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Background 

Neonatal intensive care units (NICUs) 
provide care for the sickest and most 

fragile infants in our society and, as 
healthcare professionals, we aim to support 
families through this intensely traumatic 
time in their lives. Although strides have 
been made to improve mortality, and there 
is evidence of improved survival 
particularly for extremely preterm infants, 
sadly some neonates do die.1 When this 
happens, we have to consider if it is 
appropriate to refer a neonatal death to the 
coroner, and if so, under which 
circumstances.  

Often families wish for no further 
intrusion to their grieving, but it may be a 
necessary and ultimately helpful process.  

A baby’s life and death are influenced by 
factors affecting pregnancy, labour and 
delivery and at times these factors also 
need to be taken into account when 
thinking about the coroner referral 

When should a neonatal death be referred 
to the coroner? Initiation of a guideline to 
aid decision making 
 
Despite improved survival, particularly for extremely preterm infants, sadly some neonates die. 
When this happens, it may be appropriate to refer the death to the coroner, however, there is 
huge variation in practice between settings regarding the coroner referral process. After a 
particular case concerning several hospitals, we reviewed available evidence and produced a 
guideline to aid this process, involving both neonatologists and our coroner’s office, and 
including parental concerns. This has enabled a systematic, transparent approach that is  
equal for all infants. 
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1. Following the death of a baby there can 

be uncertainty over whether referral to 
a coroner is appropriate. Furthermore, 
there is inconsistency in practice 
between settings.  

2. A guideline has been developed to aid 
decision making for referral to the 
coroner in different neonatal scenarios. 

process.2 The process is not intended to be 
punitive but to bring clarity. The impor-
tance of this is not just for neonatologists 
but needs to be understood by obstetri-
cians, midwives, paediatricians and general 
practitioners as well as the wider medical 
community. 

In some trusts in the UK, all neonatal 
deaths are referred to the coroner,2,3 either 
as part of locally decided clinical guidelines 
or as mandated by local coronial offices.  
In others, very few are. Not all neonatal 
deaths are coroner’s cases; however, there  
is inconsistency between settings. It is 
important to note that staff should refer to 
the coroner referral process in their setting 
before completing a medical certificate of 
cause of death.  

The role of the coroner is to determine 
the facts associated with a death – it is not 
their role to apportion blame.4 This is often 
misunderstood and leads to fear of referral. 
Concern that families may be put through 
unnecessary distress also plays a role.2 

TABLE 1  Reasons to refer to a coroner after death: guidance from the Chief Coroner in the UK.6

■ The cause of death is unknown 

■ The cause of death was unnatural, violent or suspicious including neglect or self-neglect 

■ Death was due to an industrial disease or poisoning 

■ The deceased was not seen by a doctor during their final illness 

■ The deceased was not seen by the doctor completing the death certificate after death or 
in the 14 days prior to death 

■ A medical death certificate is not completed or available 

■ Death occurred during an operation or following recovery from anaesthesia 

■ Death occurred during or immediately after detention in police or prison custody
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After a particular case involving several 
hospitals where the family had specific 
concerns and where the coroner should 
have been involved but wasn’t,5 we sought 
to write a guideline to aid the decision-
making process. We consulted with 
neonatologists and our coroner’s office, 
reflected on the family’s experience, and 
produced criteria that could be applied  
to deaths on the neonatal unit in 
determining who should be referred to 
the coroner. 

Referral to the coroner  
The guidance from the Chief Coroner in 
the UK6 states reasons for referral to a 
coroner, and these categories are given in 
TABLE 1. The guidance also allows 
discretion for individual coroners to deter-
mine their own reporting arrangements. 

For a baby who dies on the neonatal 
unit, the criteria may be harder to apply 
and the most likely reason for referral 
would be ‘cause of death is unknown’.  In 
the context of prematurity or hypoxic 
ischaemic encephalopathy (HIE), the final 
cause of death may be known but not the 
cause of the precipitating event. There are 
many complexities to both obstetric and 
neonatal management, and decision 
making around intervention, which require 
careful consideration and involvement of 
family members. These ethical challenges 

difficult cases, will help to create consis-
tency and avoid any possible confusion or 
potential complaint. 

Once a referral is accepted, the coroner 
takes legal possession of the body and 
makes initial enquiries to determine if an 
investigation, or an inquest, is warranted.10 
A coroner’s post mortem may be required.  
In this situation, a death certificate cannot 
be issued by the hospital (usually in cases 
where the cause of death is unknown). 
However, following discussion with the 
family and, if the cause of death is known 
and no concerns are raised, the coroner 
can allow the certificate to be issued by  
the treating team without a formal 
investigation. In this situation, the back 
section of the death certificate should be 
filled in to say the coroner has agreed to 
issue the certificate. This is the most 
common situation. The wording on the 
certificate must agree with the coroner’s 
paperwork.6 

It may still be prudent and helpful to 
discuss post mortem with the family, even 
if the coroner does not accept the request. 

The emerging role of the medical 
examiner  
A new medical examiner system is being 
rolled-out across England and Wales and 
in time this might affect the coroner 
referral process for neonates.11 The system 

can affect clarity about the appropriateness 
of referral to the coroner when a baby dies.  

Antenatal events may impact neonatal 
outcome and discussion with obstetric 
teams should inform the decision. In 
addition, if a member of the team 
considers there were any potentially 
preventable conditions or concerns 
regarding management, then referral to  
the coroner should also be considered. 

There are occasions when a baby is 
unlikely to survive irrespective of the 
medical care delivered, for example 
extreme prematurity, severe congenital 
abnormality, and situations where it is 
appropriate to limit or redirect care with 
full discussion with the family.7 In these 
situations referral to the coroner would not 
be deemed necessary, unless parental 
concerns are raised. TABLE 2 provides a 
guide to possible action in recognised 
perinatal situations, adapted from an 
Australian guideline.8,9 It is not exhaustive 
but provides principles applicable to the 
unique situations on a NICU. 

If there is disagreement about the cause 
of death or any doubt about referral, a 
referral to the coroner should be made. 
The coroner will then make the decision 
whether or not to accept that referral.6,10 
Nomination of a neonatal consultant, such 
as the departmental mortality or service 
lead, to support the decision-making in 

Scenario Events Outcome Refer to the coroner?

Any scenario resulting in HIE Fetal compromise, emergency delivery and 
resuscitation

Baby dies of HIE Yes

  Baby born in poor condition after 
normal labour 

Signs of life but resuscitation unsuccessful Baby dies Yes

Planned home birth Baby born at home or transferred in due to 
complication; significant resuscitation required

Baby dies of HIE Yes

Extreme preterm birth (<25 weeks) 
or lethal congenital abnormality

Resuscitation not initiated; documentation of 
discussion with parents; clear plan for comfort care

Baby dies No* 

Complication of low-risk neonatal 
procedure, eg blood transfusion,  
ROP laser surgery

Complication of procedure Baby dies Yes 

Complication of high-risk neonatal 
procedure, eg NEC surgery, PDA 
ligation

Complication of procedure; clear documentation of 
communication of risks

Baby dies Yes, with clarity regarding 
death as a complication of 
procedure or a complication of 
underlying condition that the 
procedure failed to improve

Redirection of care, in conditions 
where HIE not suspected

Continuing full intensive care futile; full discussion 
with family and clear documentation

Baby dies No* 

TABLE 2  Recommendations for when to refer to the coroner in different neonatal scenarios. Note, staff should be familiar with the practice in 
their own setting as local guidelines might state that all cases must be discussed with the coroner. *Unless there are any parental concerns.  
If the parents express concern about the quality of any aspect of health care or about the decision-making process, even with babies receiving 
palliative care, the case should be referred to the coroner. Abbreviations: HIE= hypoxic ischaemic encephalopathy, ROP=retinopathy of 
prematurity, NEC=necrotising enterocolitis, PDA=patent ductus arteriosus..  



aims to provide greater safeguards by 
ensuring scrutiny of all non-coronial 
deaths as well as appropriate direction of 
deaths to the coroner. It also aims to 
provide better services for the bereaved and 
an opportunity for concerns to be raised to 
a doctor not involved in the care of the 
deceased. The role of the medical examiner 
offices will initially focus on the certifi-
cation of deaths within the acute trust 
where they are based and includes 
improving the quality of death certification 
and mortality data, selection of cases for 
further review under local mortality 
arrangements, and contribution to clinical 
governance procedures. 

Conclusion 
In the challenging period after the death of 
a baby there can be uncertainty over 
whether referral to a coroner is approp-
riate; clear and consistent guidelines can 
help alleviate this. Since implementing this 
guideline in our neonatal unit there has 

been less confusion in what is commu-
nicated to families at the time of death. 
This aids both families and practitioners in 
navigating a painful period. Not all 
referrals are accepted by the coroner but 
there is a systematic, transparent approach 
that is equal for all infants. 
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Results 
Forty-one families had 49 infants born at less than 31 weeks gestational age, admitted to the NICU from April 7 to August 7 2019. Of these, 23 families of 28 infants participated in the programme. Fifteen families attended session 1, 12 families attended session 2 and 4, and nine attended session 3. All families attended their first session within the first two weeks of their admission.  

Feedback questionnaires were completed by 92% of families. Overall evaluation was positive and demonstrated the programme was well received. All families (100%) reported their session very useful. The majority reported an improvement in self-confidence (TABLE 1).   
Analysis of the families’ comments identified five key themes: 1. Parental knowledge: Statements supporting this theme, ‘more understanding on how to care for my baby’ and ‘learnt what to expect’ 2. Parental confidence: Comments were consistent with improved self-confidence scores. ‘Before the session I wouldn’t do cares alone, but now I feel I could do the cares by myself with supervision’. ‘The 

will be running’ and ‘doing the sessions before birth may be beneficial’.  
Discussion  
It is essential that parents on the NICU are supported and encouraged to care for their infant from the time of admission. Implementing a parent simulation programme, in addition to providing informal cot-side education and support for families following admission, was shown to improve parental confidence. Although small group parental education programmes are becoming more common on neonatal units, our study demonstrates 

session covers all the learning tools you need to feel confident’ 3. Teaching methods: Demonstrations using a manikin ‘made it easier to visualise and understand’ and that it was ‘good to have the opportunity to practice on a simulation doll’ 4. Faculty: Feedback of the faculty ‘professional advice and information’, ‘friendly and approachable,’ and ‘supported and knowing we can ask lots of questions’ 
5. Timing of the sessions: Comments included ‘let parents know soon after coming to the unit that these sessions  

FIGURE 1  Session 2: Performing common care skills in a simulated 
environment. 

FIGURE 2  Session 4: Kangaroo care.  

TABLE 1  Parental confidence before and after each session. Scale: 5=extremely confident; 

4=confident; 3=neither confident or not confident; 2=not confident; 1=not at all confident. 
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The case 

A baby girl was born at term with a birth 

weight of 3.3kg. She was born to a 

primigravida with an uneventful 

pregnancy, normal serology and normal 

antenatal anomaly scans. The last scan was 

performed at 20 weeks of pregnancy. The 

mother had a history of Hodgkin 

lymphoma and had received radiotherapy 

and chemotherapy almost a decade 

previously. The baby was born by assisted 

vaginal delivery with Apgar scores of 9 and 

9 at one and five minutes, respectively. The 

baby was breastfed and she was latching 

well and sucking without any difficulty.  

A swelling over the lower gum was noted 

by a midwife on the initial check and the 

neonatal team was called to review. The 

swelling was round, solitary, 2x2cm in size 

and arising from the lower alveolar ridge 

over future canines (FIGURE 1). The 

swelling was firm in consistency with a 

smooth surface and non-tender on 

palpation. The parents were 

understandably anxious, especially due to 

Congenital epulis and differential 

diagnoses of a neonatal oral mass 
 
Oral mass in a newborn is rare but often quite daunting, leading to anxiety in parents. Very few 

hospitals have dental or maxillofacial facilities on site and this may lead to delayed diagnosis 

and intervention. A thorough clinical examination and knowledge of the oral mass is essential 

for precise diagnosis, management and parental reassurance. In this review article, we present a 

newborn baby with congenital epulis – an oral mass arising from the alveolar ridge. We also 

summarise the differential diagnoses based on location and consistency of the oral masses in 

this age group.  
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Pahuja A., James H., D’Costa W., Al-Jaddir 

G., Kaur D. Congenital epulis and 

differential diagnoses of a neonatal oral 

mass. Infant 2021; 17(3): 118-22. 

1. Congenital epulis is an uncommon 

benign swelling present on the gingivae 

of newborn infants.  

2. Epulis can be confused with many other 

diseases that present as oral lesions in 

the newborn period.  

3. Distinguishing and diagnosing oral 

masses in the newborn period is 

discussed.

the family history of lymphoma. She was 

reviewed by the dental team and the diag-

nosis of congenital epulis was confirmed.  

The plan was for conservative manage-

ment. The child would be actively 

monitored for change with regular review 

of the size/shape of the epulis, evidence of 

bleeding or pain, difficulty in feeding or 

breathing, weight gain and dentition. The 

management plan was explained to the 

parents and they were reassured about the 

benign nature of the mass and likelihood 

of self-resolution. 

Discussion 

Congenital epulis of the newborn 

Congenital epulides are benign 

mesenchymal tumours arising from the 

anterior alveolar ridge, composed of large 

cells with a coarse granular cytoplasm. 

They were first described by Neumann in 

1871 and later explained by Zuker and 

Buenecha1 in 1993. They are usually 

present at birth or appear soon after. 

Growth generally starts antenatally around 

FIGURE 1  Congenital epulis arising from the lower alveolar ridge.

Congenital epulis.qxp_layout  12/05/2021  15:38  Page 118
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The case 

A preterm male baby was born at 29 
weeks and 5 days by emergency 

caesarean section to non-consanguineous 
parents for severe maternal pre-eclampsia. 
The mother was a 36-year-old woman of 
gravida 4, para 3 who presented with 
gestational diabetes and a history of 
placenta previa with her previous preg-
nancy. The infant was born in good 
condition and did not require resuscitation. 
At birth, his Apgar scores were 7 and 9 at 
one and five minutes, respectively. His birth 
weight was 1,170g and he had a head 
circumference of 25.5cm. Physical exam-
ination revealed bilateral congenital talipes 
equinovarus but nothing else of note.  

On admission to the neonatal intensive 
care unit (NICU) all his vital signs were 
stable and within normal/expected ranges. 
He received short-term respiratory support 
(continuous positive airway pressure) and 
one dose of surfactant using the less 
invasive surfactant administration (LISA) 
technique for respiratory distress 
syndrome. Due to prematurity the need  
for long-term (>5 days) vascular access  
was indicated. As per local practice, an 
initial peripheral IV catheter was inserted, 
and the baby was scheduled for a PICC 
insertion on day two of life.  

PICC insertion process 

After obtaining informed consent from the 
parents, a dedicated PICC team trained for 
PICC insertion performed the actual 
insertion.1 As planned, the insertion took 
place on day two of life using the modified 
Seldinger technique (MST) with a 
prepared Premistar (Vygon) 20cm PICC as 

Persistent left superior vena cava and the 
correct interpretation of a peripherally 
inserted central catheter tip position 
 
This article reports on a case of a preterm baby who, post-routine insertion of a peripherally 
inserted central catheter (PICC), showed an unusual catheter route and tip placement revealing 
an unsuspected cardiac variant of persistent left superior vena cava (PLSVC). We discuss the 
condition, our management and its effects on vascular access in this unusual case.
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van Rens M., Hugill K., El Fakharany 
A.E.F.M., Garcia K.L. Persistent left 
superior vena cava and the correct 
interpretation of a peripherally inserted 
central catheter tip position. Infant 2021; 
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1. PLSVC is a rare cardiac venous 

anatomical variant that is usually 
encountered by chance. 

2. Examination of PICC tip position and its 
vascular route confirms correct PICC 
placement. Practitioners should be 
aware that unusual anatomical 
variations in venous architecture can 
complicate PICC placement and tip 
position interpretation. 

per local evidence-based guideline.2-4 After 
a standardised mandatory vascular assess-
ment, the left cephalic vein was identified 
as the insertion vein of choice. A pre-
measured length of 18cm was determined 
to enable the PICC tip to be as close as 
possible to the right atrium but remain 
outside the heart. The PICC insertion 
procedure itself was straightforward and 
seemingly successful, however, there was 
notably more bleeding at the site than  
was usual.  

Anatomically the PICC should reside 
inside the superior vena cava and be seen 
on the right side of the vertebrae/spinal 
column. A review of the post-procedure  
X-ray (FIGURE 1) showed a descending 

FIGURE 1  The misplaced PICC visualised by  
X-ray on the left side of the vertebrae. The 
nasogastric tube and PICC were repositioned 
after review of the X-ray. 

PICC tip

Nasogastric tube

Temperature sensor

 V O L U M E  1 7  I S S U E  3   2 0 2 1                                                                                                                                                                                                                              97  

infant   

Q U A L I T Y  I M P R O V E M E N T

© 2021 SNL All rights reserved 

M aternal breast milk (MBM) provides the optimal form of 

feeding for preterm infants (FIGURE 1). Specific health 

benefits for the preterm infant population include lower mortality 

rates, lower rates of sepsis and necrotising enterocolitis,1,2 

improved neurodevelopmental outcomes,3 lower rates of 

bronchopulmonary dysplasia4 and retinopathy of prematurity,5 

and fewer hospitalisations in the first year after discharge 

compared to formula feeding.6 The World Health Organization7 

and specialty consensus guidelines across multiple areas of 

neonatology8-10 recommend maximising the use of MBM for 

premature and sick babies. Mothers of vulnerable infants, such as 

extremely premature infants, encounter a variety of unique 

breastfeeding barriers and challenges. Despite the known benefits 

of maximising MBM for very preterm babies, a large proportion 

of preterm babies in the UK are not fed an exclusive breast milk 

diet. Indeed the 2019 NNAP11 reports only 55% of very preterm 

infants are fed with some of their mother’s own milk at discharge 

Optimising early maternal breast milk  
for preterm babies: a quality 
improvement toolkit  

Sarah Bates  Consultant Paediatrician and Neonatologist, Great Western Hospitals NHS Foundation Trust, BAPM Executive Committee  

Gillian Bowker  Infant Feeding Advisor, NHS Greater Glasgow and Clyde 
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and this figure has remained persistently low over the last five 

years. NNAP recommendations focus on not only the main-

tenance of lactation, with the attainment of preterm infants 

receiving their mother’s own milk at discharge, but on the early 

initiation of breast milk expression and administration to infants.  
What is the context for the toolkit? 
BAPM aims to improve standards of perinatal care by supporting 

all those involved in providing this care to optimise their skills and 

knowledge. A key value of BAPM is ‘working collaboratively’ to 

provide the safest and most effective service for babies and this 

toolkit has been developed by a multidisciplinary team (MDT) of 

neonatal health professionals.  With these shared goals in mind, BAPM, NNAP and other key 

stakeholder organisations in perinatal care are collaborating in a 

three-year national quality improvement (QI) initiative that will 

target key NNAP measures and aligns with and supports other 

The British Association of Perinatal Medicine (BAPM) and the National Neonatal Audit Programme (NNAP) are collaborating on 

four quality improvement toolkits to support perinatal staff to implement the evidence around perinatal optimisation. This article 

presents the Maternal Breast Milk Toolkit. The key focus of this toolkit is to support the optimisation of early maternal breast milk 

to improve the proportion of preterm babies receiving their mother’s own milk.

FIGURE 1  The impact of MBM on preterm babies.1-6,12-16   Key: MBM=maternal breast milk, 
VLBW=very low birth weight, 

ELBW=extremely low birth weight, NEC=necrotising enterocolitis. 
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