
clinical team. However, when a list of options is provided 
to parents, they become more engaged and it makes them 

feel part of the decision-making process. This will most 
likely help in alleviating the difficulties of child loss faced 
by parents in this situation. Multiagency assessment of 
the needs of the parents and their family with regards to 
providing emotional, psychosocial, medical and spiritual 

Figure 1  Neonatal and perinatal palliative care (PC) pathway. AHP, allied health professionals.

Table 1  Categories of neonates who may be eligible for PC

Category Criteria Example of cases

1 Antenatal/postnatal diagnosis of a condition that is not compatible with 
long-term survival.

Bilateral renal agenesis anencephaly.

2 Antenatal/postnatal diagnosis of a condition which carries a high risk of 
significant morbidity or death.

Severe bilateral hydronephrosis with impaired renal 
function.
Severe spina bifida.

3 Babies born at the margins of viability where intensive care has been 
deemed inappropriate.

Babies born at ≤23 weeks with bilateral 
haemorrhagic parenchymal infarct.

4 Postnatal clinical conditions with a high risk of severe impairment of quality 
of life and when the baby is receiving life support or may at some point 
require life support.

Severe hypoxic ischaemic encephalopathy.

5 Postnatal conditions which result in the baby experiencing ‘unbearable 
suffering’ in the course of their illness or treatment.

Severe necrotising enterocolitis.

PC, palliative care.
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support is very important and should be considered as 
soon as possible after their baby’s diagnosis or prognosis 
has been confirmed.

Referral to Rapid Response Perinatal PC team (see 
figure 1) is initiated where antenatal diagnosis of a lethal 
congenital abnormality has been made. The parents are 
counselled about the diagnosis and prognosis of the 
condition, options of management care plan for the 
unborn baby and the mother and are supported by the 
team to make a well-informed decision. Some parents 
will opt for termination of pregnancy. If the decision is 
to continue the pregnancy till delivery, then postdelivery 
care of the baby needs to be planned with the family. As 
per the care pathway (figure 1), where imminent death 
is expected within 24 hours, the parents and family may 
decide to be with the baby in a private room on the 
delivery suite for end-of-life comfort care. A neonatolo-
gist examines the baby and documents findings either 
before or after death depending on baby’s clinical condi-
tion taking family wishes into consideration. Where baby 
remains alive for several hours and parents prefer, the 
baby may be transferred to the NU for supportive and 
comfort care.

Conflicts and disagreements may occur between 
parents, families, and healthcare professionals especially 
regarding care plan. This can be emotionally stressful 
and challenging, timely intervention can prevent break-
down of trust between all parties.10 41 All efforts should be 
made in bringing about resolution of any disagreements. 
Giving enough time for parents to come to terms with the 
situation, further communication with parents, as well 
as shared decision making are very helpful in resolving 
such problems. Seeking second medical opinion from 
a healthcare professional from another hospital may be 
considered.10 Also, a mediation service can be of great 
help if difficulties in resolving the conflict continue.42 43 As 
much as possible legal action should be avoided, however 
it may be considered in the best interest of the baby if all 
options are exhausted.44

Postnatal care plan following antenatal or postnatal eligibility
Planning for the care of the baby’s needs should include 
provision of hydration and nutrition, pain relief and 
comfort care as well as management and control of all 
other symptoms to maintain the comfort and dignity of 
the infant. All babies eligible for PC (non-imminent death 
as shown in the care pathway—see figure 1) are initially 
managed on the NU. Early referral and involvement of 
specialist PC team for advice is very helpful and highly 
recommended. Investigations should only be performed 
if the results might lead to treatment that will improve 
the baby’s quality of life or help with the diagnosis and 
management of subsequent pregnancies. Monitoring 
of the baby is not necessary but may be used if helpful 
for parents. The appropriate place for care and death, 
either in hospital setting, hospice or at home should 
be discussed, and the family should be assessed for any 
necessary support. Discussions and agreed components 

of the PC plan should be documented in the notes and 
shared with the relevant hospital staff and community 
teams at both local and referring centre when appro-
priate. Parallel planning for transition periods into and 
out of active, supportive and end-of-life care should be 
discussed with the family and clearly documented in 
the care plan. Limitations to resuscitation should be 
discussed, documented and regularly reviewed. Comfort 
and dignity of the baby should be maintained. Parents 
should be offered choices of how they would like to spend 
time with their baby and offered the option to create and 
collect mementoes. At all times, the parents should have 
the name and contact details of a key member of staff 
whom they can contact when necessary.

End-of-life care planning
Parents and families should be helped to prepare an 
end-of-life plan for their baby if they wish to do so and 
should be provided with care and support to achieve 
this. The named or attending consultant neonatologist 
should discuss with the parents where the baby will be 
cared for, explain what is likely to happen, and take their 
wishes into account as far as possible. Provision of PC and 
end-of-life care at home is possible with the support of 
community nurses and PC team where parents prefer. 
The agreed care plan from active or supportive care to 
end-of-life care should be explained to the family and 
care delivery team (eg, how and when an ET tube and 
intravenous cannula are removed, and monitoring leads 
disconnected). Physical changes that are likely to occur 
as a baby dies should be discussed with the parents and 
family. They should be offered the chance to see, hold 
and spend time with their baby while he or she dies and/
or after death. To ensure privacy a dedicated room or 
space where parents and family will spend time together 
with the baby during and after death is essential.

Professional support should always be made available 
during end-of-life care. If relevant, the parents should 
be told about the option of organ donation. A senior 
member of staff should sensitively encourage the parents 
to consent to a postmortem investigation where relevant 
(in some cases it may be appropriate to discuss this sensi-
tively in the antenatal period).

Care after death
Bereavement support should be provided and continue 
throughout the baby’s death and beyond. Staff should 
share contact details of the relevant charities such as Still-
birth and neonatal death charity which offer care and 
support to bereaved parents. Parents should be offered 
a follow-up appointment so they can have the opportu-
nity to discuss relevant events, any unanswered questions 
about their baby’s condition and care as well as post-
mortem findings where applicable.

Auditing PC practice
There should be regular audit of the care pathway imple-
mented to assess the quality of care provided.
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The following areas should be audited:
►► PC clinical skills and training details of staff members 

should be maintained and reviewed annually.
►► Adherence to PC guideline practice.
►► Details of documentation of parent communication 

and support provided to family.
►► Regular survey of parents and staff feedback on 

quality of PC service provided, and parents and family 
satisfaction.

►► Staff training and their confidence in providing PC.

CONCLUSION
This is a simplified but comprehensive care pathway 
which is easy to use in most clinical scenarios where 
neonatal and perinatal PC is being considered for a baby 
and the family. It has the benefit of ensuring timely and 
consistent provision of PC. It helps in coordinating and 
facilitating the activities of the multidisciplinary team for 
the purpose of providing ongoing care from the time of 
diagnosis and establishment of eligibility for PC for the 
baby till end-of-life care as well as support for the family 
after the death of the baby. It also can be used for educa-
tion and training of both medical and nursing staff.
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