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Neonatal Mortality Governance

Executive summary

High-quality end-of-life care, and an open and transparent child death review process are of vital
importance in providing understanding and closure for both families and staff as well as supporting
shared system-wide learning. This framework complements existing national and statutory
documents while providing more detailed operational guidance in areas where clinical interpretation
is challenging.

The term Child Death Review Meeting (CDRM) is used throughout this document to describe the
local health professionals review of the care of a baby that has died. Locally, different terminology is
often used e.g. local Morbidity & Mortality meeting, Perinatal Mortality Review Tool (PMRT).

Care of baby and family
All units should

have access to suitable bereavement facilities, and families should be given pragmatic
options for where end of life care takes place.

ensure all families have a named consultant and a named key worker (statutory in England)
to provide a consistent point of contact regarding key decisions after death and for
communication, engagement and support throughout all child death review processes.

have guidance in place to facilitate rapid release of the baby’s body on parental request.
have guidance regarding neonatal organ and tissue donation and should review whether this
was offered as part of the mortality review process.

ensure postmortem examination is offered to families by a clinician who has received
appropriate training (except where a coronial postmortem is mandated).

Child Death Review
All units should

use bereavement checklists which are consistent with national and statutory guidance
(Appendix 2).

be familiar with national statutory/legal processes and child death review processes in their
locality. Best Practice recommendations regarding completion of the medical certificate of
cause of death are outlined in the Registering the death section, with specific case examples
in Appendix 3: Case Examples.

develop good working relationships and processes with His Majesty’s Coroner/Procurator
Fiscal (HMC/PF), to enable clear communication channels and information sharing to best
support bereaved families. Families should be consulted on how they would like to receive
information.

use the Perinatal Mortality Review Tool (PMRT) to support the child death review meeting
for all neonatal deaths in the first 28 days regardless of the location of death (may also be
used for older babies who die in neonatal units).

use a trauma informed approach to mortality review to enable families and staff to feel safe
in raising concerns and identify learning (Appendix 1: Supporting Families and Staff).
ensure the child death review meeting is conducted in accordance with national and
statutory guidance, reviewing from pre-conception to bereavement and follow-up; to
include appropriate internal and external peer review, the family’s perspective and to
provide answers to the family’s questions.

ensure sufficient protected time for bereavement care, leading and participating in mortality
governance reviews (Staff considerations).
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Neonatal ODNs should

e facilitate collation of contact details for clinicians in the network who are willing to
undertake external review as well as working with other regions to support units to find
external reviewers with similar expertise for complex cases where required e.g.
neurosurgical, cardiac cases.

e review neonatal mortality data relevant to the ODN (Fig 1) and raise any concerns arising
with the relevant neonatal/perinatal service, and with regional perinatal and commissioning
organisations where appropriate.

e collate learning from individual Child Death Review Meetings (CDRMs) and Child Death
Overview Panels (CDOPs)/National Child Mortality Database reports (or equivalent for
devolved nations) to look for themes and facilitate shared learning across the ODN/perinatal
system and more widely where appropriate.

e provide quality assurance around the CDRM process, including reviewing representation at
CDRMs, appropriate family input and response to their questions, PMRT outcome gradings
and learning outputs. Neonatal units should facilitate ODNs with the information required to
facilitate this.

Department of Health, Northern Ireland
e BAPM strongly supports the establishment of a formal child death review process in
Northern Ireland which is an outlier in the UK in this respect.

National Medical Examiner: England and Wales
e To develop training resources to support all Medical Examiners (MEs) with understanding
neonatal deaths and to consider initiatives to share insights and learning from the neonatal
population as the ME system matures.

His Majesty’s Coroner/Procurator Fiscal
e To develop good working relationships and processes with neonatal services to enable clear
communication channels and information sharing to provide the best support for bereaved
families.

Child Death Overview Panels (England only)
e ‘Themed’ neonatal CDOP meetings are strongly recommended, to ensure that maximum
learning is derived through aggregate review of deaths. CDOPs are strongly encouraged to
share learning with the neonatal ODN.

Child Death Review Programme (Wales only)
e Strengthening of information sharing between neonatal ODNs and Child Death Review
Programme (CDRP).
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Neonatal Mortality Governance

There are many abbreviations in use in national mortality governance documents. Please refer to the
list below when reading this document.

Abbreviation | Full Name Abbreviation | Full Name
Association of Child Death Neonatal Intensive Care Outcomes
: - NICORE .
ACDRP Review Professionals Research and Evaluation
British Maternal & Fetal NIMACH Northern Ireland Maternal and Child
BMFMS Medicine Society Health
cbop Child Death Overview Panel NICU Neonatal Intensive Care Unit
(England)
CDR Child Death Review NNA Neonatal Nursing Association
CDRM Child Death Review Meeting | NNAP National Neonatal Audit Programme
CDRP Child Death Review NTG National Neonatal Transport Group
Programme (Wales)
CGA Corrected Gestational Age ODN Operational Delivery Network
CHIS Child Health Information ONS Office for National Statistics
System
GP General Practitioner PAG Parent Advisory Group
H icIsch i
HIE ypoxic ischaemic PF Procurator Fiscal (Scotland)
Encephalopathy
HIS Healthcare Improvement PM Postmortem
Scotland
HMC His Majesty’s Coroner PMRT Perinatal Mortality Review Tool
. . . Procedural Response to Unexpected Death
HTA H T Authorit PRUDIC
uman fissue Authority T in Childhood (Wales)
HY Health Visitor PSIRF Patient Safety Incidence Response
Framework (England)
ICB Integrated Care Board Ql Quality Improvement
JAR Joint Agency Response RCPath Royal College of Pathologists
LMNS Local Magnity "y SAER Serious Adverse Event Reporting
Neonatal System
LNU Local Neonatal Unit SAIl Serious Adverse Incident
M&M Morbidity and Mortality SCuU Special Care Unit
Mothers and Babies:
Reducing Risk through . .
MBRRACE-UK Audits and Confidential SNOD Specialist Nurse for Organ Donation
Enquiries
MCCD Medical Certificate of Cause SPEN Submit a Perinatal Event Notification
of Death
MDT Multidisciplinary Team ST Specialty Trainee
ME Medical Examiner SUDI Sudden Unexpected Death in Infancy
Maternity and Newborn Sudden Unexpected Death in Infancy and
MNSI Safety Investigations supic Childhood
MNVP Ma.ternlty and Ngonatal SUPC Sgdden Unexp.ected Postnatal Collapse
Voices Partnership (first week of life)
MOSS Maternity Outcomes Signal Ts Tissue Services
System
Mw Midwife VON Vermont Oxford Network
National Child Mortality
NCMD WTE
c Database (England) Whole Time Equivalent
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Neonatal Mortality Governance

Introduction

Deaths in the neonatal period (first 28 days of life) make up 52% of all child deaths under 16 years
with nearly 2000 neonatal deaths in the UK each year®?2. 40% of all child deaths (0-17 years) in
England occur in maternity and neonatal units®. Each of these events is a tragedy and it is of vital
importance that the processes and procedures that occur following the death of a baby are
conducted properly and sensitively, and that the subsequent review processes are thorough, open
and transparent, providing an opportunity to shape understanding and psychological adjustment to
loss for all those affected as well as opportunities for whole system learning. Throughout this
document we aim to adopt a trauma-informed approach to reduce the psychological impact of
neonatal death and mortality governance on parent(s), families and staff (Appendix 1: Supporting
Families and Staff).

Neonatal mortality governance processes are complex and are subject to statutory guidance, with
differences across the UK (Appendix 2: National and Statutory Guidance). This framework is written
in accordance with that guidance and aims to
e collate key aspects pertinent to neonatal practice,
e make recommendations for best practice, and
e provide more detailed operational guidance in areas where clinical interpretation is
more challenging (Appendix 3: Case Examples)

It is aimed primarily at perinatal healthcare professionals but may also be helpful to His Majesty’s
Coroners (HMCs), Procurator Fiscals (PFs) and Medical Examiners (MEs). The focus is predominantly
on babies who are born with signs of life and die whilst in the care of maternity and neonatal
services, with limited information on miscarriages, stillbirths and paediatric deaths occurring outside
of perinatal services.

We have provided a full list of abbreviations used in this document.

)Ce:
The scope and content of this document were determined by members of the working group, which
contains wide representation across the various bodies involved in neonatal mortality governance.
The content is consistent with national and statutory guidance available at the time of publication.
Evidence is included from the literature where available. Where there is a lack of evidence/ national
guidance, or where there is uncertainty or variation regarding the clinical interpretation of national
guidance, an expert consensus from the working group has been developed.

The British Association of Perinatal Medicine is committed to continuously fostering an inclusive
environment and we acknowledge the effect language can have on individuals and populations. This
framework uses the terms mother/birthing parent, parent(s) and families. We recognise that
different terms may be preferred, and the meaning of these terms may be different to each of us.
Please use a person’s preferred pronouns and terminology.

©BAPM, 2025 7



Table 1: Timelines for End-of-Life Care and Child Death Review Processes

Neonatal Mortality Governance

Timeline Baby and Family Focused Actions Staff Actions/Local Investigation Statutory/National Safety Notifications
Prior to e Parallel planning/treatment options/ comfort care e Contact SNOD/TS re organ/tissue donation if eligible PRIOR e Early contact with ME (England/ Wales) +/- HMC/PF if
death where e Making memories/ Family and Friends to discussion with family uncertainty regarding MCCD and rapid release of the
anticipated o Religious rites and consideration of urgent faith burial e Documentation of palliative care/family wishes body is likely to be required for urgent faith burial.
e Place of death: hospital/ hospice/ home e Allocation of staff members to provide family support and
e Discussion regarding organ donation (only include following may identify family keyworker/bereavement lead
SNOD/TS confirmation) e Contact with neonatal transport service if transfer required.
e Diagnostic tests for SUPC if appropriate. e Staff communication and wellbeing
e Local safety incident report if applicable
Immediately e Making memories/ Family and Friends e Contact SNOD/TS re organ/tissue donation if eligible PRIOR e Early contact with ME +/- HMC/PF if uncertainty
after death e Religious rites and consideration of urgent faith burial to discussion with family regarding MCCD and rapid release of the body is required
e Post death care: location/ use of cold cots o Documentation of events leading up to death e |n event of SUDI/PRUDIC/SUPC: contact designated
e Organ donation consent (only include following SNOD/TS o Verify and document death in the notes individual to arrange JAR or equivalent, and refer to
confirmation) e Documentation of discussions with family HMC/PF.
e Where death fulfils criteria for SUDI/PRUDIC/ SUPC explain e Identify lead consultant and family key
next steps (referral HMC/PF/JAR or equivalent/ worker/bereavement lead
MDT/further tests). e Staff communication and wellbeing
1-2 working e Discussion regarding death processes, MCCD and/or need e Hot debrief (if required) e Completion of MCCD following ME scrutiny
days for discussion with Coroner e Complete Neonatal Bereavement Checklist (England/Wales)
e Discuss PM (hospital and coronial) e Complete bereavement +/- PM paperwork, and discharge e If MCCD cannot be issued, referral to HMC/PF
e Referral to bereavement services summary (Lead consultant review) Notifications:
e Lactation care for mother e Notify relevant health professionals and NHS information e CDOP notification form (England), MBRRACE-UK (<48hrs
systems (e.g. GP/HV/MW/referring unit, CHIS) England), Child death notification form (Wales)
e Rapid review re any safety concerns - Local safety incident e MNSI if applicable (England).
reporting (PSIRF/SAER/SAI or equivalent) if applicable
First week e Ongoing contact with family key worker/ bereavement lead | e Cold debrief (if required) e JAR or equivalent MDT meeting is held (if applicable)
e Registration of death (and birth if needed) e Statements for investigations o MBRRACE-UK reporting
e ME discussion with family (England) e Local safety incident report (PSIRF/SAER/SAI or equivalent) - | e CDOP reporting form completion (England)/ Child Death
e [Information regarding review timelines Immediate Incident review completed/ duty of candour/ Notification Form (Wales)
actions started (if applicable)
1 week - e Input questions to local CDRM e Formal child death review meeting (CDRM) e HMC/PF process completed — may be >3 months
3 months e Bereavement meeting if investigation findings are complete | e CDOP Analysis and supplementary form completion e PMRT completion (pending MNSI/HMC/PF/PM findings)
(longer if -this may take longer than 3 months e PSIRF/SAER or equivalent investigation findings/ reports e CDOP review (England)/CDRP review Wales
PM/HMC/PF or e CDR Core dataset (Scot)/NICOR (NI) completion
MNSI) o MBRRACE-UK surveillance data
>3 months e Duty of candour and incident review finding meeting with e Regional Neonatal ODN Mortality Review e Coronial inquest findings/ hospital postmortem findings
the family (if applicable) e Local/regional review of themes in neonatal mortality o MNSI report with actions and learning
e Bereavement meeting with post-mortem +/- e CDOP escalates alerts of national relevance to NCMD
histology/genetic/biochemistry results e CDRP (Wales) escalates alerts as appropriate
o PMRT, MBRRACE-UK, NNAP, national reporting
e NMCD (England), CDRP (Wales), HIS National Hub (Scot),
NIMACH/NICORE (NI), national reporting

©BAPM, 2025
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Neonatal Mortality Governance

Care of baby and family

Please refer to Table 1 above for a timeline of actions to support families at the time of death.

Most babies who die in maternity and neonatal units will have life-limiting or life-threatening
conditions where death can be anticipated. Early identification of babies who fall into these
categories allows important planning and support to be put in place. The BAPM Integrated Palliative
Care framework provides more details on holistic support for families in these circumstances®.

A named consultant should be identified to coordinate care and discuss with parent(s) and families
the practical arrangements that will be needed around the time of death. The following specific
aspects should be considered:

e Location of end-of-life care/care after death

O

O

O

Where possible, families should be given options for where end of life care takes
place, including hospice and home care as alternatives to hospital care where
possible.

All units should have access to suitable bereavement facilities. See building note
standards®. In smaller units, facilities may be shared with maternity services.

All units should have access to a cold cot or alternative cooling facilities, to facilitate
parent(s)/ families to spend more extended periods of time with their deceased
baby®. Most cold cots are portable and can also be used at home.

e Religious rites

O

O

Access to appropriate religious support should be provided (Appendix 1: Supporting
Families and Staff: Cultural and Spiritual Sensitivity)
Consideration for whether urgent faith burial is required (see Rapid release of body)

e Organ Donation’”®

e Heart valves (tissue donation) can potentially occur from 32 weeks CGA in England and
Wales (36 weeks CGA in Scotland). Heart valves cannot be donated in N Ireland.

e Solid organ donation can occur from 37 weeks CGA

e Organ/tissue donation should be considered at an early stage when considering end-
of-life care

¢ Clinicians should aim to contact Specialist Nurse for Organ Donation (SNOD) and/or
Tissue Services (TS) for advice BEFORE discussing with parent(s)

All units should have clear guidance regarding neonatal organ and tissue donation
including how to contact their Regional Organ Donation Team and Tissue Donation
Services.

Units should record information regarding contact with organ/tissue donation teams
and reasons why SNOD teams were not approached for ALL neonatal deaths above
the minimum gestation threshold. This information should be reviewed on a case-
by-case basis in local CDRM meetings as well as audit of potential missed
opportunities for discussion of organ/tissue donation with families.

e Postmortem Examination

O

©BAPM, 2025
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Neonatal Mortality Governance

o Families should have a named contact throughout the postmortem process from
consent until the report is received (Eng and Wales)®

o The clinician or specialist nurse leading this discussion should have received
approved training in postmortem consent which meets HTA standards?®!%12, E-
learning is available for everyone with a NHS email address*3. Training in N. Ireland is
run at hospital level.

o Parent(s) should be made aware of the likely impact of postmortem on the timing of
funeral arrangements and the likely timeframe for results of postmortem
investigations to become available.

e  Mothers/birthing parents should be supported by infant feeding teams to manage lactation.
Options include milk donation (where appropriate) and lactation suppression*>1¢,

The death of a baby is a devastating experience for families, and it is vital that they are fully
supported in a trauma informed, psychologically supportive and transparent manner through the
mortality governance process. Key aspects of family support and communication are outlined below.
More detailed information including support for more vulnerable groups and those requiring
specialist support are included in Appendix 1: Supporting Families and Staff.

e Guidelines for effective communication with families at the time of death can be found in
the Code of Practice for the diagnosis and confirmation of death'’.

e All families should have a named lead consultant and a named keyworker (statutory in
Eng)®® who can act as a consistent point of contact for families to facilitate support,
communication and engagement in the process. There may be several reviews and families
should be informed about the timelines; asked if they wish to contribute and receive regular
updates.

e All families should be offered the opportunity to discuss the wording of the Medical
Certificate of Cause of Death (MCCD) and ask any questions about their baby’s care with the
lead consultantand in England and Wales, separately, with the Medical Examiner.

e Involvement of families in the Child Death Review Meeting (CDRM) improves dialogue and
continuity of care between parent(s) and providers and empowers parent(s) to maintain a
purposeful role following the death of their baby. Families’ views should be heard and
questions answered at the CDRM. The extent of involvement should be agreed with the
family and amended over time according to their wishes?.

e Compassionate support and communication from the named consultant and keyworker
should be maintained throughout His Majesty’s Coroner/Procurator Fiscal (HMC/PF) or
Maternity and Newborn Safety Investigations (MNSI) processes.

e Families should be consulted on how they would like to receive information, and this should
be reviewed throughout the process.

e Where required, Maternity and Neonatal Independent Senior Advocates (England only) can
be accessed through the local NHS ICB to provide independent support through
investigations and complaints processes.

e Comprehensive information on bereavement care pathways after pregnancy or baby loss
are available across the different countries of the UK?%2%22,

©BAPM, 2025 10
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Child Death Review

e England, Wales, and Scotland have established Child Death Review (CDR) programmes to
safeguard children and learn from their deaths!®2324,

e A formal child death review programme is not currently in place in Northern Ireland and
BAPM strongly supports its establishment.

e Further information on CDR programmes and other key national and statutory documents in
use across the four nations are outlined in Appendix 2: National and Statutory Guidance.

Table 2: Child Death Review Processes and Reports

Coverage CRD Process
Local e Local CDRM

e ME (Eng & Wales only) except when referral to HMC
Regional e CDOP (England)

e Regional Neonatal ODN Mortality Reviews

e LMNS PMRT Review (England)

When Required e  HMC/PF investigation

e Safety Investigations PSIRF/SAER/SAI or equivalent
e  MNSI* (England only)

e  SUDIC/SUDI/PRUDIC (including JAR or equivalent)
National Reports e  MBRRACE-UK Perinatal Surveillance Reports

e  MBRRACE-UK PMRT National Reports

e  NNAP (All except NI)

e NCMD (England)

e CDRP (Wales)

e  NICORE/NIMACH (NI)

e HIS National Hub(Scotland)

Please refer to Abbreviations Table.

*Investigate term babies (37+ weeks) with no congenital anomalies born following onset of labour with one of following outcomes:
a) intrapartum stillbirth, b) early neonatal death (0-6 days) or c) potential severe brain injury (required cooling or diagnosis
mod/severe HIE)

o Neonatal CDR review processes shown in Table 2 begin shortly following death with
timelines for notifications shown in Table 1.

e  All units should be familiar with the child death review processes in place in their locality.

e All units should use bereavement checklists to ensure timely completion of all appropriate
tasks, and these should be made available for review during the CDRM.

Verification of Life
e For babies who die shortly after birth it is important to establish whether there were signs
of life. This, along with the gestational age, determines whether the death is a neonatal
death, a miscarriage or a stillbirth. Legal requirements regarding certification of death and
referral to HMC/PF differ depending on which country the death occurs in2>2527 (see
Appendix 2: National Guidance and Appendix 3: Case Examples 1-4).
e Information and videos for family’s and health professionals regarding determination of
signs of life following spontaneous birth before 24+0 are available at MBRRACE-UK?,
Verification of Death
e Confirmation of the diagnosis of death in most neonates will be following cardiorespiratory
arrest. Occasionally, a diagnosis of death is made using neurological criteria®.
Death Certification
e Following the death of a child, it is the statutory duty of a doctor who has attended in the
last illness to write the MCCD. The MCCD may be issued if a doctor is able to identify a

©BAPM, 2025 11
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natural cause of death to the best of their ‘knowledge and belief’. Absolute certainty is not
required30:31:32,

Before writing the MCCD, the doctor should consider if the death requires reporting to His
Majesty’s Coroner (HMC) (Eng, Wales, NI) or the Procurator Fiscal (PF) (Scot) 333435 A
conversation with the Medical Examiner (ME) (Eng/Wales only) as part of this process may
aid decision making as to whether the MCCD can be written or not. When to refer to
HMC/PF is discussed in more detail below; reporting requirements are shown in Appendix 2:
National and Statutory Guidance.

There are two versions of the MCCD for child deaths in England/Wales: a neonatal certificate
(for deaths <28 days of life) and the standard certificate for older children. The MCCD for
neonatal deaths reflects different aetiologies of death in this period and includes maternal
factors. There is one MCCD for all deaths in Scotland/Northern Ireland (NI), and in NI it is
electronically completed, with maternal complications leading to death being included in
Part 1b if appropriate.

The named consultant should oversee the discussions and writing of the death certificate
and the information to be included should be shared with the family.

The baby’s name for registration of birth and death should be checked with the family to
ensure the correct information is entered on the MCCD.

In England and Wales, the proposed MCCD/case will then be scrutinised by a Medical
Examiner (ME), with a discussion held between the ME and the attending physician if
required. MEs also discuss the contents of the death certificate with the family. Once
countersigned by the ME the death can be registered by the informant (usually the family).
In Scotland, the completed MCCD is then sent directly to the registration office (not given to
the family).

Death Registration cannot occur before an MCCD is completed.

Funeral arrangements can be started prior to death registration, but the funeral can only
take place once the death has been registered or once HMC/PF has given permission —
usually after a postmortem examination, but before an inquest has occurred.

The Medical Examiner (England and Wales only)

Since September 2024, in England and Wales all deaths (that are not investigated by a
Coroner) are scrutinised by Medical Examiners (MEs), and the MCCD agreed and signed off
by the ME before it is sent to the Registrars of Births and Deaths®%’.

MEs review the clinical records and so rely on good contemporaneous documentation. MEs
are independent doctors and provide oversight and safeguards for individuals and the
public.

Different areas of the country will have slightly differing processes in place for interacting
with their local ME team. Neonatal teams should forge good relationships with their ME
team and ensure all understand their roles.

Few MEs will have clinical expertise in neonatal care. It is recommended that training
resources are developed to support all MEs with understanding neonatal deaths and to
consider initiatives to share insights and learning from the neonatal population as the ME
system matures.

An overview of the ME process is shown in Appendix 2: National and Statutory Guidance.

©BAPM, 2025 12



Neonatal Mortality Governance

Role of the Medical Examiner

Agree the proposed cause of death and the overall accuracy of the medical certificate
of cause of death (MCCD) with the doctor completing it

Discuss the cause of death with bereaved parent(s) (independent of those caring for the
deceased) and establish if they have questions or concerns with care

Act as a medical advice resource for the clinical teams and Coroner and ensure
appropriate notification of death to the coroner

Identify cases for further review under local mortality arrangements and contribute to
other clinical governance processes including child death review.

Referral to His Majesty’s Coroner (Eng, Wales, NIl) or the Procurator Fiscal (Scot)

The full criteria for referral to HMC/PF differ between England and Wales, Scotland and
Northern Ireland®*343> and are outlined in Appendix 2: National and Statutory Guidance;
clinical teams need to be aware of their legal duties in this respect. General guidance
regarding clinical interpretation of issues most pertinent to neonatal deaths are included
below.

If a live birth has been verified by a health professional other than a doctor (and/or midwife
in Scotland) and the baby subsequently dies, a referral to HMC/PF referral is required.
Referrals with regards to miscarriages and stillbirths differ across the UK. More details are
included in Appendix 3: Case Examples: Table 1 and cases 1-4.

Deaths that are unnatural, and those where the cause of death cannot be identified or
explained, require referral to His Majesty’s Coroner/Procurator Fiscal (HMC/PF). A death is
potentially ‘unnatural’ and should be referred where there has been an act or omission in
care which may have had a more than a minimal contribution to the death. This does not
have to be an error in care and could, for example, be a recognised complication of
necessary treatment. Referral in these cases should occur regardless of whether the cause of
death is known and can be explained.

Unexpected deaths are not a criterion for referral unless the death is felt to be unnatural, or
there is no immediately apparent cause.

On rare occasions, issues of care contributing to death might be identified sometime later
(for example in PMRT or local governance reviews) in deaths initially considered ‘natural’; in
such cases HMC/PF should be informed although the MCCD may have already been written
and the funeral taken place.

Common clinical scenarios which can cause confusion or where clinical interpretation is
variable are outlined in Appendix 3: Case Examples. Best practice recommendations are
shown below and are based on clinical consensus.
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Best practice recommendations for MCCD completion/ Referral HMC/PF

Sensitively include relevant maternal diseases/conditions affecting the baby (<28-day
MCCD)

Be specific about conditions and congenital anomalies

Where prematurity is a factor, always include the gestation in weeks.

In babies over 24*° weeks gestation, it is not usually appropriate to write the main cause of
death “Extreme prematurity” without justifying it with further diagnoses or information.
Hypoxic ischaemic encephalopathy should always be justified by its reason on a MCCD.
There should be a very low threshold to refer such cases to HMC/PF.

Where there is reasonable evidence to suggest infection, this can be included along with
the source or “sepsis of unknown aetiology”.

Deaths which follow an operation necessitated by a natural illness need not be referred to
HMC/PF unless the operation itself had a more than minimal contribution to the death
Deaths should be referred to HMC/PF if an operative complication occurs and has a more
than minimal contribution to death even if this is a recognised complication of the
procedure.

Clusters of deaths, or increased mortality rates or unexpected findings in individual case
review need investigation. If any such investigations lead to concerns that previously
unknown factors which require notification to HMC/PF may have contributed to the death
in any individual case, then HMC/PF should be informed.

Communication with HMC/PF

The named/lead consultant should support the family and liaise with HMC/PF team.

When making the referral, it is important to inform the family of the reason for referral, that
one cannot predetermine the level and timescale of HMC/PF’s investigation, and that the
investigation may include a post-mortem examination.

Although the cases that require HMC/PF referral are defined by law, there is variation
between Coroners in the mechanisms of referral, and their investigation processes.

In all cases, referrals need to be timely and should provide accurate, detailed clinical
information and contact information for the referrer and next-of-kin to best support
HMC/PF in their investigation. It may also be appropriate to include the family’s wishes with
regards to postmortem whilst ensuring families are aware that the coroner will make a final
decision on the need for postmortem examination.

Neonatal units should develop good working relationships and processes with His Majesty’s
Coroner/Procurator Fiscal (HMC/PF, to enable clear communication channels and
information sharing to best support bereaved families. This should include family
consultation regarding how they would like to receive information. In England and Wales,
the ME office will also have a close relationship with the coronial team and may be able to
assist.

Sudden Unexpected Death

Deaths meeting the criteria for sudden unexpected death (SUDIC/SUDI/PRUDIC/SUPC) are
uncommon in neonatal units. Where these do occur, investigations and statutory
procedures should follow national guidance3¥3%4% (Appendix 2: National and Statutory
Guidance). This includes a Joint Agency Response (JAR)/PRUDIC or equivalent) with precise
arrangements for multi-agency involvement determined by the circumstances and place of
the sudden collapse/death.
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Neonatal examples of when a JAR/PRUDIC or equivalent should be considered include:

o baby born at home without medical professionals present and subsequently dies or
was thought to be stillborn.
o where the death is sudden with no immediate apparent medical cause.
o where the initial circumstances of death raise any suspicion that the death may not
have been natural.
A JAR/PRUDIC should also be triggered if a baby is successfully resuscitated after any of the
above events but is expected to die in the following days. In such circumstances the JAR
should be considered at the point of presentation and not at the moment of death, since
this enables an accurate history of events to be taken and, if necessary, a ‘scene of collapse’
visit to occur.
If the attending neonatal consultant is uncertain about the need for a JAR/PRUDIC referral or
equivalent, the case should be discussed with the designated doctor for child death, as part
of the immediate decision-making processes.
The BAPM Framework Sudden unexpected postnatal collapse (SUPC)* can also be used in
specific circumstances (see below) but should not be used inisolation. The SUPC guidance
aims to improve the likelihood of obtaining a diagnosis in babies who collapse soon after
birth and there is often an opportunity to carry out investigations during the period of
intensive care prior to death.

BAPM Sudden Unexpected Postnatal Collapse (SUPC) Framework Criteria
o Well at birth (Apgar 7+ at 5 minutes) and well enough to have routine postnatal care
e Term or near term (generally >35 weeks but may be applicable to less mature infants,

e Collapse within first 7 days following delivery, die or go on to require intensive care or

particularly those nursed alongside their mothers whilst receiving postnatal care).

develop encephalopathy.

Registering the death*243.44

Registration is the legal record of fact of death.

The Registrar will issue the death certificate (Certificate of Registration of Death in Scot) and
a certificate for the burial or cremation of the body (green form {Eng/Wal/Scot}, GR021 in
NI), which is normally passed to the funeral director by the person making the
arrangements; this document is necessary for the family to obtain the release of the body
for funeral.

If the birth has not been registered before the baby’s death, the team should inform the
Registrars as both registration of birth and death would need to be done at the same time.
The death must be registered within 5 days for Eng, Wales, NI (8 days in Scot).

The registration of death in Eng/Wales/NI should be in the area/borough where the death
occurred (telephone registration is available in NI if birth has been registered). Where birth
and death are in different areas, registration of birth and death can occur in the
area/borough where the death occurred. In Scotland, registration can be at any Scottish
registration office.

The person who registers the death is known as the ‘informant’. Either parent can register
the death and if they are unable to do this another relative, or someone else present at the
death, can register. In Scotland, only the mother can register the death if the parent(s) are
not married.

It is important to inform families that death registration will be delayed in cases investigated
by HMC/PF.
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Rapid Release

e Neonatal units should have guidance in place to facilitate rapid release of the baby’s body on
parental request e.g. urgent faith burial, taking the baby home or to a hospice.

e |nfamilies who wish for rapid release of the body, it is important to help manage
expectations and recognise that where HMC/PF referral is necessary there may be delays.

e Where deaths are anticipated, discussions regarding organ donation, and with the ME +/-
HMC/PF may be helpful in preparation, although for HMC/PF no formal decision can be
made until the death has occurred.

o Neonatal units should ensure they know local arrangements for contacting the ME and
HMC/PF out of hours. The chief coroner (England and Wales) has recommended that there
should be an out-of-hours scheme in place across all coroner areas, to assist families®.
However, HMC/PF services are local and out of hours provision varies.

Local Safety Reporting
e Any safety concerns or incidents associated with a neonatal death should be reported and
investigated using the appropriate national patient safety incident reporting system
(Appendix 2: National and Statutory Guidance) #¢:#7:4849,
e The outcome of these investigations should be fed back to families by their named
consultant.

Other Notifications

eGP, health visitor and community midwife (<24hrs/ next working day).

e NHS child public health and community-based healthcare records e.g. CHIS (Local Child
Health Information System in England); Baby Box (Scot); notification to ensure clinic
appointments, audiology screening, newborn screening and immunisations are not
arranged.

e Other health care professionals involved in the baby’s care in your hospital or other
hospitals.

e All Nations

o MBRRACE-UK®? (< 48hrs/2 working days (Eng), no time limit for other UK nations)
=  for all deaths of liveborn babies, 20 weeks gestation or greater, who die up
to 28 days after birth).

e England only

o Statutory Child Death Overview Panel (CDOP) (<48hrs/ 2 working days)*®
=  For all deaths of liveborn infants.
*  Notify via MBRRACE-UK CASCADE Process®! if baby < 28 days old for joint
MBRRACE-UK and CDOP/NCMD notification.
= Babies >28 days — notify using CDOP notification form.
= Notification should not be delayed where ME or HMC/PF are involved.
Notify CDOP/NCMD with suspected cause of death, or state if unexplained.
* The NCMD* utilises the notification data for real time surveillance and trend
analysis, including quarterly ICB and ODN reports.
o Maternity and Neonatal Safety Investigations (MNSI)>3(unspecified timing for
notification)
= for babies born 37+ weeks gestation with no congenital anomalies born
following onset of labour who have an early neonatal death (<7 days) or
intrapartum stillbirth.
®  Families should be informed about the referral and consent requested for
MNSI to contact them.
= An MNSI investigation should not prevent bereaved parent(s) from receiving
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compassionate care and support from hospitals. Communication with
families by the named consultant and key worker should continue.
o ASingle Notification Portal (Submit a Perinatal Event Notification -SPEN) will launch
later in 2025 and facilitate a single notification for all the above notifications and
NHS Resolution.

Which babies should be reviewed?

The review processes for deaths of live births should chiefly focus on babies who are born on
or after 22+0 weeks gestation but should also include more immature babies if active
resuscitation is undertaken.

In England and Wales, the death review process (statutory in England)*®%* includes all live-
born babies where a death certificate has been issued. In practise, this will include babies
born with signs of life below the limits of viability>*. All these babies will require a CDOP
referral, completion of analysis forms and any appropriate supplementary forms (Eng).
Unattended stillbirths in the community also require referral to JAR and CDOP referral via
obstetric/midwifery teams (Eng).

In Scotland, the statutory death review process reviews all deaths of live-born children from
22 weeks (babies born with signs of life at <22 weeks are excluded)?. If the birth was not
attended by a health professional, organisations may carry out initial enquiries to determine
if the baby was born alive or not.

Child Death Review Meeting Process

The term Child Death Review Meeting (CDRM) is used to describe the local health professionals
review of the care of a baby that has died. Locally, different terminology is often used including local
morbidity and mortality (M&M) review, perinatal mortality review (PMR) and perinatal mortality
review tool (PMRT).

Aims of Neonatal CDRM Review

e |dentify the cause of each baby’s death by robust and comprehensive review of each
¢ Identify contributory factors where issues are identified and assessing whether different

e Recognise good points in care as well as areas for improvement for shared learning
e Develop action plans to address the modifiable contributory factors identified and

e Recognise a ‘just culture’ of accountability for individuals and organisations.
¢ Incorporate the parent(s)’ perspective of care and address their questions and concerns.

e Provide parent(s) with a robust explanation of why their baby died (accepting that in

e Improve the care we provide for mothers, babies and families in the future.

case and the quality of care provided.

care may have made a difference to the outcome (grading of care).

achieve organisational change and service improvements.

some instances, despite full clinical investigations, it is not possible to determine this).

A trauma informed approach to mortality review processes should be used to enable
families and staff to feel safe in raising concerns and identify learning (Appendix 1:
Supporting Families and Staff).

The child death review meeting (CDRM) in neonatal practice is predominantly conducted
using the Perinatal Mortality Review Tool (PMRT) and for the purposes of the statutory Child
Death Review (CDR) process qualifies as the local CDRM in England.
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Across the UK, the PMRT process should be used for all neonatal deaths in the first 28 days,
regardless of where the patient dies, as it provides a standardised review.

PMRT can also be used for babies who die in neonatal units after 28 days in neonatal units.
The PMRT website>® has a comprehensive list of guidelines, user manuals and training
resources and online training.

Information required to inform the CDRM review should be submitted promptly. Teams
should have a process to expedite this to prevent unnecessary delays to the CDRM process.
Where postnatal care has been more prolonged or complex, it may be helpful to have a
CDRM focussed on postnatal events which then feeds into the PMRT.

The review should proceed in a systematic fashion from pre-conception to bereavement and
follow-up and be conducted in accordance with national and statutory guidance!®?324,
Where the death is subject to external investigation (eg. HMC/PF, MNSI, PSIRF/ SAER/SAI or
equivalent) the CDRM can be initiated before the results of these investigations are known
to prevent delays in implementing any important learning (in N. Ireland the SAl investigator
joins the CDRM). However, the CDRM should not be finalised until the results of external
investigations have completed and been fed back to ensure comprehensive, joined up
learning as timelines for these processes often differ.

The PMRT should be completed at the CDRM. In England, the CDR draft analysis form also
needs to be completed and submitted to the Child Death Overview Panel (CDOP) for final
independent multi-agency review.

After the review meeting parent(s) should be offered a meeting to discuss the findings and
outcome of the review meeting.

Representation at the CDRM

Where mothers and/or babies have been transferred, it is vital that there is good
communication and sharing of information across organisations and all teams involved in
the care should be represented including relevant speciality input (e.g. surgery, transport,
ambulance services).

The review should include both internal and external peer review of cases. Selecting the
right external reviewer for the CDRM is crucial to ensure a thorough, unbiased examination.
Ideally, the external reviewer should be a healthcare professional with significant expertise
in perinatal and neonatal care and should be independent of the institution conducting the
review.

Neonatal ODNs should facilitate collation of contact details for clinicians in the network who
are willing to undertake external review as well as working with other regions to support
units to find external reviewers with similar expertise for complex cases where required e.g.
neurosurgical, cardiac.

Questions should be submitted by families via the key worker and/or lead consultant. The
CDRM should ensure families views are included, and their questions answered. Parent
engagement materials are included on the PMRT website®.

Child Death Overview Panel (England only)

Full details of roles and responsibilities of CDOP are outlined in statutory guidance®®.

The CDOP aims to review cases to find modifiable factors within the care or service delivery
of a death that could have a wider impact on learning from mortality. They will analyse the
findings of the reports from the coroner, PMRT, MNSI and local PSIRF departments. CDOPs
add data to national systems (NCMD) to learn from deaths and inform changes in practice.
CDOPs can raise alerts of national relevance through the NCMD alert system, for escalation
to NHS England.

‘Themed’ neonatal CDOP meetings are strongly recommended, to ensure that maximum
learning is derived through aggregate review of deaths.
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e Summaries of learning and modifiable contributory factors from CDOPs should feed into the
neonatal ODNs for regional learning and to guide local and regional quality improvement
strategies.

Child Death Review Programme (Wales only)
e Full details of the CDRP in Wales are contained in national guidance?.
e All deaths are reviewed on a case-by-case basis with learning derived through aggregate
thematic review of deaths.
e Strengthening of the information sharing between Neonatal ODN’s and CDRP is
recommended to ensure maximum learning is achieved.
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Reporting, review and dissemination of learning

e An overview of reporting outputs, data review requirements, dissemination of learning and
assurance at local, regional and national level are shown in Figure 1 below.

e The core perinatal mortality governance team should consist of a neonatologist, neonatal
nurse, midwife, obstetrician and where possible parent voice representation® e.g. MNVP
(local) or PAG representative (regional)). Parent voice representatives should have access to
psychological support when undertaking this work.

e Local and regional perinatal teams should review all relevant reporting outputs looking for
recurring themes, developing and monitoring action plans, instigating further QI
improvement work and benchmarking. Equality, diversity and inclusion should be a common
thread throughout these reviews.

e Thought should be given to the strength of the action plan with systems-based solutions
which eliminate human error developed wherever possible.

e Where possible, data collection for regional/national reporting and assurance purposes
should be as aligned as possible —ongoing work is required to align the multiple systems
currently in use.

e The regional ODN footprint provides a better platform for collating themes and shared
learning. Regional level review should not repeat the local CDRM processes.

e The neonatal ODN should also promote a joined-up approach to review and shared learning
in specialist areas e.g. surgery, cardiology.

e Disseminating learning and actions from CDRM processes is essential for improving care.

e Barriers to sharing learning must be broken down as this is not in the best interest of babies
and families. Systems need to work together to permit shared data outputs between key
organisations involved in reviewing data (Fig 1).

e Learning from local CDRMs, patient safety investigations, and other local/regional reporting
outputs should be shared across the local perinatal service, with other neonatal units, the
neonatal ODN and regional maternity/perinatal systems and where appropriate with
national organisations for dissemination (Fig 1).

o Keeping families informed about dissemination and implementation of actions is an
important part of the grieving process and processes should be put in place to keep them
informed.

e Mixed methods of communication should be used to disseminate learning e.g.
huddles/handovers/newsletters/posters/message boards/emails/teaching sessions. A yearly
audit of the methodology should be conducted to maintain assurance of message
dissemination.

e Messages should be in a standardised format which allow staff to see the relevance of the
learning to their clinical practice.

e Review of benchmarking and outcome data against similar populations using reporting
outputs (Fig 1) should be undertaken at local, regional and national level to ensure equity of
outcomes for populations at high risk.

e Mortality data is complex with many external and potentially unmodifiable factors that
impact on outcomes. Time should be spent to triangulate the different reports as they
describe different aspects of the neonatal population. No one data source should be taken
as “gospel”. Early warning signals should trigger further investigation to provide a deeper
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understanding.

e Neonatal ODNs should have a process in place for notifying neonatal/perinatal services
about any concerns and for escalating concerns to regional perinatal and commissioning
organisations where appropriate.

e Neonatal ODNs should provide quality assurance around the CDRM process, including
reviewing representation at CDRMs, appropriate family input and response to their
guestions, PMRT outcome gradings and learning outputs. Neonatal units should provide
ODNs with the information required to facilitate this.
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Fig 1. Overview of Perinatal Mortality Governance Reporting, Review, Dissemination of learning and Assurance
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Staff considerations

e Staff must be trained appropriately to be able to deliver high quality end-of-life care; to
provide good bereavement support and to be able to support the family to understand and
contribute to mortality review processes.

e Staff and parent representatives e.g. MNVPs/PAGs must be aware of the psychological
impact of this work on themselves and other staff and should receive appropriate training
and support to mitigate psychological injury.

e Ahot debrief>”°® may be offered to affected staff members soon after the death or collapse
of a baby (ideally within 24 hours) to share understanding, address immediate safety
concerns, and provide support for staff.

e Acold debrief* focused on learning and/or wellbeing may also be offered sometime later.

e All staff likely to need to support hot or cold debriefs should be given specific training.

e Training for staff in understanding compassionate approaches to assurance and governance
are strongly encouraged for all those involved in mortality governance review.

e More details on supporting staff, training requirements and resources are included in
Appendix 1: Supporting Families and Staff.

e Bereavement and palliative care midwives and neonatal nurses are essential to support the
bereavement process, provide expert bereavement support to families as well as ensuring
the family voice is heard in the CDRM.

e  BAPM staffing recommendations for bereavement support are included in full in the BAPM
palliative care framework®. These include

o 1XWTE band 7 midwife per 2500 deliveries.
o 1xWTE band 7 minimum for NICUs.
o 0.1-0.2 WTE band 7 for LNU/SCUs dependent on activity.

o Consultant lead for palliative and bereavement care: 1-2PAs for NICUs,
0.1WTE per 1000 live births for LNUs/SCUs (minimum 0.2WTE).

e Each unit should have a dedicated consultant and senior nurse for mortality governance with
dedicated time to lead neonatal Child Death Reviews, thematic review, dissemination of
learning and assurance processes.

e Arecent neonatology consultant workforce survey highlighted insufficient time to lead child
death review in job plans®.

e For leadership of CDRM and thematic review and dissemination of learning BAPM
recommends:

o In NICUs: Medical Lead 1.5-2.5PAs, Nursing lead 0.15-0.25 WTE (depending on the
size of the service).

o in LNUs/SCUs: Medical Lead 0.5-1PAs, Nursing lead 0.05-0.1 WTE (depending on size
of service).

o Administrative support should also be provided.

e The above are requirements for the neonatal focus on mortality, separate to that required
by maternity to support perinatal mortality governance.

e All networks should have allocated time for lead mortality governance roles for both medical
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(minimum 1PA) and nursing (minimum 0.1WTE) staff to allow review of learning from
neonatal network deaths, thematic review, network actions and Ql and national
benchmarking and assurance.
o All neonatal transport services should have allocated time for both medical and nursing staff
to attend transport M&M review, as well as input to network and local CDRMs.
e Jobplans for all consultants should include appropriate time for:
o Preparation of reports for CORM and HMC/PF.
o local CDRM meetings.
o attendance at other hospital CORM meetings in relation to care provided by your
team; regional mortality governance and shared learning events, and CDOP panels.
e Jobplans should have for separate specific time allocated for external peer review at local
and regional CDRM and CDOP panels.
o Where mortality governance activities are not appropriately remunerated, the time taken
for these reviews should be recorded for local negotiation of job plans.
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Neonatal Mortality Governance
A BAPM Framework for Practice

Appendix 1: Supporting families and staff

A compassionate, trauma-informed framework

The death of a baby is deeply painful and distressing for families. This distress is felt across the whole
system by clinicians, teams and organisations. Additionally, in a clinical setting, the subject of
mortality may be presented as failure, thereby placing neonatal death and mortality governance
within a context of threat. The governance processes that follow a neonatal death provide an
opportunity to shape understanding and psychological adjustment to loss for all those affected as
well as providing opportunities for whole system learning.

To reduce the psychological impact of neonatal death and mortality governance on parents, families
and staff, this framework assumes a trauma informed approach?, by:

e Realising the potential for neonatal loss and related governance processes to be
experienced by parents, families and staff as traumatic.

e Supporting staff to recognise when people (including themselves) are experiencing trauma
in the context of perinatal loss. Outlining pathways for responding to trauma through
additional support.

e Responding to signs of trauma with appropriate support and signposting.

e Resisting re-traumatising parents, families and staff in the way that mortality governance is
approached (including how the mortality review process is navigated).

A key role for compassion

The context of distress and threat inherent in discussions of mortality may hinder learning. For
example, fear of criticism and punishment may reduce trust and transparency or lead a team to seek
to blame other parts of the baby’s care for what happened. It is hard to learn or move forward
through grief when faced with a'context of threat. Figure Al illustrates this threat-based approach to
assurance processes in mortality review.

Figure Al. A threat-based model of governance, with threat being maintained through
interactions between different parts of the system.

Threat-based mortality governance

Critical public perception, litigation,
expectations, political context, blame/shame j

Wider
organisation/NHS

Targets, scrutiny, threat to shared identity,
Team purpose and reputation, culture of blame/shame 5

(leadership)

Vicarious trauma, moral injury, empathy
distress, responsibility and blame j

Trauma, loss, guilt, uncertainty, pain,
separation, reliance on others, loss of control j

Pain, stress, sensory overload, separation from
safeness, experience of death and dying

When mortality review at an organisational and local level can be approached with compassion,
both learning and healing can begin. Compassion entails a sensitivity to the pain and suffering of self
and others, with a commitment to relieving that suffering. In the context of mortality review,
compassionate wisdom involves having courageous conversations about uncomfortable truths,
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whilst remaining connected as caring humans to find shared ways forward. Figure A2 illustrates this
compassionate approach to assurance processes within mortality review, which is explored in depth
by Evans and colleagues 3.

Figure A2. A compassionate model of mortality governance, with compassion filtering up and
down through the system.

Compassionate mortality governance

Listening, learning, understanding the challenges
Wider faced, commitment to improve, with transparency

organisation/NHS and accountability

Creating safe spaces for and modelling difficult
conversations. Asking “how can | help?” and “what can

Team
we learn?” Transparency and accountability.

(leadership)

Acknowledging the impact on self and families, feeling
valued, listening, accessing spaces to connect and

Staff process,
. Having their story and experiences heard and
Family responded to, even when this is hard.
Infant Supperting closeness. Hearing infant’s veice and

holding their mind in mind, even when painful

Background

The death of a baby is a devastating experience for families, having far-reaching psychological
consequences on parents and the wider family*”. This leads to an increased risk of mental health
difficulties in families, including depression, anxiety, post-traumatic stress disorder and suicidal
ideation®!, While the experience of parents (as most often the legal guardians of a baby) is of
utmost importance in this framework, the needs of other family members (including siblings,
grandparents and extended family members) should also be considered®?.

A detailed discussion of the comprehensive psychological, emotional, social, spiritual and practical
support that families need in the period before and after a neonatal bereavement is beyond the
scope of this framework. It should be noted that families do not experience the mortality
governance process in isolation and so this framework should be read alongside other relevant
guidance for high quality bereavement care such as the Neonatal Death Bereavement Care
Pathway®3.

Staff who work with perinatal loss are at risk of burnout and, relative to their colleagues, elevated
levels of post traumatic stress disorder, depression and psychosomatic symptoms*. This impact is
greater for staff with lower perceived competence in the work, highlighting the need for adequate
skills training (see below).

The skills and support required by staff involved in mortality governance processes go above and
beyond bereavement care. Staff involved in perinatal mortality review, coroner’s court and child
death overview panel have continued contact with families through a time of increased and
extended psychological vulnerability. This increases the chance of encountering situations that
require coping skills to navigate moral distress, empathy distress fatigue and secondary traumatic
stress. Staff who are well supported (with adequate skills training and wellbeing support) will
provide better quality patient care, have greater satisfaction in work and lower sickness absence.

Below is a discussion of the universal support that is needed to support the wellbeing of families and
staff through the mortality governance process. To create optimal conditions for system-learning
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and psychological support within the mortality governance process, the following universal support
is needed, to promote the principles of trauma informed care:

A felt sense of safety: Families and professionals feel that they are in a safe environment.
Trust & transparency between families and professionals involved in mortality governance.
Collaboration & mutuality in the relationships between families and professional teams.
Peer support for families and staff.

Empowerment, voice and choice for families within the requirements of statutory
processes.

Sensitivity to cultural, historical and gender issues.

Support for families

A felt sense of safety

Mortality governance processes are intended to reduce uncertainty and provide answers for
both families and clinical teams, to better understand the causes and circumstances around
a baby’s death. Such answers can help parents to feel that their future perinatal care will be
safer, or that they have contributed to safer perinatal care more broadly, bringing meaning
to their grief and suffering. These processes can, however, expose family members to highly
distressing information, and ultimately may not remove uncertainty completely.

The emotional wellbeing of family members should be born in mind at all time points. This
does not mean overly protecting families or avoiding distressing conversations but rather
maintaining an open dialogue about what support they need to engage in mortality
governance processes in a way that feels safe for them.

Trust and transparency

Even when governance addresses difficult or uncomfortable truths, it is crucial that
communication with families prioritises transparency. Aside from duty of candour,
transparency fosters trust, which promotes positive collaborative relationships — benefiting
family and team.

Emotionally attuned, compassionate communication with families is of paramount
importance throughout the mortality governance process. ‘Being heard’ and ‘recognised as a
parent’ are extremely important!>1®, Insensitivity and poor communication have been
highlighted as a factor that causes distress or feelings of helplessness in some cases >,
Guidelines for effective communication can be found in the Code of Practice for the
diagnosis and confirmation of death!2. However, it should be noted that effective
communication is a complex set of relational skills, and cannot be adequately conveyed in a
written guideline.

o All staff involved should have access to high quality specialist dialogical
communication skills training, including opportunities for experiential, reflective
learning with feedback®®.

O Sands provides a range of specialist training workshops focusing on communication,
for staff in clinician and non-clinical roles®.

Peer support

Research and feedback from families repeatedly demonstrates the value of peer support
from other families with lived experience following perinatal loss?°. Families should be able
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to access such peer support, and should be facilitated to do so. This can either be through
large organisations such as Sands or local community-based groups. Hospitals teams should
develop relationships with local peer support groups and maintain accessible information
about how to access this support.

e Collaboration and empowerment

Involvement of families in mortality governance improves dialogue and continuity of care
between parents and providers?! and supports parents to maintain a purposeful role
following the death of their baby.

o All families should have a named lead consultant and a named keyworker (this is a
statutory requirement in England) who can act as a consistent point of contact for

families to facilitate support, communication and engagement in the process,
including involvement in PMRT/CDRM and CDOP meetings.

o The Child Death Review Toolkit contains guidance to support professionals and
services to ensure adequate support to families through the process?2.

o Guidelines for effective communication with families can be found in the Code of
Practice for the diagnosis and confirmation of death®?.

o The level of involvement that families wish to have in the mortality governance
process will vary and should be agreed, and continually reviewed, through
discussion with the family?3.

o Allinformation required for the PMRT should be submitted promptly. Teams should
have a process to expedite this to prevent unnecessary delays in the CDRM process.
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Consensus from professionals and a parent collaborative group on the engagement of
families in the perinatal mortality review process gave the following recommendations?.

1. There should be a face-to-face explanation of the perinatal mortality review
process, supported by a written information leaflet, prior to hospital discharge.

2. The form to obtain parental feedback should be completed in a face-to-face
consultation at a private location of the parents' choice (if declined, option to
receive feedback by telephone, e-mail or post should be offered).

3. The parents should be offered the opportunity to nominate a suitable advocate or
bereavement-care midwife or nurse, who will complete the feedback form with the
parents and attend the perinatal mortality review meeting.

4. All healthcare professionals involved in the case should be notified of the perinatal
mortality review meeting in good time and attend where possible.

5. Staff involved in the case who cannot attend the perinatal mortality review meeting
should, at the very least, submit their comments.

6. Responses to the parental feedback should be formally documented in the perinatal
mortality review meeting.

7. If necessary, action plans should be made from the parental responses and
monitored.

8. A plain-English summary should be produced for the parents following the perinatal
mortality review meeting.

9. The feedback from the perinatal mortality review meeting should be discussed at
the consultant follow-up meeting, supported by the plain-English summary.

10. The consultant follow-up meeting should take place as soon as possible after the
perinatal mortality review meeting (approximately 2—4 weeks).

11. Parents should have the option to nominate a second member of staff (who could
be the designated parents' advocate) to attend the follow-up meeting with the
consultant.

12. If the parents decline to attend the consultant follow-up meeting, then the written
plain-English summary should be offered to be sent to the parents instead.

13. There should be four different parental feedback forms (for stillbirth, neonatal
death, coroner's case and termination for fetal abnormality).

14. The meeting should take place within approximately 12 weeks from the baby's
death.

© BAPM, 2025

33



Neonatal Mortality Governance

e  Cultural and spiritual sensitivity

Care should be sensitive to the intersectional cultural, spiritual and individual identities and needs of
families. Different families observe diverse important practices around the death of a baby, and
cope with bereavement in different ways?®. Specific guidance and information can be found in
existing resource?®?’. Online training is provided by The Lullaby Trust to aid in understanding the
cultural context of grief?®.

It is paramount to ask all families what their particular preferences and needs are for all
stages of the mortality governance process, and not to make assumptions that parents have
specific wishes based on their cultural or religious backgrounds. This should be particularly
born in mind when considering the timescale of the process, and the use of devices such as
cool cots, as some communities have particular requirements regarding the timing of a
baby’s funeral.

Families may find that a process of memory making at or near the end of life aids the
process of grief and loss?. Clinical staff should discuss this with families at an early stage to
understand what meaningful memory making might involve for each family.

Chaplaincy within the hospital setting can be a helpful resource to facilitate families’
preferences from an early stage, as well as community and religious or spiritual leaders from
the family’s own network.

To ensure accessibility of the whole mortality review process, all written materials should be
available in a range of languages appropriate for the local population served.

o Afelt sense of safety

When staff feel safe to ask for help, share struggles and name mistakes, the safety and
quality of care improves as does the wellbeing of the staff team. Such psychological safety is
crucial to consider when approaching learning events such as mortality review meetings,
system or network-wide shared learning events.

Whilst accountability (taking ownership of actions and their consequences) is an important
positive step for learning and development, blame (assigning fault and responsibility for a
death) is unhelpful and reliably undermines psychological safety. Blaming leads to shame
which inhibits learning. Blame is a common response when people acting from the
psychological experience of threat seek to understand the causes of an incident.
Psychological safety is a culture in which people feel able to name their mistakes or
difficulties without fear of blame or judgement. Psychological safety does not ignore
mistakes or difficulties. Rather it holds people accountable for their actions, but without
resorting to blame and shame.

Psychological safety is fostered through cultures of openness, humility and compassion,
where the intention is to ask “What help do we need?” rather than “Who is to blame?”
There are well evidenced reasons why this is difficult and requires significant scaffolding
across all layers of the system?. Practical steps towards compassionate, psychologically safe
maternity and neonatal cultures are outlined by Evans and colleagues. Psychological safety
in a team is facilitated through other collective, connecting approaches such as reflective
practice sessions and group supervision.

e Trust and transparency

Transparency of information sharing and communication both within and between teams is
crucial, to foster trusting relationships. Trust and transparency contribute to a culture of
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accountability and learning, and provides the connected relationships that facilitate feelings
of belongingness and wellbeing.

Debrief is one activity where transparent sharing of information can occur, in addition to
other key meetings and forums such as mortality review meetings. Detailed consideration of
debriefing practice is discussed below.

e Peer support

Peer support should be facilitated both within and between teams. Peer support is about
fostering a community with shared identity and relational safety — rather than simply
providing a forum for shared learning. Debrief is one way to approach this. Other
approaches include trained peer supporters within a staff group who can facilitate access to
additional support. Neonatal Networks and local systems are well placed to facilitate peer
support, especially between staff from different types of unit to promote transparency and
broaden the community of support beyond the immediate team.

e Collaboration and empowerment

Staff, regardless of their position or seniority, who have been involved in the care of a baby
who dies should be empowered to have an active voice in the mortality governance
processes that follow. This can follow the principles outlined in the Patient Safety Incident
Response Framework (PSIRF (30)). Although not all neonatal deaths will be responded to
formally using PSIRF, the underlying principle of compassionately involving all those
impacted by the neonatal death (family members and staff) provides a helpful framework to
guide support from staff.

Other pathways of reporting can empower staff to contribute their voice to mortality
governance, including Maternity and Neonatal Safety Champions, and Freedom to Speak Up
Guardians. All trusts should ensure that such roles are in place, adequately resourced and
easily accessible to all staff in the team. BAPM has produced guidance on ‘How to Raise a
Concern’ for neonatal professionals®! if such actions are required.

e Cultural and spiritual sensitivity

Staff bring with them personal beliefs about death and dying — shaped by their culture,
spirituality, gender and more — which impact on their experience of working with families
who suffer a neonatal death. Care should be centred around the beliefs and experiences of
families. This means that the intersection of the personal beliefs of family and staff can
sometimes lead to significant moral distress for staff — where they are being asked to
provide care that threatens or even violates their moral code. Staff should have the
opportunity to reflect on their own intersectional identities and how this shapes their beliefs
about the work that they are doing.

There are particular groups who may need targeted or particularly tailored support through
mortality governance processes, to ensure they are able to access the universal information and
support available. The information below is not exhaustive and providers should discuss any
particular support needs with families individually.

Support for families

e Parents with further needs

Autistic people may have specific ways of thinking about death and associated rituals. They
might need additional support, in the way of adapted communication, to understand the
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feelings and behaviour of other people, or to understand what has happened, and what
might happen next in the process.

As with all families, the best way to support an autistic person is to get to know them, their
strengths and their particular needs especially around adaptations to assist them in
processing and communicating information. Additional information can be found on the
autism.org website®2,

Adults with learning disabilities might have a reduced ability to understand new or complex
information; struggle to learn new skills; and have difficulty coping independently. This
group are at risk of exclusion from services due to a lack of adequate tailored support. The
production of easy-read information resources; the use of advocacy services or other
specialist professionals (such as learning disability nurses, social workers, psychiatrists,
psychologists or speech and language therapists); and additional time and flexible
arrangements to allow for processing of complicated information can help.

e Children and young people

Although child siblings will not likely be directly involved in mortality governance processes,
they may well have questions and needs arising from the information that is shared with
their family. In some instances, young parents themselves may still be children. A list of
resources available to support children, young people and those with special educational
needs, in their understanding of bereavement can be found on the Child Bereavement UK
website?3,

e Families going through coronial proceedings

The particular stresses of a coroner’s investigation cannot be underestimated. In fact, the
counter-therapeutic impact for families of coronial investigations has been highlighted®*.
Families report valuing the presence of an advocate, either from within their existing
network or from a professional organisation such as the Coroners Court Support Service®.

Support for staff

There are particular groups who are more likely to experience a detrimental psychological impact of
this work, by the nature of and proximity to their work. This includes staff who are directly involved
in specific mortality governance processes, such as Child Death Review Keyworkers; bereavement
midwives and nurses; staff involved in PMRT or CDOP, and any staff who are required to contribute
to a coronial investigation. For these staff, restorative spaces such as clinical supervision,
psychological case consultation and reflective practice groups can help mitigate the risks linked to
the job. Professional Nurse Advocates are able to provide restorative clinical supervision, and
specialist psychological professionals provide this range of interventions when integrated into the
team.

Other processes such as Trauma Risk Management (TRiM) can be helpful to implement across
provider trusts, and can be helpful to trigger following the death of a baby, to facilitate the
recognition of those staff members who might benefit from additional support.

Support for families

For some families, particularly when there are already mental health difficulties or there is previous
trauma present, the death of a baby can result in a deterioration in their mental health. To provide
safe and inclusive mortality governance processes, providers should ensure:

e Skills in screening for mental health difficulties

Clinical staff working with families who have experienced bereavement, particularly during mortality
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governance processes, should be provided with training to recognise and identify signs of common
mental health difficulties (see Support for staff section).

e Signposting to services for the provision of mental health support

There is emerging evidence for psychological interventions to support the mental health of
parents following perinatal loss*® including cognitive behaviour therapy, and eye movement
desensitisation and reprocessing®’. Providers should have clear pathways of referral to local
services such as local psychiatric support, NHS Talking Therapies, Maternal Mental Health
Services, or their GP, to facilitate access to this support.

e Psychological professionals integrated into the multidisciplinary team

The ability of staff teams to recognise and respond effectively to the psychological needs of
families is significantly enhanced by the integration of psychological professionals into the
multidisciplinary neonatal team3®. Specialist neonatal psychological professionals can
facilitate training, case consultation, reflective supervision to the team caring for families
through mortality governance processes and also provide bereavement-focused
psychological interventions where this is indicated.

Support for staff

When staff experience a deterioration in their mental health as a result of the emotional labour of
their work with mortality, they should be able to access support from a range of sources. Above all,
trusts should ensure that this support is easy to access, clear and responsive. The support should be
multi-faceted to ensure that all staff needs can be addressed, including:

e Trust-wide psychological staff support services

e Employee assistance programs

e Occupational health services

e Practitioner Health

e Local external providers (e.g. NHS Talking Therapies)

Above all, it is of utmost importance that psychological professionals are integrated into the
neonatal MDT. These specialists facilitate the recognition and signposting of mental health
difficulties within the staff team related to the impact of working with death and dying, and can also
offer focused interventions that are highly accessible.

Debriefing

Clinical teams should develop clear and consistent pathways of debriefing following the death of a
baby. There are many different models and approaches to debriefing, with detailed protocols
available at the Paediatric Innovation, Education and Research Network (PIER) website (39). Key to
effective debriefing, is to approach with flexibility, addressing the clinical or emotional concerns of
those present rather than being rigidly constrained by a protocol.

Common approaches to debriefing contrast “hot debrief” — carried out immediately after an
incident, or within the same shift —and “cold debrief” — carried out in the days or weeks following an
incident.

Hot debrief

The aim of a “hot debrief” is to ensure that any immediate safety concerns (both clinical and related
to patient and staff wellbeing) are addressed in a timely manner. There may be specific questions
that team members need to voice, answering which may prevent unhelpful patterns of rumination
and catastrophic thinking for some. There are different published protocols for hot debrief, such as
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that available at the PIER website3® or STOP5%.

Cold debrief

“Cold debrief” is an umbrella term for multiple different types of conversation, which have different
aims and intentions. The process and content of a cold debrief will differ according to the aim and
intent. Therefore it is crucial to be clear about the intended aim before convening a cold debrief. The
three primary types of debrief, identified by Kolbe and colleagues*! are:

e Debriefing to learn.

Aim: This is a clinical governance-focused activity, with the intention of learning from what has
happened. The aim is to identify areas of strong clinical practice and development needs within the
team and its standard care processes.

Content: Details of the chronology and clinical scenario are examined from different angles. More
detail about “debriefing to learn” can be found at PIER®,

e Debriefing to manage.

Aim: This is a wellbeing-focused activity, with the intention of addressing the psychological needs of
staff, to promote a culture of psychological safety, feelings of calm, self-efficacy, hope and
connection®. The aim is to promote connection between members of the team and shared
narratives.

Content: Staff share stories of their emotional responses to the incident and their resonance
with colleagues is explored.. Detailed guidelines for the facilitation of “debriefing to
manage” (also known as “Post-Event Team Reflection) by specialist psychological
professionals or other mental health professionals has been produced by the Association of
Clinical Psychologists*.

e Debriefing to treat.

Aim: This is an interventional activity, with the intention of undertaking group treatment for trauma-
related psychological difficulties.

Content: This is counter-indicated by the literature, can cause psychological harm and should not

occur.

Supporting skill development for staff

Staff need training that covers the range of competencies outlined below. Particularly for
interpersonal and relational skills, initial training delivery should be followed by continued
opportunities to embed learning through experiential and reflective practice (including simulation,
video feedback guidance, reflective practice or supervision groups and psychological debrief'®).
Training for all staff should cover:

e High quality bereavement care, in line with guidance of the Neonatal Death Bereavement
Care Pathway. National providers include:

o https://training.sands.org.uk/
o https://www.childbereavementuk.org/training
o https://bereavementtraining.com/
e Support for families following loss of a baby in multiple pregnancy. Resources available at:
o https://www.neonatalbutterflyproject.org/

e Recognition and signposting of mental health deterioration, for example:
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o https://mhfaengland.org/
Cultural competence around death and dying. National providers include:

o https://www.lullabytrust.org.uk/professionals/training/bereavement-
training/

Compassionate communication. For example:
o https://training.sands.org.uk/
o https://www.therelationalpractice.co.uk/

o https://www.theneonatalpractice.co.uk/

Training for staff involved in specific processes should cover:

Post-mortem consent taking. E-learning for this topic can be accessed:

o https://www.e-Ifh.org.uk/programmes/perinatal-post-mortem-consent/
The role of the child death review keyworker

o See https://www.ncmd.info/ for details

Debrief. There are multiple models of debrief, for which training is available, including Post-
Event Team Reflection; Critical Incident Stress Debriefing; Trauma Risk Management.
National providers of these trainings include:

o https://www.marchonstress.com/
o https://www.tidaltraining.co.uk/

Compassionate mind approaches to mortality governance and assurance processes. For
example:

o https://www.therelationalpractice.co.uk/

A range of learning resources are outlined in the Care After Death guidance (5™ edition) produced by
Hospice UK*,
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Appendix 2: Mortality Governance National and Statutory Guidance

England ‘ Wales N. Ireland Scotland
Child Death Review Child Death Review Child Death Review - Public HIS National Guidance when a
Guidance Guidance England? Health Wales (nhs.wales)? - child or young person dies?
Bereavement Support Bereavement Pathways wales/end-of-life-cares Bereavement Guidance® | Bereavement Care Pathways
(England)* Bereavement network?® (Scotland)”
Registration of Deaths Death Registration? Death Registration NI1© Death Registration Scot!
NI Matt lating t
Reporting Deaths Notification of Death Regulations!2 aCcf:Zriralémq © Referral to Procurator Fiscal4
. MCCD Guidance®® MCCD Guidance Scotland®?
Medical Death MCCD Regulationsi®
s B Guid di
Certificate uidance surrolnding HIS DCRS key resources??®
deathl®
Medical Examiner England
. . Requlations?® Medical Examiner Wales
Medical Examiner - )
RCPath Good Practice Regulations?

Series ME and child death??

SUDI Toolkit in draft: not
SUDIC Guidelines? PRUDIC Guidelines?* 0TI In draft-no HIS SUDI Guidance?

Unexpected Death currently available online
BAPM SUPC Framework?2®

Infant Organ and Tissue
Donation?

Organ Donation Infant Organ and Tissue Donation?? —
HIS Paediatric and Neonatal
Organ and Tissue Donation2®
Patient Incident Patient Safety Incident Patient Safety Incident NIAIC adverse incident HIS Reviewing and Learning
Investigations Response Framework?® Reporting3¢ reporting3t from adverse events32
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Wales

England

Scotland

N. Ireland

Live birth (any
gestation)

MCCD must be issued. Where this is not possibl

e referral to HMC/PF

Who can verify a live
birth?

*Doctor *Doctor

*Doctor or
Attending Midwife

*Doctor

Who can verify death
and issue an MCCD?

*Doctor

**Live birth (any
gestation), verification
not done by doctor,
baby subsequently
dies

Refer to HMC

Doctor can issue MCCD if
attending midwife
confirms live-birth. If no
attending midwife refer
to PF

Refer to HMC

Miscarriage (less than
24 weeks gestation)

No legal certification or registration of death required

Who can verify a
miscarriage?

Doctor or Midwife

**Miscarriage, referral
HMC/PF

No referral to HMC
(no jurisdiction for
miscarriages)

No referral to PF
unless potentially
unnatural death

No referral to HMC
(no jurisdiction for
miscarriage)

Stillbirth (24 weeks
gestation and over)

Legal requirement to register death as stillbirth

Who can verify a
stillbirth?

Doctor or Midwife

**Stillbirth, referral
HMC/PF

Refer to HMC/PF if in doubt regarding live birth or stillbirth

If stillbirth is
established, HMC has
no further jurisdiction

for stillbirths

Refer to PF if
unanticipated
intrapartum stillbirth
or potentially
unnatural cause of
death

Refer to HMC if
capable of being
born alive
(potentially
unnatural death)

*Live-birth/death verification can be done by an Advanced Neonatal Nurse Practitioner (ANNP) or
other trained personnel within health care settings, but they cannot issue the MCCD.

**please also see individual country HMC/PF referral requirements
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England
Child Death Review Overview?
Child dies
L
Immediate decision
making and notifications
Support for
the family: Steps prior to
-engagement 1 ™ | review by CDR
-information Investigation and partners
-key worker information gathering
Local and national
! learning shared
.g.to COR &
Child Death Review ngeguardlng
Meeting partners
Focus on the individual
Focus on local and J
v Independent revie National Child
2 Parinors at Child Mortality Database

Medical Examiner Process?%??

Overview of process for death certification

]
Medical examineriofficer advice Concerns (if detected) ' APs, MEs, HMC and register office work together to faciltate urgent release of body if required and where |
Passed possible
To APs, HMC/Corgners Officers

Discuss and amend cause of L] of provides BUGHESHNG Cause
[ of death may need revision. regestrar consults ME Mmﬁmdmﬂd
Medical Examiner Scrutiny Rldllﬂtlonol'
Attending Practitioner Rieview of mechcal records, ME and MEC) note conciusons ME/MEQ sencs There s aisc scope for
P reviews: boath rcord weh 3 vew t0 Discussion betwssn AP and MEMEO fnct for ME MCGD). mdm:‘ r- """’h?“'"w""
establisting cause of death bor AP Medical ﬂﬂ!ﬂﬂl
Certificate of Cause of Death (AP MCCD) MEMEQ offer discussion with representative of the deceased -
mnpiar coure of death s oppoelardy b rae comeer Mt RN syt
by AP and ME
HNotifiabie 'y Ether cause of death agrood. and proceed 1o compiete MCCOD, IEMDCD-'-IM
deaths to HMC @ o notify HMC if cause of death not agreed
from AP or ME B
demmm Desposal
HMC sends CN1A form by refernng practiioner | HMC Order
With relevant information 1o sends CN1B lorm with relevant W"’"‘ mors:o HNIC can also
AP and ME for AP MCCD information 1o ME for ME MCCD o regietrar 8121 issue a Disposal
Order after
~ opening an
. investgation,
f Coroner decision: Coroner investigation discontinued frich Whats may
no duty to investigate o may not
| Natural causes of death established proceed 10
With or without post-mortem examinabon irGuest
o - oo )
P ¥ ong T
E by HMC office to if there is a duty [

" f Coroner decision: h Coroner: inquest
| duty to investigate

Investigation opened. InCludes post-moriem

Key: examination if requested by HMC p,
AP (Atiending Practbonar) L
HMC (HM Coroner)
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Circumstances Requiring Notification to HMC, England & Wales!?

A baby’s death should always be notified to the coroner where there is reasonable
cause to suspect that the death was due to (i.e. more than minimally, negligibly, or
trivially caused by or contributed to by) any of the following:

¢ poisoning including by an otherwise benign substance;

* exposure to, or contact with a toxic substance;

¢ use of a medicinal product, the use of a controlled drug or psychoactive substance;

¢ violence, trauma or injury;

¢ neglect, including self-neglect.

¢ the person undergoing any treatment or procedure of a medical or similar nature;

In addition, a person’s death should always be notified to the coroner where:
¢ the registered medical practitioner suspects that the person’s death was unnatural,
but does not fall within any of the above circumstances;
¢ the cause of death is unknown;
¢ the registered medical practitioner suspects that the person died while in custody
or otherwise in state detention;
¢ there is no attending practitioner, or an attending practitioner is not available
within a reasonable time to sign a MCCD in relation to the deceased person; or

¢ the identity of the deceased person is unknown.

Also see above table on UK requirements for verification of livebirths and deaths in babies.
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Reviewing and Learning from the Deaths of Children?

Neonatal Mortality Governance
A BAPM Framework for Practice
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Circumstances Requiring Referral to Procurator Fiscal (Scotland)*

The following deaths must be reported to the Procurator Fiscal (‘reportable deaths’):

Unnatural cause of death:
Any death which cannot be entirely attributed to natural causes (whether the primary cause or a contributing factor) including:
e Suspicious deaths —i.e. where homicide cannot be ruled out
e Drugrelated deaths - including deaths due to adverse drug reactions reportable under the Medicines and Healthcare
Products Regulatory Agency (MHRA) (Yellow Card Scheme)
e Accidental deaths (including those resulting from falls)
e Deaths resulting from an accident in the course of employment
e Deaths of children from overlaying or suffocation
e Deaths where the circumstances indicate the possibility of suicide

Natural cause of death:
Deaths which may be due in whole or part to natural causes but occur in the following circumstances:

(a) Any death due to natural causes where the cause of death cannot be identified by a medical practitioner to the best of his
or her knowledge and belief

(b) Deaths as a result of neglect/fault

Any death:

e which may be related to a suggestion of neglect (including self neglect) or exposure

e where there is an allegation or possibility of fault on the part of another person, body or organisation
(c) Deaths of children
Any death of a child:

e which is a sudden, unexpected and unexplained perinatal death

e where the body of a newborn is found

e where the death may be categorised as a Sudden Unexpected Death in Infancy (SUDI)

e which arises following a concealed pregnancy

Any death of a child or young person under the age of eighteen years who is ‘looked after’ by a local authority, including:

e achild whose name is on the Child Protection Register

e achild who is subject to a supervision requirement made by a Children’s Hearing

e achild who is subject to an order, authorisation or warrant made by a Court or Children’s Hearing (e.g. a child being
accommodated by a local authority in foster care, kinship care, residential accommodation or secure accommodation)

e achild who is otherwise being accommodated by a local authority

(d) Deaths from notifiable industrial/infectious diseases
Any death:

e due to a notifiable industrial disease or disease acquired as a consequence of the deceased’s occupation in terms of
column 1 of Part 1 of Schedule 3 to the Reporting of Injuries, Diseases and Dangerous Occurrences Regulations 1995 (see
http://www.legislation.gov.uk/uksi/1995/3163/schedule/3/made and Section 10 of this guidance)

e which poses an acute and serious risk to public health due to either a Notifiable Infectious Disease or Organism in terms
of Schedule 1 of the Public Heath (Scotland) Act 2008 (see http://www.legislation.gov.uk/asp/2008/5/schedule/1) or any
other infectious disease or syndrome,

(e) Deaths under medical or dental care (see full guidance for details)
Any death:

e the circumstances of which are the subject of concern to, or complaint by, the nearest relatives of the deceased about
the medical treatment given to the deceased with a suggestion that the medical treatment may have contributed to the
death of the patient.

e the circumstances of which might indicate fault or neglect on the part of medical staff or where medical staff have
concerns regarding the circumstances of death

e the circumstances of which indicate that the failure of a piece of equipment may have caused or contributed to the death

e the circumstances of which are likely to be subject to an Adverse Event Review (as defined by Healthcare Improvement
Scotland)

e where, at any time, a death certificate has been issued and a complaint is later received by a doctor or by the Health
Board, which suggests that an act or omission by medical staff caused or contributed to the death

e caused by the withdrawal of life sustaining treatment or other medical treatment to a patient in a permanent vegetative
state (whether with or without the authority of the Court of Session). (See Section 13 below)

e which occurs in circumstances raising issues of public safety.

Deaths while subject to compulsory treatment under mental health legislation and deaths in legal custody (see full guidance).

Also see above table on UK requirements for verification of livebirths and deaths in babies. 48
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Neonatal Mortality Governance

Circumstances Requiring Referral to HMC, N Ireland®3

A death is reported to a Coroner in the following situations:
e adoctor did not treat the person during their last illness
e adoctor did not see or treat the person for the condition from which they died within 28
days of death
e the cause of death was sudden, violent or unnatural such as an accident, or suicide
e the cause of death was murder
e the cause of death was an industrial disease of the lungs such as asbestosis
e the death occurred in any other circumstances that may require investigation
A death in hospital should be reported if:
e thereis a question of negligence or misadventure about the treatment of the person
who died
e they died before a provisional diagnosis was made and the general practitioner is not
willing to certify the cause
e the patient died as the result of the administration of an anaesthetic
A death should be reported to a Coroner by the police, when:
e adead body is found
e death is unexpected or unexplained
e adeath occurs in suspicious circumstances

Also see above table on UK requirements for verification of livebirths and deaths in babies.
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Appendix 3: Case examples

A baby is delivered at home at 18 weeks gestation and mother and baby are brought to the hospital
by ambulance. The parents report that their baby moved and gasped prior to the arrival of the
ambulance. No signs of life were seen by the ambulance crew, and the baby has no signs of life when
examined at the hospital.

Can the doctor issue a MCCD?

A MCCD cannot be issued as a doctor has not witnessed the baby showing signs of life.

It would be important to sensitively discuss with the family what movements they saw. Fleeting
reflex activity including transient gasps, brief visible pulsation of the chest wall or brief twitches or
involuntary muscle movement observed only in the first minute after birth do not constitute signs of
life. In this case, the family thought their baby was breathing for several minutes and they could also
see the heart beating through the chest wall.

The case should be referred to HMC/PF. This should be sensitively handled with families, and
clinicians should work closely with HMC/PF to ensure a smooth process that does not cause delays
and minimises distress to the parents.

Discussion Points

e Inthe UK, a baby born alive at any gestation who dies shortly after birth must legally be
registered as a live birth and a neonatal death, and the parents issued with a neonatal death
certificate

e Ensure thorough documentation of any signs of life witnessed by parents or other non-
medical personnel present and how long these signs persisted for.

e If a baby is born showing signs of life, regardless of their gestational age, whenever possible,
they should be assessed by a doctor (preferably an obstetric doctor with whom the family
have had some contact) to confirm and document the live birth. Confirmation of death, and
a death certificate can then be issued if the cause of death is known.

e Referral to HMC/PF for live-born infants who subsequently die differs between the 4
nations in UK depending on who has verified the live-birth (see Table 1)

e Information and videos for families and health professionals regarding determination of
signs of life following spontaneous birth before 24+0 are available at MBRRACE-UK Signs of
Life

e SUDIC/SUDI/PRUDIC processes would not normally be indicated in live births at or below
the threshold of survival unless circumstances suggest an unnatural death. In cases where
the gestation is unknown, these processes may be initiated but can be stood down if it is
clear the baby is pre-viable and there are no other safeguarding concerns.

e In England, all livebirths need to be referred to CDOP.

*England/Wales <28 day MCCD nomenclature is used in these examples.
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Table 1: UK requirements for verification of livebirths and deaths in babies

England | Wales Scotland N. Ireland

Fivelkinthilany MCCD must be issued. Where this is not possible referral to HMC/PF

gestation)
Who can verify a live * *Doctor or
D *D *D
birth? octor octor Attending Midwife octor
Wh if h
o can verify deat *Doctor

and issue an MCCD?

**Live birth (any Doctor can issue MCCD if

gestation), verification attending midwife

not done by doctor, Refer to HMC confirms live-birth. If no Refer to HMC
baby subsequently attending midwife refer

dies to PF

Miscarriage (less than

. No legal certification or registration of death required
24 weeks gestation) g g q

Who can verify a

D A—— Doctor or Midwife

No referral to HMC (no No referral to PF No referral to HMC
jurisdiction for. unless potentially (no jurisdiction for
miscarriages) unnatural death miscarriage)

**Miscarriage, referral
HMC/PF

Stillbirth (24 weeks

. Legal requirement to register death as stillbirth
gestation and over) salreq g

G CEIn VT & Doctor or Midwife

stillbirth?
Refer to HMC/PF if in doubt regarding live birth or stillbirth
Refer to PF if .
* %k H H
Stillbirth, referral If stillbirth is unanticipated czefaeglzool:tﬂeﬁ:
HMC/PF established, HMC has | intrapartum stillbirth P . &
L . born alive
no further jurisdiction or potentially .
L (potentially
for stillbirths unnatural cause of
unnatural death)
death

*Live-birth/death verification can be done by an Advanced Neonatal Nurse Practitioner (ANNP) or
other trained personnel within health care settings, but they cannot issue the MCCD.
** Please see Appendix: National Guidance for a full list of referral criteria to HMC/PF across the UK

*England/Wales <28 day MCCD nomenclature is used in these examples.
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A baby is born in hospital at 22 weeks. There is brief visible pulsation of the chest wall for a few
seconds after delivery, the baby takes 4 gasps with some twitching movements of the arms and legs
which cease after 40 seconds. No spontaneous movement, heart rate, breathing or crying is seen
after this.

Can the doctor issue a MCCD?

No, an MCCD cannot be issued as this baby was not born alive. Fleeting reflex activity including
transient gasps, brief visible pulsation of the chest wall or brief twitches or involuntary muscle
movement observed only in the first minute after birth does not warrant classification as signs of
life. An unofficial “certificate of birth” or “certificate of pregnancy loss” can be issued from the
hospital if this accords with parental wishes. Parents are also able to apply for a government
sponsored Baby loss certificate in England and entry to the Memorial Book in Scotland. There is
currently no official recognition for these losses in Wales and Northern Ireland.

Discussion Points

e For pregnancy or baby loss where the birth occurs before 24 weeks of pregnancy and there
were no reported signs of life, there is no requirement or permission by law to officially
certify the death or register the death as a stillbirth and an MCCD is not required.

e Referral to HMC/PF for miscarriages differs between the 4 nations in UK (see table 1)

e Information and videos for families and health professionals regarding determination of
signs of life following spontaneous birth before 24+0 are available at MBRRACE-UK Signs of
Life

e SUDIC/SUDI/PRUDIC processes do not apply to miscarriages. However, in cases where the
gestation is unknown and the birth is unattended by the relevant health professional, these
processes would be initiated as for an unattended stillbirth until gestation has been
established.

er24
A mother is alone and goes into labour at 33 weeks gestation. She calls her maternity unit, and they
advise her to call an ambulance. When the ambulance arrives, the baby has recently been born, and
the ambulance crew cannot detect any signs of life, with confirmation of these findings by a doctor
on arrival at the hospital. Sensitive discussion with the mother following her admission to hospital
indicate there were no signs of life after delivery. The circumstances surrounding the birth are not
thought to be suspicious.

Can the doctor issue a MCCD?
A MCCD cannot be issued. A medical certificate of stillbirth can be issued, and the birth must legally
be registered as a stillbirth. A JAR/PRUDIC referral or equivalent should take place.

Discussion Points

e Itis alegal requirement that all babies born without signs of life from 24 weeks gestation
onwards in the UK are registered as stillbirths

e Adoctor or a midwife can issue a medical certificate of stillbirth.

e Where there is uncertainty regarding whether the baby was live-born or not, no MCCD
should be issued, a referral to HMC/PF should take place and, in England, the case should be
referred to CDOP. The CDOP process would not be continued if it is determined that a baby
was stillborn.

e Investigation by HMC/PF for stillbirths differs between the 4 nations in the UK (see table 1)

*England/Wales <28 day MCCD nomenclature is used in these examples.
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e A hospital postmortem should be discussed with the mother/parents if HMC/PF postmortem
is not required. Further information on investigations and management following stillbirth is
included in RCOG Green top Guideline no.55. Care of Late Intrauterine fetal death
and stillbirth

e A JAR/ PRUDIC referral or equivalent should take place where birth occurs without medical
professionals being present, for a live-born baby who subsequently dies, or a stillborn baby
born without medical professionals present.

A male baby is born at 22 weeks following spontaneous vaginal delivery. There has been good
antenatal care and no known maternal factors. The parents and clinical team have agreed that
intensive care is not in his best interests; he is live-born and receives comfort care/cuddles from his
parents. He dies at 40 minutes of age on labour ward.

Can the doctor issue a MCCD?
A *MCCD can be written. The cause of this death was clear, and there were no unnatural features.
The cause of death would be:

Main disease or condition (a) Extreme prematurity — 22 weeks gestation

Discussion Points

e Include the gestational age in weeks on the death certificate

e Sensitively include relevant maternal diseases or conditions affecting the baby in discussion
with the family

e When there is a livebirth following a termination of pregnancy, HMC/PF should be notified.
More detailed information, including the different legal requirements across the UK in these
circumstances are outlined in the RCOG position statement (RCOG Position Statement
following Chief Coroner's Guidance no. 45)

/\JIID-.
A male baby is born at 27 weeks gestation following spontaneous vaginal delivery. He has significant
respiratory distress syndrome and is ventilated in 45% oxygen when he suddenly becomes hypoxic
and bradycardic on day 5 and, despite full resuscitation, he does not survive.

Can the doctor issue a MCCD?

In this case the cause of the sudden deterioration is not clear. It would not be right to issue an MCCD
and, if there was no further information, the case will need to be referred to HMC/PF. A discussion
with the designated doctor (England only) regarding whether JAR/ PRUDIC or equivalent is indicated
(see Sudden Unexpected Death in main framework document)

Discussion Points
e |[f there was evidence supporting the reason for collapse, for example pneumothorax, a
MCCD could be written if no issues of care were thought to contribute to the death.
e |t is not usually appropriate to write the main cause of death as (a) Extreme prematurity
without justifying it with further diagnoses in babies over 24*° weeks gestation.

A female term baby has clear evidence of hypoxic ischaemic brain injury following a cord prolapse.
She dies on day 6 following an MRI scan that confirms profound hypoxic ischaemic brain injury.

*England/Wales <28 day MCCD nomenclature is used in these examples.
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Can the doctor issue a MCCD?

An MCCD can be issued in this case (except in Northern Ireland — see below):
Main disease or condition (a) Hypoxic Ischaemic Encephalopathy
Main maternity disease or condition (c) Cord Prolapse.

Discussion Points

e Hypoxic ischaemic encephalopathy (HIE) should always be justified by its reason on an
MCCD.

e Sometimes there is a clear and natural sentinel event that could not have been predicted
and was well managed which would allow the death to be recorded as natural, but such
events are not present in many cases.

e There should be a very low threshold to refer such cases to HMC/PF as not all information is
available immediately following birth and issues of care that may have contributed are not
known until a fuller investigation is undertaken. It is therefore important to provide as much
information as possible in the HMC/PF referral.

e In Northern Ireland, all deaths from Hypoxic Ischaemic Encephalopathy must be reported to
HMC.

A 32-week gestation baby collapses on day 10 of life with low blood pressure and peripheral
perfusion, a slightly elevated WBC and no rise in CRP. The infant sadly dies within 24 hours and
blood culture results are not yet available.

Can the doctor issue a MCCD?

No. A slightly elevated white blood cell count alone is insufficient evidence of septicaemia and the
case should be referred to HMC/PF. A JAR/ PRUDIC referral or equivalent should be initiated. If blood
cultures subsequently grow a pathogenic organism consistent with the clinical picture, HMC/PF can
be updated and may permit an MCCD to be written at this stage and the SUDIC/SUDI/PRUDIC
process may be stood down.

Discussion Points

e Doctors should write the MCCD to their best knowledge and belief and so if they believe
sepsis is the reason, they can write this but there needs to be more evidence than simply an
unexplained collapse and minor changes in blood sepsis indicators.

e |[f sepsis is written on the MCCD, the source or “sepsis of unknown aetiology” should be
included.

e |n England, this case should be discussed with the ME; there may be an agreement to await
blood culture before deciding on HMC/PF and JAR/SUDIC referrals.

A 26-week gestation baby develops sepsis and severe necrotising enterocolitis at 30 days of life.
There have been no issues of care. The baby has a perforation identified on X ray and is taken for a
laparotomy, which confirms total bowel involvement. With this information the team and family
agree that this is not compatible with long-term survival and following discussion with the family,
end of life care is supported.

Can the doctor issue a MCCD?
In this case the operation confirmed a devastating condition and did not contribute to death. It

*England/Wales <28 day MCCD nomenclature is used in these examples.
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would be reasonable for the doctor to write an MCCD:

Main disease or condition (a) Necrotising enterocolitis,
Other diseases or conditions ininfant  (b) Preterm 26 weeks gestation.

Discussion Points

e Deaths which follow an operation necessitated by a natural iliness need not be reported
unless the operation itself, or postoperative care, had a more than minimal contribution to
the death.

A 24-week gestation baby dies following a brain haemorrhage which occurred after insertion of a
ventriculo-peritoneal shunt for post-haemorrhagic hydrocephalus. Before the operation there were
extensive conversations with family and formal consent, describing brain haemorrhage as a potential
recognised serious complication of this procedure.

Can the doctor issue a MCCD?
No. This case requires referral to HMC/PF.

Discussion Points

e If arecognised complication of treatment has a more than minimal contribution to death the
case needs referral to HMC/PF. Even the very best care can have complications.

CD hasbeen'is

e Clusters of deaths, or increased mortality rates or unexpected findings in individual case
review need investigation.

e Such signals might be raised by neonatal unit members themselves, the medical examiner,
regional organisations eg. neonatal ODN/ LMNS, the public or from national data sources.

e Itis important that such investigations have clear terms of reference and families have the
opportunity to contribute.

e If any such investigations lead to concerns that previously unknown factors which require
notification to HMC/PF may have contributed to the death in any individual case, then
HMC/PF should be informed.

*England/Wales <28 day MCCD nomenclature is used in these examples.
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