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Introduction

The Norfolk and Suffolk Child Death Overview Panels (CDOP), review the death of every resident
child aged under 18 years in Norfolk and Suffolk. They report into the respective Safeguarding Children
Partnerships.

In October 2018, the Department of Health and Social Care (DHSC) assumed national leadership of
the child death review process and published guidance; Child Death Review: Statutory and

Operational Guidance (England) for reviewing the deaths of all children regardless of the cause of

death. This guidance aims to put bereaved families at the heart of the review process.

It also aims to standardise practice and outputs to enable thematic learning. The data collected is
uploaded to the National Child Mortality Database (NCMD) via the use of E-CDOP software which
captures data from CDOPs across England in one place. This makes it possible to draw out a greater
level of background information regarding children who die and the factors that may contribute to
their deaths, enables a more systematic approach to reducing child death where possible and assists
learning about how best to support bereaved families. NCMD produces annual monitoring and
thematic reports into specific areas of practice.

The Child Death Overview Panel (CDOP) annual report is a summary of the activity carried out by the
panels in line with the national guidance which include child mortality trends, causes of death,
modifiable factors, actions taken, and any lessons learnt - all of these are considered by each CDOP
for every child death. The aim is to seek to improve outcomes for children across Norfolk and Suffolk.
This report summarises the work of both CDOPs and the cases that have been reviewed in the period
from April 2023 to the end of March 2024.

Each county has established a specific Child Death Review
Team (CDRT), Suffolk since 2019 with Norfolk following from
April 2021. These have both proved instrumental in improving
the quality and effectiveness of practice.

The Child Death Review process is important, can be
challenging and is rewarding. Thanks are due to all those who

have taken part and contributed to this process in Norfolk and
Suffolk.
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Executive
Summary

Number of deaths Number of cases
durmg 23/24: reviewed 23/24:

78 83

During 2023/2024, Norfolk and Suffolk CDOP’s met on 14 different occasions (8 for Suffolk and 6
for Norfolk).

There were 78 deaths in children under the age of 18 years old in total between Norfolk (46),
Waveney (3) and Suffolk (29). This was a reduction from 88 deaths last year. The decrease was in
the number of deaths in Suffolk. 55 of the 78 deaths (70%) were in babies under a year of age. This
compares with 61% in England. There was an increase in deaths of infants under a year of age both
in the O-27 days age range and infants 28-364 days, in comparison to 2022-23.

Between April 2023 and March 2024, Suffolk and Norfolk reviewed 83 deaths. Norfolk reviewed
41 cases and Suffolk reviewed 42 cases (38 Suffolk and 4 Waveney). In 27 cases (33%) modifiable
factors were identified. This is comparable to 34% of cases identified in Norfolk and Suffolk last
year and lower than the national average of 43% of cases in 2023/24.

The main categories of death were Chromosomal/Genetic Abnormalities (30 cases),
Neonatal/Perinatal Events (25 cases), Malignancy (10 cases) and Acute Medical Conditions (6
cases) and 4 cases were secondary to Sudden Infant Death Syndrome (SUDI).

Amongst cases with identified modifiable factors, the most frequent primary category of death
was perinatal/neonatal events, constituting almost half (48%) of cases (Figure 1 - Page 11). This was
followed by chromosomal genetic and congenital anomaly which covered 15% of cases; sudden
unexpected/unexplained death and suicide or deliberate self-inflicted harm followed, making up
1% of all cases with identified modifiable factors respectively.

41% of all 27 cases with modifiable factors occurred in the perinatal/neonatal period (Table 3 -
Page 14). Infants between one month and 1 year of age comprised 30% of all cases with modifiable
factors. The third most common age group involved children aged 15-17 years, with 5 cases (19%).
Importantly CDOP identified modifiable factors in service provision (47% of all modifiable factors
in all cases). For infants, the modifiable factors related to social environment played an important
role (safer sleeping).

The median number of days from the child’s death to review at the CDOP panel was 228 days
which compares extremely well with the average for England at 411.

I )
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Notifications

The CDOP panel were notified about 78 deaths between the 1st of April 2023 and 31st of March
2024. 22/78 of these cases met the criteria for a joint agency response. A joint agency response is
a multiagency response to a death occurring in any of the following circumstances: death due to

external causes/occurring in suspicious circumstances/death that is sudden/or death of a child
under the MHA.

Death notifications by month of death
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Notifications - Annual
Comparison

Death notifications by LAA and year

2019-20

MNorfolk

Suffolk I I 2 B B
Total 79 | e | 8 | 8 | 78

The population of Norfolk is approximately 916000 of which there are 168000 children
under the age of 18. Suffolk has a population of approximately 763000. There are
approximately 144700 children under 18 years. Although the rate of child deaths over a 5
year period for Norfolk and Suffolk are similar. There are year to year variations . In 2023-
24 the rate in Norfolk was 29 deaths /100,000 and Suffolk 20 deaths per 100,000. It will
be important to monitor this over time. Norfolk had a greater proportion of neonatal
deaths notified and sudden unexpected deaths notified than Suffolk.

Death notifications by age group and year
Age group

0 - 27 days
28 - 364 days
1 -4 years

5 - 9 years
10 - 14 years
15 - 17 years
Total

This year 55 of the 78 deaths (70%) were
All death notifications from 01/04/19 by month and year in babies under a year of age. This
Month of death compares with 61% in England. The
number of notifications does vary from
year to year and it is difficult to know if
there is any reason for this or it is due to
natural variation. The notifications for
Suffolk dropped and this appears to be
mostly due to a lower number of deaths
in the neonatal period in Suffolk between
2022-23 and 2023-24. Whilst Norfolk
had a slight increase. When comparing
the numbers, 2020-21 still stands out for
the low numbers of infant deaths (28-

364 days).

- ——— s s
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Efficienc Y
i CDOP England
Median number of days between g

death and CDOP meeting 298 411

% of CDOP completed cases by time taken

50%
30%
16%
0% -
a. < 6 months b. 6 - 12 months c. = 12 months

Months between death and CDOP meeting

The child death review process in Norfolk and Suffolk continues to be efficient and the majority of
deaths are brought to review at CDOP in less than 12 months. This is significantly better than the
average for England. It is not clear why there is such a wide variation in time to review deaths.
Deaths which require a criminal investigation take the longest to review followed by inquests.
There is an outstanding death from 2019 which is awaiting a reopening of an inquest and another
from 2021 awaiting inquest.

In Norfolk and Waveney we are very fortunate to have a paediatric pathologist and thus as can be

seen below the time for a post mortem report is much shorter in Norfolk than Suffolk. Any forensic

cases will have a post-mortem elsewhere and the time to receiving the post mortem report can be
over a year.

—M
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Suffolk, Waveney & Norfolk
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Total: 142 caseloads for

SUDIC/JAR total:

» 46 active cases this year
with a JAR (23 new, 23
ongoing from previous year).

» 17 of the 46 cases had

Of the 142 cases:
year:
.- » SUDIC/JAR: 34
e » Safeguarding: 19
» B3 cases carried > LeDeR:11
over from last year > :
Mental Health: 11
» 81Casesclosed T
» 61 Cases carried

over into new year

Average time for PMRT Average time for an
Report to be received: Inquest to be held:
28 weeks for Suffolk 59 weeks for Suffolk
12 weeks for Norfolk & 49 weeks for Norfolk &
Waveney Waveney

19 Cases with a Criminal Investigation

» 2 Completed Case with a Criminal™
Investigation

# 17 Ongoing Cases with a Criminal
Investigation

25 Cases with a patient safety
investigation:

v

22 Completed Cases
3 Ongoing

v

#» 3lnvolved more than one

organisation.

Organisations involved in
investigation.

GP: 4

Ambulance: 1

Ipswich Hospital: 5

West Suffolk Hospital: 3

NSFT: 4

Addenbrookes: 1

HSE: 1

QEHKL: 2

NMNUH: 6

L A A S R A A
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safeguarding concerns.
» 19 of the 46 cases were
closed at CDOP -27 remain

open.

Average time for a PM report to be

received (unexpected death):

41 weeks for Suffolk

14 weeks for Norfolk and Waveney

16 Cases with a Safeguarding Practise Review

» 7 Completed Cases with a Safeguarding
Practise Review

# 9 0ngoing Cases with a Safeguarding

o L s T

&%

Practise Review

42 Cases involving Inquest.

30 cases awaiting Inquest.

12 Completed Cases with an Inguest
2 Completed Cases involving a Prevention of
Future Death (PFD) report (no previous PFD

reports over last 5 years).

18 Cases with a LeDeR Review 2 ©
BRS

7 Ongoing Cases with a LeDeR Review

11 Completed Cases with a LeDeR Review
Out of the 18 Cases, only 8 had an EHCP and 3
were awaiting an assessment.

Out of the 18 cases, 7 were registered with a LD.



[.carning From Cases

The child death review process encourages those who take part in the reviews to consider what
has been learnt. Learning covers the whole period leading up to the death and what happens after
the child dies. How was the child death review process managed and how were the families
supported.

The CDOP panel records all the learning that has been identified. Of particular importance is the
consideration of factors that are potentially modifiable to prevent future deaths. This is challenging
and there is much debate about what might be modifiable. Some might appear relatively
straightforward if there is a clear cause identified such as blind cord safety features, securing a
swimming pool at home. However, even these rely on human behaviour to put the safety features
in place. This is much more challenging to change when we consider complex systems within
health care or wider social policy such as reducing poverty.

The panel also reports on learning relating to management of child death and the importance of
recognising good practice that has enabled families to cope with the death of their child more
positively.

Between April 2023 and March 2024, the two CDOPs reviewed 83 deaths, 45 cases from Norfolk
and 38 in Suffolk, of which 4 were from Waveney.

Norfolk and Suffolk identified modifiable factors in 33% (27/83 ) of cases reviewed as compared
to 43% in England.

% of cases where modifiable factors were identified by age group % of cases where modifiable factors were identified by ethnic group
Completed Cases where Madifiable Ethnic Group Co be Cases wh Modifiable
Reviews maodifiable Factors leviews nodifiable Factors
factors identified | Identified (%) factors identified | Identified (%)

0 - 27 days 33 11 33% White 70 23 33%

28 - 364 days 19 7 37% Unknown 0 0 0%

1- 4 years 8 2 25% Other 1 1 _

5 - 9 years 7 1 14% Mixed 5 1 20%

10 - 14 years 6 1 17% Black or Black British - 1 25%

15 - 17 years 5 50% Asian or Asian British 3 1 33%

Total 83 27 33%
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Modifiable Factors

Overview

There are 83 completed reviews included in this 2023-24 CDOP report, of which 27 (33%)
identified modifiable factors. This is comparable to 34% of cases identified in Norfolk and Suffolk
last year and lower than the national average of 43% of cases in 2023/24.

Amongst cases with identified modifiable factors, the most frequent primary category of death was
perinatal/neonatal events, constituting almost half (48%) of cases (Figure 1). This was followed by
chromosomal genetic and congenital anomaly which covered 15% of cases; sudden
unexpected/unexplained death and suicide or deliberate self-inflicted harm followed, making up
11% of all cases with identified modifiable factors respectively.

Figure 1: Primary category of death by cases with and without modifiable factors

Primary category of death by cases with and
without modifiable factors

0 10 20 30 40 50 &0 70 80 90

Acute medical or surgical condition
Chromosomal, genetic or congenital anomaly
Deliberately inflicted injury, abuse or neglect
Infection

Malignancy

Perinatal/neonatal event

Sudden unexpected, unexplained death
Suicide or deliberate self-inflicted harm
Trauma and other external factors

Total

B Cases with modifiable factors B Cases without modifiable factors

e T
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Table 1: Primary categories of death in completed reviews and cases with identified
modifiable factors

Percentage of category of
death for cases with

Completed Number of cases with .
modifiable factors (%) *

Primary category of death reviews modifiable factors (%) *

Acute medical or surgical condition 6 2(33) 7
Chromosomal, genetic or congenital

anomaly 30 4(13) 15
Deliberately inflicted injury, abuse or

neglect 1 0(0) 0
Infection 2 1(50) 4
Malignancy 10 0(0) 0
Perinatal/neonatal event 25 13(52) 48
Sudden unexpected, unexplained death 4 3(75) 11
Suicide or deliberate self-inflicted harm 3 3(100) 11

Trauma and other external factors,

including medical/surgical

complications/error 2 1(50) 4
Total 83 27 (33) 100

*Percentage calculated as cases with modifiable factors divided by completed reviews per category of death

* Percentage calculated as cases with modifiable factors per category of death divided by total cases with modifiable

factors

Which were the most common modifiable factors (domain and subdomain analysis)?

For each case, relevant contributory factors were recorded and deemed modifiable or not. Those
with modifiable factors are therefore categorised in the following section in accordance with the
NCMD Contributory Factors Guidance 2022*. Most cases had more than one modifiable factor.

Analysis revealed that factors in service provision contributed to over half of all modifiable factors
(58%) (Figure 2, Table 2). Of these, issues relating to initiation of treatment/identification of illness,
communication within or between agencies and following guidelines/pathway/policy were most
frequently identified. This was followed by factors intrinsic to the child, forming almost a quarter of
modifiable factors (23%); risk factors in the mother during pregnancy, such as high maternal BMI
or smoking/substance abuse during pregnancy, were of particular concern.

*Contributory Factors Guidance. National Child Mortality Database. Accessed at: Contributory-factors-guidance.pdf (ncmd.info)

_“
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Figure 2: Pie chart of modifiable factors by domain

Modifiable factors by domain

m A: Factors intrinsic to the child

m B: Factors in social
environment including family
and parenting capacity

m C: Factors in the physical

57.5% environment

13.2%

m D: Factors in semvice provision

6.6%

Table 2: Number and percentages of modifiable factors by domain and subdomain

Number and percentage of

Modifiable factors factors (%)
A: Factors intrinsic to the child 24 (23)
Child health history/medical conditions 4
Risk factors in mother during pregnancy/delivery 18
Emotional/behavioural factors 1
Other 1
B: Factors in social environment including family and parenting capacity 14 (13)
Smoking/alcohol/substance misuse/use by a parent/carer 10
Domestic or child abuse/neglect 1
Poverty and deprivation 1
Challenges for parents with access to services 1
Parent/carer's health 1
C: Factors in the physical environment 7(7)
Sleep environment 4
Home safety/conditions 2
Vehicle collision 1
D: Factors in service provision 61 (58)
Initiation of treatment/identification of illness 19
Following guidelines/pathway/policy 12
Access to appropriate services 4
Staffing/bed capacity/equipment 2
Communication within or between agencies 11
Communication with family 5
Other 8
106 (100)
Total
*Percentage calculated as number of domain factors divided by total modifiable factors
Norfolk & Suffolk CDOP Annual Report 2023-2024 13



How old were the children in cases with modifiable factors?

Seven out of ten cases involved children who died under the age of 1, with 41% of all cases with
modifiable factors occurring in the perinatal/neonatal period (Table 3). Infants between one month
and 1 year of age comprised 26% of all cases with modifiable factors. The third most common age
group involved children aged 15-17 years, with 5 cases (19%).

Table 3: Age group at death in completed reviews and cases with identified modifiable factors

Percentage of age group for cases
Mumber of cases with s ge group

Completed reviews N with modifiable factors (%) *
Age atdeath modifiable factors (%) *
Perinatal/neonatal
(<27 days) 33 11(33) 41
28-364 days 19 71(37) 26
1-4 years 8 2 25) 7
5-9years 7 1(14) 4
10-14 years G 1(17) 4
153-17 years 10 2 (90} 19
Total 83 27 (33) 100

* Percentage calculated as cases with modifiable factors divided by completed reviews per age group at death
* Percentage calculated as cases with modifiable factors per age group at death divided by total cases with
modifiable factors

M
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Modifiable factors in infant cases

There were 18 infant cases identified (children who died at or under 364 days of life). Most cases had
more than one modifiable factor.

In infant cases, the most frequent modifiable domain was factors in service provision, followed by
factors intrinsic to the child, factors in the social environment and factors in the physical environment
(Figure 3). The order of this distribution is the same as in cases over all age groups. However, where
service provision factors made up 58% of cases over all ages, this is lower at 41% for infant cases.
Contrarily, factors intrinsic to the child and factors in the social environment appear to play a more
significant role in infant cases with modifiable factors, from 23% compared to 30% and 13% compared
to 21% respectively.

Figure 3: Infant cases - modifiable factors by domain

Infant cases: Modifiable factors by domain

= A: Factors intrinsic to the child

® B: Factors in social
environment including family
and parenting capacity

40.9%

= C: Factors in the physical
environment

® D: Factors in service provision

7.6%
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Amongst factors intrinsic to the child, the most frequent modifiable subdomain in infants was risk
factors in mother during pregnancy and delivery - this included 7 cases of high maternal BMI, 7
cases of smoking, 3 cases of substance misuse and 1 case of alcohol misuse during pregnancy
(Table 4). On a similar note, parental smoking/substance/alcohol misuse constituted the majority
of modifiable factors in the social environment.

Factors in the physical environment for infant cases mainly involve unsafe sleeping environments,
co-sleeping and crowded living environments. Service provisional factors mainly concentrated in
issues in initiating treatment or identification of iliness, particularly during childbirth.

Table 4: Number and percentage of infant cases with modifiable factors by domain
and subdomain

Cases and percentage of

Modifiable factors factors (%)
A: Factors intrinsic to the child 20(30)
Child health history/medical conditions 1
Risk factors in mother during pregnancy/delivery 18
Other 1
B: Factors in social environment including family and parenting capacity 14 (21)
Smoking/alcohol/substance misuse/use by a parent/carer 10
Domestic or child abuse/neglect 1
Poverty and deprivation 1
Challenges for parents with access to services 1
Parent/carer's health 1
C: Factors in the physical environment 5(8)
Sleep environment 4
Home safety/conditions 1
D: Factors in service provision 27(41)
Initiation of treatment/identification of illness 8
Following guidelines/pathway/policy 5
Access to appropriate services 1
Staffing/bed capacity/equipment 1
Communication within or between agencies 5
Communication with family 2
Other ]
Total 66 (100)

*Percentage calculated as number of domain factors divided by total domain factors

_“
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Figure 4: Word cloud of all modifiable factors, generated using WordClouds.com
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Figure 5: Word cloud of infant modifiable factors, generated using WordClouds.com
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Key Themes

Gestational age:

This is a significant cause of early death due to extreme prematurity. Eleven babies were born at
23 weeks gestation or less. In the past some of these deaths might not have been notified and
were classed as a late miscarriage.

The potentially modifiable factors identified in 11 cases relate to risk factors in mother during
pregnancy and delivery. These include parental behaviour leading to high maternal body mass
index, smoking in pregnancy and substance misuse in pregnancy. These are felt to be modifiable
in theory although it is recognised that this is much more challenging in practice. A mother needs
to acknowledge that they need to change their behaviour. Services also need to be available to
help. In many situations, there are wider determinants of health relating to deprivation and
poverty. We need to reduce the rate of premature delivery to reduce the number of perinatal
deaths.

The Integrated care board are aware of the challenges posed by obesity. This requires a national as
well as local initiatives to reduce maternal obesity and improve both maternal health and to reduce
premature births.

Smoking is another factor identified in premature births. Suffolk have introduced an initiative to
reduce smoking in pregnancy. The ‘Smoke free initiative Suffolk implemented intensive support’ to
help mothers to stop smoking during their pregnancy. There have been encouraging results in a
reduction of smoking rate reported. This is being introduced in Norfolk as well.

Service-related factors

Service related factors have emerged as potentially modifiable. These included communication
between professionals and family, delays in treatment linked to not recognising the seriousness of
cardiotocogram traces monitoring the babies' heart rate and thus level of distress, not following
guidelines without good reason and staffing capacity.

Some of this relates to training and some due to pressures on staff however it is extremely
important that these are addressed in order to reduce infant deaths.

—M
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Child
Older children’s deaths are less common. The categories where modifiable factors were most
identified included Trauma 2/2, Suicide 3/3, Sudden unexpected deaths 3/4 and infection 1/2.

Unsafe sleeping arrangements

Safer sleeping initiatives are a persistent theme. There is a safer sleep awareness tool which is
being launched in Suffolk and Norfolk. In Norfolk the CDR team met with GP safeguarding leads
and presented a Child death themed Norfolk paediatric education group (NPEG) meeting. NNUH
undertook safer sleep audit to consider what information is given to parents with young infants re
safer sleep when have been admitted for other conditions which was presented at the NPEG
meeting. In Suffolk there has been a safe sleep working group which held a webinar to over 300
professionals which shared the learning from cases in Suffolk. Suffolk are preparing to launch a
safer sleep risk assessment tool to help professionals from all agencies assess the risk of SIDS and
put an action plan in place.

Understanding the importance of safe sleep is for all professionals who work with families who
can highlight the risks to babies, explain why babies are particularly vulnerable in the first few
months to parental alcohol and smoking and help parents adopt safer sleep practices. It is
important to understand what may prevent parents or make it more challenging for them to
implement this advice and to help them to reduce the risk to their babies in the first few months
of life when babies are particularly vulnerable.

Infection:

A new sepsis protocol has been introduced as a result of deaths due to infection (Suffolk).

It is well recognised that when child has a learning disability this may affect their presentation and
how they cope with treatment. Having support of learning disability nurses within acute trusts can
support both staff and children.

Recognition of a sick child continues to pose a challenge. This was also associated with
management of chicken pox infection in an immunosuppressed child. Unfortunately, the
significance of developing chicken pox whilst on steroids was not recognised and therefore
although medical advice was sought by the family the urgency to provide potentially lifesaving
treatment was not realised as soon as contact was made with health services. As a result of this
case information provided to parents has been reviewed and services within the local tertiary
hospital are working together to produce clear guidance. The aim is to have a system approach
when health professionals initiate steroids in a child to ensure all local health providers have alerts
on their records. Parents may be given information but may not realise the importance or may
struggle to persuade health professionals of the importance of early treatment.

Treatment should be started as soon as child has a contact with chicken pox and inpatient
treatment if the child has developed signs of infection. Information has been disseminated widely
to health professionals to be aware of the seriousness of chicken pox in an immunosuppressed

person and admit for treatment. I . I - l I



Immunisations awareness

Children who have conditions that increase their risk of serious chest infection should be offered
PPV 23 vaccine from 2 years of age. This was shared through primary care and public health. In
addition, it is important that this group of children are offered flu vaccination as well.

Communication

In several cases, challenges with communication emerged as both a contributory factor and
potentially modifiable factor. Although each case was slightly different it is important to consider
how information is given and how it may be received. Concerns re confidentiality may prevent
health care communicating concerns about a young person’s mental health which was identified
contributing to a young person taking their own life. It is important to consider safeguarding and
the potential impact of not informing parents about their child’s health. This is also true for
communication between mental health and primary care and schools. One theme that emerged is
the importance of ‘Think family’ and to consider the impact of parental mental ill-health on
children. This was also related to young man taking their own life.

Learning around “think family” has been shared with professionals across Suffolk and Norfolk so
that the learning from child deaths can be included in this much bigger piece of work for Suffolk
and Norfolk. The CDOPs have had positive feedback from other organisations on how they are
taking the “Think Family” approach forward however more work is still needed to see this
embedded in practice.

Record keeping

Fathers not recorded on a child’s record continues to be a recurring theme at the CDOP. Whilst
mothers and sibling’s are recorded, father’s or step fathers or partners are often not recorded on
the child’s record. There has been a lot of work within the safeguarding partnership to consider
‘Hidden men’.

Suicide:

There were three cases of suicide reviewed and in all three it was felt that there were potentially
modifiable factors. Much of the learning relates to sharing information and good communication.
It is important to consider how difficult information is shared with a young person and considering
how it may affect their wellbeing. Additional themes included poor risk assessment, delays in
assessment and initiating therapy. The importance of good record keeping and communication
between organisations. There is a reliance on the mental health services to take control when often
others could offer some support if given advice to do so. All those in a young persons life can help
to support that young person if they are given some tools to do so and may be more effective than
someone the young person has not met before.

__M
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Last Year’s CDOP Objectives

Objectives achieved from last year’s forward plan: This is the fifth joint annual report for Norfolk
and Suffolk CDOP. In the fourth joint annual report which covered the period April 2022 - March
2023, the following objectives were set for 2023 - 2024

Objective: Norfolk and Suffolk CDOP teams aim to reduce the administrative load for midwives
and neonatologist involved in completing the Perinatal Mortality Review Meetings and the E-
CDOP forms. UPDATE: Norfolk remains in the pilot for the MBRACE NCMD ECDOP integration
system. The CDR nurses attend PMRT meetings and liaise with Midwifery and governance teams
to collect data for cases.

Objective: Continue to be active participants in the East of England CDOP professionals’
network to share learning and system-led improvement. UPDATE: The child death designated DR
for Norfolk and Suffolk continues to chair this regional meeting which feeds into the Association
of Child Death Professionals (national group). Both Suffolk and Norfolk CDR nurses attend this
meeting and share learning. Over the past year there has been a focus on reviewing modifiable
factors across the region, to improve the consistency in identification and recording.

Objective: To work together with the national professional body, the Association of Child Death
Review Professionals: UPDATE: Norfolk and Suffolk have good representation in this
association, our designated Dr is on the committee and was joined by a social care representative
this year who is the first social worker to join the committee. Members of the CDR teams have
attended the annual conference and have been approached to hold a workshop for the next
event. There has been a focus around whole genome sequencing for unexpected deaths in
infancy and childhood and the importance of samples being taken as soon as possible after
death. Both Suffolk and Norfolk have been promoting this learning and working together with
professionals to ensure theses samples are taken and that processes are in place.

Objective: To Audit CDR processes across Norfolk and Suffolk to review compliance with
statutory guidelines and identify areas of weakness. UPDATE: Audits were conducted throughout
the year and shared with relevant key groups. CDR processes have been continuously reviewed
and changes put in place to strengthen the service. Both teams are currently waiting the launch
of the key worker tool kit which is hoped to strengthen the key worker role.

Objective: To continuously improve data completeness, ensuring that we are capturing 100% of
the data required. Improving this data will enable us to understand trends locally but also for the
NCMD to link with other data sets, leading to more comprehensive analysis in future. UPDATE:
Norfolk had 97-100% data completeness, and Suffolk 100% for Notifications. Norfolk achieved
between 87-100% in reporting fields, Suffolk 95-100%. Both Norfolk and Suffolk achieved 100%
data completion for Analysis fields.

e T
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Objective: Ensure delegate attendance at CDOP is robustly documented. UPDATE: There is now
systemic process in place to document attendance of CDOP meetings. There is good attendance
at all panels and no CDOP have been cancelled due to not have the keys services in attendance.

Objective: To record deprivation index data for every case. UPDATE: Suffolk and Norfolk now
complete the deprivation of index for all cases, analysing and presenting the data at CDOP so that
deprivation and its impact can be considered in each case. Suffolk were able to identify the index
for 100% of cases, Norfolk were not able identify the index in 3 cases (X2 postcodes not found, X1
case of no fixed abode)

Deprivation figures for all cases brought to Suffolk and Norfolk CDOP:

Most deprived 4 5| 6 7 | 8| 9| 10| Least deprived
area area

Numberofdeaths | 2 1 13(11| 2 |11({11|{10| 3| 5| 8

_“
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Forward CDOP Plan for
2024
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The Child Death Review

Tcams

Suffolk: The team is made up of 3 nurses (2 FTE) and an administrator (0.8 FTE)
Norfolk: The team is made up of 3 nurses (3 FTE) and a part time administrator 0.5 WTE

Both teams have had changes in team members, which along with sickness and annual leave has
been challenging to manage at times due to being small teams with minimal access to bank.

Norfolk & Suffolk CDOP Annual Report 2023-2024
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Meet The Suffolk Child Death

Review Tecam

Jacquelyn Wood
Lead Child Death Louise Skinner
Review Nurse Administrator for Child
Death Review Team
Cindie Dunkling
Designated Nurse S
Safeguarding Children & e Sarah Steel
Lead for Child Death Child Death Review Designated Doctor
Reviews Nurse for Child Death
Reviews
Georgia Lee Amy Underwood
Child Death CDOP Co-Ordinator
Review Nurse

Cindie Dunkling o Sl - Jacquelyn Wood

Designated Nurse Safeguarding & - Lead Child Death Review Nurse
Children and Strategic Lead for

Child Death Review

Telephone: 07985 315114 Telephone: 07908457031

Email:

Email:
jacquelyn.wood@snee.nhs.uk

cindie.dunkling@snee.nhs.uk

Natalie Okeh - Georgia Lee
Child Death Review Nurse V4l Child Death Review Nurse
Telephone: 07946603772 Telephone: 07908457048

Email: natalie.okeh@snee.nhs.uk | 3 Email: georgiallee@snee.nhs'uk

Louise Skinner I
Child Death Review Designated Doctor for Child
- Death Reviews
Administrator
Telephone: 01473 770089 Lt R A
. Email: sarah.steel@nhs.net
Email:

louise.skinner@snee.nhs.uk
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Meet The Norfolk Child

Death Review Team

Meet our team Contact us

The service is open Mondays to
Fridays 08.00 to 18.00, excluding
bank holidays.

)}0{{ Email address:

nwicb.chil hrevi m@nhs.n

Anne-Marie
Freeman
Lead CDR Nurse

Sarah Steel

CDR Doctor Emails are monitored daily Monday to
Friday. We will respond to emails

within 72 working hours.

@ Phone number:

01603 257160

Helen Bradbury Amy Edwards
CDR Nurse CDR Nurse
/

®

Administrator
Vacant post
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Suffolk CDR Team’s Achievements &

Deliverables

Objective: Task and finish group for SIDS to deliver safe sleep webinar and to create a multiagency
risk assessment tool. UPDATE: A multiagency safe sleep webinar was held which over 300
participates attended. The task and finish group have continued to meet to discuss and roll out the
safer sleep risk assessment tool. The tool is now available on the Suffolk Safeguarding website for
staff to access and use.

Objective: To develop and set up a peer support group for bereaved parents and carers in Suffolk.
UPDATE: The Suffolk CDR team have been successful in setting up a peer support group for
bereaved parents. This group meets once a month and is open to all parents and carers who have
lost a child under 18 years old. The group is facilitated by the CDR team with keynote speakers
invited into sessions. The aim is, after a year some of the parents to be able to access training so
that they can run the group moving forward.

Objective: To continue to deliver CDR training with MDT professionals ensuring new staff and
teams are aware of the CDR process. UPDATE: The Suffolk CDR team have continued to deliver
training across health, police, social care and education. They have also continued to hold their
yearly learning from child death study day which continues to have excellent attendance and
feedback.

Objective: To have more interaction and communication with senior colleagues within the ICB to
improve the sharing and implementation of learning. UPDATE: The Suffolk CDR team are now
embedded within the ICB leadership team and working closer with teams who have impact and
influence on taking actions forward.

Objective: To support colleagues within NHS trusts to be able to initiate the CDR process out of
hours when our team are not at work. (To continue to embed the SUDIC webpage into practice to
support practitioners out of hours). UPDATE: The Suffolk SUDIC webpage is still fully active and
accessible to the MDT, it has been updated with the changes to the Suffolk SUDIC policy.

Objective: To raise awareness of domestic abuse in Child Death Reviews. UPDATE: The Suffolk
CDR team have a domestic abuse champion who reviews all cases through a DA lense this has
helped us to take wider consideration on the impact of domestic abuse in cases brought to CDOP
and created a wider in depth discussion

Objective: To improve the recording of CDOP actions using the SMART model. UPDATE: Actions
from CDOP are now being recorded in the recommended NCMD recording modelling (Action,
Who, When), a summary document is sent out after CDOP clearly identifying actions and
monitored through the CDOP action plan which is reviewed at every CDOP.

“
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Norfolk CDR Team'’s Achievements &

Deliverables

Objective: Continue to improve communication with the tertiary units with both the expected and
unexpected child deaths. UPDATE: We have continued to improve communication and working
better together with tertiary units, and partner agencies. Promoting attendance at CDRMs both
chaired locally and away. Continue to improve information gathering from professionals that work
out of our area.

Objective: Continue to deliver training to all partner agencies involved with the children and their
families. UPDATE: Norfolk Paediatric education group- training session completed ‘child death
review process’ virtual session 100+ attendees, recipients included paediatricians, nurses, health
colleagues. Feedback received from 68 participants. All positive. Virtual training session completed
with safeguarding leads from GP surgeries across Norfolk- 20 participants. Face to face training
session by Lead CDR nurse and safeguarding GP lead for children- ‘Child death review process’.

Objective: Develop strategies to raise awareness of the importance of face-to-face meetings
between families and medical teams involved with the care of the child who died. Interim meetings
to answer families’ questions prior to feedback of results can alleviate mistrust and anger. UPDATE:
The CDR team have facilitated feedback meeting at all three of our acute hospitals between
paediatricians, obstetricians and bereaved parents. The assistance in facilitation of these meetings
has been positively received by both parents and professionals.

Objective: We strive to maintain a standard which gives best outcomes for families with the family
audit feedback tool and will aim to extend this to professionals in 23/24 to ensure we identify future
training needs. UPDATE: We have found it difficult as a team to use a feedback tool for families
who have lost a child by a SUDIC as it can appear insensitive and cause more distress. As an
alternate we record adhoc feedback that is received from parent verbally or via email or test. We
now contact all families prior to CDOP and request feedback as part of the CDOP letter process.

Objective: Due to retirements in the next year, there will be changes to the staffing of the CDR
nursing team and a recruitment process. UPDATE: Following retirement a new Lead nurse has been
appointed. Two FTE Band 7 Child Death Review nurses have been appointed, trained and working
closely with recently suddenly bereaved families providing support. The administrator for the CDR
team has resigned and as a team we will now share the administrators with all age safeguarding
team. Training of the administrators has commenced.

_“
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Norfolk & Waveney and Suffolk Child
Death Review Teams Objectives
2024-2025

o Continue to improve communication and working better together with tertiary units, and
partner agencies. Promoting attendance at CDRMs both chaired locally and away. Continue
to improve information gathering from professionals that work out of our area.

» Amalgamate statutory guidelines and job descriptions for CDR nurses and develop a
keyworker standard operating procedure for the CDR nurses. In line with trauma informed
practice rename the Child Death Review Nurses ‘Compassionate review nurses’ and embed
the key worker toolkit in practice.

e Commence annual memorial service for bereaved families across Norfolk and Waveney
localities, including a book of remembrance. Send anniversary card to families whose child
has died suddenly and unexpected and they have received assistance from the CDR team.

e Improve the CDR team’s visibility by working face to face in the acute hospitals on a rotating
basis providing a drop in service for professionals. To improve working relations, promote
awareness of the child death review statutory process and the work of our team.

o Create a set of online education videos regarding the CDR process. These videos will be user
friendly, succinct and easily accessible. They can be added to mandatory training from all
paediatricians and nurses and extended across the network.

e Deep dive analysis of child deaths over past three years looking at the deprivation deciles and
cause of deaths.

e Review access to bereavement support across Suffolk exploring quality and equity
highlighting and escalating the need for improved provision of bereavement support for
unexpected deaths. Availability and access to resources for all families following a child death
to be reviewed.
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Training And Education Delivered
By CDR Teams

Suffolk Learning From Child
Deaths Study Day

Suffolk Safer Sleep 80 Professionals
Webinar

Suffolk Police FLO
Training

35 Officers
300 MDT Professionals

Suffolk GP
\ Training
Norfolk Virtual GP Training 40 GPs
20 GP's

Suffolk Student Midwives & Nurses
45 Students

Morfolk GP Safeguarding
Children Training

S0 GPs

MNorfolk Paediatric
Education Group

100+ Professionals

To subscribe to the Suffolk CDR Newsletter, please email:
child.death.review@snee.nhs.uk
To subscribe to tt[e Norfglk & V!gyeney CDR Newsletter,
please email: nwicb. &llddeathrewewteam@nhs net

f

Norfolk & Suffolk CDOP Annual Report 2023-2024 L



mailto:child.death.review@snee.nhs.uk

Learning From Chilel Death in Suivelk =
Wednesday 18% October 2023

“Very Interesting &

“Interesting and 75 peo ple atte ndEd the eVe nt informative”

engaging case-

based . . .
disc;:sions" “Excellent organisation of the event, thank you for all the efforts ~ “Case studies and family
experience very insightful &

put into this educational/training event”
informative”

“Thank you for sharing cases  «y7 .
as allows us to reflect on our Lsifl:ﬂ to bﬁ.ltn; ro;::m “Enjoyed being able to network”
. with a multitude o
own practise .
services Brilliant information about the whole

“It was great for it to be p . - process so we can support families
oroner was very interesti
c as very stng and each other if a child death occurs”

face to face and meet new ) )
“This event was very useful and Now feel part of a blended

people within Suffolk™ very helpful discussing cases” community of partners all
working together to help
children and families through
bad times”

From the evaluation forms, 100% of attendees found

: : “Very informative and
“Variety of subjects and s s ‘
speakers - all different but the tralnlng USE‘fUL Usetf;:lﬂ to f:ﬁd_outLthe
relevant - excellent learning  « . . other roles in the
Food was amazing, and location was "
opportunity” 9 SUDIC process

“Would recommend to other ~ Family voice was invaluable,

healthcare professionals® SO important to learn from

great” i _ _
2nd year of coming, love it!

- -ainiNng’ )N
Fabulous Training . 10 OVe ra “ Found the sessions so useful and
“Case studies oe 10/ LV &7 informative, s;zzz:f‘ers were great

|
very pOWCIfll “It was wonderful to see SUDIC

and useful” “Fab dif}' - full of 1nfo, including expected and neonatal
death. | tried to push this 20 years

“Really interesting, made thank vou” ago when the first protocol was
e thivde a Lot about how | . ' written. Also, for keeping SUDIC in
cam apply my learning in Everyone was very _‘h.e title, partner§ involved in the
Ienowledgeable” original protocol will be proud of how
this has moved forward over the

my role 0 a4 MASH SW. |

will be reflecting on and  “Roally interesting and thought-

. . L : : p have such a cohesive response to
writing about thic training  provoking dau, especially enjoyed ©
riting about this tr 9 P g day, esp y enjoy a death of a child.”

as part of my SWE CPD” the coroner’s talk”
“Thank you for allowing students to attend”

years. Suffolk families are very lucky

“Lovely lunch”

97% of attendees enjoyed the event being held face to
face and would like this to continue at future events
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Norfolk Paediatric Education Group
(NPEG) - January 2024

: Very Useful And
=xcellent 100+ Professionals %, ¢
Informative Study Relevant
Morning Attended

Excellent, Sensitive Ang  All Professionals Spoke
ExcellentTalk = W SEASLLVE AR b

Wice With A Lot Of
Excellent Selection Of Topics Knowle.dge And
And P ati Great Session, Thank Compassion Towards
In resentatons You Families
Clear And Concise : a7~
Clear And Good @6 C?/wmgf Jalk
Fantastic Balanced Resources Given Great Speakers And
Session Excellent To See Interesting Discussions
Interesting From Pdrent’s View Well Presented
Overview O
The 4 Very Helpful To Understand Solid Presentation
Pathologist’s Parent's Perspective And Wihen To-
Role Informative Presentation Discussing Refer Cases To-Tihe
The Role of CDOP Coroner
Excellent National Data Good Session Givin
: 9
And Audit Thoroughly Enjoyed Lots Of Thought-
_ Amazing Speaker Provoking Content
Good Understanding Reall gMpe. ’ 7
Of The Process Of cally Moving Really Helpful And
Inquest And The 1 Quite A Different
Coroner’s Role Helpful To WMW My Perspective
Helps You Understand Understanding - -
_ Lots Of Things Tc
Differing Roles Very Emotive And R
Gave Insight Into . o
Very Well How Death Affects Nice Presentation And
Explained Families Very Good Practical Advice

Norfolk & Suffolk CDOP Annual Report 2023-2024 33



Feedback

Phone call to parent after inquest. Mother
was so grateful | attended the inquest in her
absence and thanked the team for all they
have done for her and her family. She said

she couldn’t have got through this without us -
4 T ﬁﬁﬁﬁ

Phone call to parent after CDOP. Mum
very grateful for me listening to her
concerns about medical practitioners
“listening to parents” and pleased to listen
that learning has taken place and that
changes have been made in the primary
care setting - Parent

Text message received from a mother of
bereaved child: “thank you for your call
the other day it really helped” - Parent

Phone call to bereaved parent with update
from CDOP. Mum was very thankful for the
CDR team working together with the coroner
and the paediatrician to enable their parent’s
wishes to be heard with not wanting a PM.
Mum said she isn’t sure how they would have
coped if their son had to have a PM - Parent

Just read your email. The
questions/comments have been

captured perfectly. Thank you @
for your time and effort you

Phone call to parents newly have put into this for us - Parent

bereaved. Spoke to mum

who said she was so pleased | Professional

to be able to talk to someone

Thank-you so much. You were a

about her daughter, She said an d Fam il
that | had enabled her to off y 2:(;: f:c?sp\?:r;:ifr?iiufl:]::; o
load, and she felt so much Fe ed ba Ck very emotional. The translator

calmer after the call which

w -
she thanked me for - Parent as excellent.

2023-2024 - Consultant paediatrician

following joint
appointment with family

to go through postmortem.,

“Thank you very much we
0 appreciate everything you
have done for us” - Parents

The CDR is a very valuable service
which should be maintained, and

we would recommend it to anyone
in a similar circumstance.

| just wanted to say | think this case highlights the
valve provided by the CDR team to these
families, without you | feel their story about the
As for its staff, we cannot thank hospice and when a child dies leaflet wouldn't be
them enough for the wonderful heard for example, and you provide the

work they SEh::o. We will forever be coordination and joined up care needed —
grateful to the team- Parents Consultant Paediatrician

Feedbadk from Suffolk CDR Team
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1. Definitions

o Stillbirth rate: The number of babies born after the 24th week of pregnancy who do not show
any signs of life per 1000 total births (live and still births).

o Perinatal mortality rate: The number of stillbirths plus the number of babies dying within the
first week of life per 1000 total births (live and still births).

e Low birth weight rate: The number of babies born weighing less than 25009 expressed as a
percentage of total births (live and still births).

o Infant mortality rate: The number of deaths of children aged under one year per 1000 live
births.

» Neonatal mortality rate: The number of neonatal deaths (those occurring during the first 28
days of life).

o Post-neonatal mortality rate: The number of infants who die between 28 days and less than
one year.

e Child mortality: the number of child deaths for every 100,000 people alive in the population
aged from 1-17.

* Unexpected death of a child: defined by the Department for Education as the death of an
infant or child, which was not anticipated as a significant possibility 24 hours before the death,
or where there was similarly unexpected collapse or incident leading to or precipitating the
events that led to the death.

» Modifiable child deaths: those in which modifiable risk factors may have contributed to death.
These factors are defined as those which, by means of nationally or locally achievable
interventions, could be modified to reduce the risk of future child deaths.

2. Child Death Review Panel legislation and principles

Regulations relating to child death reviews.

Regulation 6 of the Local Safeguarding Children Boards Regulations 2006 made under section 14
of the Children’s Act 2004 sets out the board’s and now the Partnership’s responsibilities in
relation to the child death review process. It states that the Partnerships are responsible for:

a. Collecting and analysing information about each death with a view to identifying -
e Any case giving rise to the need for a review as mentioned in regulation 5(1)(e).
e Any matters of concern affecting the safety and welfare of children in the area of the authority;
and
e Any wider public health or safety concerns arising from a particular death or from a pattern of
deaths in that area.
b. Putting in place procedures for ensuring that there is a coordinated response by the authority,
their agency partners, and other relevant persons to an unexpected death.
c. The responsibility for determining the cause of death rests with the coroner or the doctor who
signs the medical certificate of the cause of death (and therefore is not the responsibility of the
Child Death Overview Panel (CDOP)
d. In reviewing the death of each child, the CDOP should consider modifiable factors, for example,
in the family environment, parenting capacity or service provision, and consider what action could
be taken locally and what action could be taken at a regional or national level as a result of a set of
circumstances.



3. The Principles
Four underlying principles guide the overview of all child deaths:
e Every child’s death is a tragedy.
e Learning lessons
e Joint Agency Working
» Positive action to safeguard and promote the welfare of children.

The function of CDOP is achieved by:

» Reviewing the available information on all deaths of children up to 18 years (including deaths of
infants aged less than 28 days) to determine whether there were any modifiable risk factors
which may have contributed to the child’s death.

e Collecting, collating, and reporting to an agreed national data set - the National Child Mortality
Database (NCMD) - for each child who has died.

» Meeting regularly to review and evaluate the routinely collected data for the deaths of all
children, and thereby identifying lessons to be learnt or issues of concern.

* Monitoring the response of professionals to an unexpected death of a child

e Referring to the Chair of the Local Safeguarding Children Partnership any deaths where the
panel considers there may be grounds to consider a child safeguarding practice review.

» Monitoring the support services offered to bereaved families.

 |dentifying any lessons or improvements and considering how best to address these and their
implications for the provision of both services and training.

4. Norfolk and Suffolk CDOP - Joint Terms of Reference

Available from panel administrators if you would like to review.



5. Processes

The Child Death Review (CDR) Process
All CDRs follow systems and processes recommended in “Working Together to Safeguard
Children, 2018”.

Child dies

Immediate decision
making and notifications

Support for

the family: | Steps prior to
-engagement | ' | review by CDR
-information | Investigation and partners
-key worker information gathering

Local and national
learning shared

. . e.g.to CDR &
Meeting partners
Focus on the individual
L 4
Tl Independent review by COR ||  National Child

national learning Partners at Child Death |, -
i ot e ol e[ Mortality Database

E-CDOP

E CDOP is thoroughly embedded now, and we have been using this system to collect data for five
years. Notification of a child death can be made 24 hours a day via this link
https://www.ecdop.co.uk/NorfolkSuffolk/Live/Public and will automatically be sent to the
relevant CDOP Manager/Administrator and Child death review team. Notifications should be
made as soon as possible. More than one notification may be sent. It is more important to make a

notification than to wait for all the information to complete the form.

All the data is automatically uploaded to the NCMD at the point of notification and updated when
cases are completed. If there is a safety alert this can be raised at the time of notification and will
be sent to all CDOPs to be raised nationally.

ECDORP are constantly upgrading their questionnaires and new information relevant to child death
is now requested. This helps with a greater depth of analysis. It is there fore important for clinicians
and those who know the child to complete their information. There has been an emphasis on
including parents and carers views and ensuring all their questions are answered to the best of
‘our’ ability. NCMD produces national annual, regional and individual reports using the data
submitted from all the cases reviewed by CDOP panels. https://www.ncmd.info/publications/
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CDOP

The statutory responsibility of CDOP is set out in the Children Act 2004 and Working Together
2018. CDOP’s primary function is to undertake an anonymised secondary review of each child
death where the identifying details of the child and treating professionals are redacted. CDOP
should be attended by senior representatives across health, social care, police, education, and
other agencies. Consultant paediatricians attend to provide clinical expertise from the acute
hospitals. CDOP reviews information on all child deaths to inform local strategic planning, identify
any modifiable/contributing factors and consider any lessons to be learned.

Both the Norfolk and Suffolk CDOPs was chaired by an independent chair. Changes to working
together has moved away from independent chairs and a new CDOP Chairs for Suffolk and Norfolk
may be allocated for 2024. Suffolk and Norfolk continued to hold themed neonatal CDOP and this
has been a successful approach to reviewing neonatal deaths and encourages representation from
governance leads of antenatal services (Midwifery and Obstetrics) as well as post-natal services.
When relevant. CDOPs take place once a Perinatal Mortality review (PMRT) has been completed.

The function of CDOP is achieved by:

e Reviewing the available information on all deaths of children up to 18 years (including deaths of
infants aged less than 28 days) to determine whether there were any modifiable risk factors
which may have contributed to the child’s death.

e Collecting, collating, and reporting to an agreed national data set - the National Child Mortality
Database (NCMD) - for each child who has died.

e Meeting regularly to review and evaluate the routinely collected data for the deaths of all
children, and thereby identifying lessons to be learnt or issues of concern.

» Monitoring the response of professionals to an unexpected death of a child

e Referring to the Chair of the Local Safeguarding Children Partnership any deaths where the
panel considers there may be grounds to consider a child safeguarding practice review.

* Monitoring the support services offered to bereaved families.

 |dentifying any lessons or improvements and considering how best to address these and their
implications for the provision of both services and training.

Suffollt & Waveney CDOP Meetings 2023-2024

cDOoP CDOP July CDOP Neonatal CDOP CDOP CDOP MNeonatal
May 2023 2023 September cDop Movember January February cpDop
2023 October 2023 2024 2024 March
2023 2024
21 19 21 19 21 23 23 22
Attendees Attendees Attendees | Attendees Attendees | Attendees | Attendees | Attendees

Nerfolk CDOP Meetings 2023-2024

CDOP May CDOP July 2023 | Neonatal CDOP cCDoP CDOP Meonatal
2023 September November 2023 | January 2024 CDOP March
2023 2024

19 Attendees 19 Attendees 32 Attendees 26 Attendees 37 Attendees 28 Attendees




Unexpected Deaths

There is a robust system to ensure multi-agency meetings are held after each unexpected death.
Initial multi-agency/SUDIC meetings were chaired by Children’s Services in both Norfolk and
Suffolk.

Serious Incident investigations are carried out within Hospital Trusts when a child dies unexpectedly
during a hospital admission or there are concerns within an individual agency.

All acute trusts hold Morbidity and Mortality meetings (M&M). They are held either via Microsoft
Teams or face to face. Holding them via Microsoft Team has enabled staff from different
organisations to be invited regardless of where the child has died. For children who die in tertiary
hospitals out of area the review will be held in that hospital although sometimes the local hospital
may also hold a review.

The final Child Death Review meetings is ideally held about 2 months after the death but will often
be delayed due to waiting for a serious incident report, forensic post-mortem results, a criminal
investigation an inquest or a safeguarding practice review. It should provide the best forum to
discuss all the care and treatment provided and the opportunity for frank discussions about clinical
care. However, this must be done constructively and with the aim of encouraging learning to try to
prevent future deaths. It is a chance to consider questions from the child’s family. It is also a chance
to highlight good practice. The CDR meeting can also be helpful for staff who need support or want
to talk about their experience after a child has died.

It is important that all partners work together to reduce delay as it can be challenging for families
and staff and delays the dissemination of learning. It should be beneficial for all those who were
involved in the care of the child to help understand what other professionals’ roles are and provides
a holistic review of the child and support to other professions who will have been affected by the
child’s death. It is important to include schools, voluntary organisations, and other non-clinical staff.
It can be challenging for clinicians to discuss complex medical decision making with non-clinical
professionals.

Expected Deaths

The palliative care teams have regular multi-agency meetings in place for children expected to die
with malignancy. In general, the teams who are well known to the families will act as key workers for
the families and take the lead in providing support for them. These children are often well known to
the local hospice team.

It is important that the Child Death Review Teams work with the haematology /oncology teams and
palliative care teams to embed the statutory process of child death reviews and collation of
information about the cases. It is important to reduce any duplication of work from internal debriefs
and mortality review meetings. The teams aim to gather information about management of
malignancy and other palliative care cases for the National Child Mortality Database. It is important
that the hospital that the child presents to is involved in review meetings to ensure any learning is
shared with staff. If the child died out of area, then the hospital where they died usually hold the final
meeting.



Perinatal Mortality Review Tool

The Perinatal Mortality Review Tool (PMRT) is a standardised national tool which was developed to
support high-quality standardised perinatal reviews. It was developed through a collaboration led by
MBRRACE-UK4 and was released in January 2018.

There is an expectation that all neonatal units use the PMRT to review all deaths of babies born after
22 weeks, who die within 28 days, or after 28 days if they were receiving neonatal care. It has taken
time to implement this tool locally due to staffing levels and provision of sufficient support to enable
the administrative processes. The PMRT focuses on clinical care. CDOP processes have a wider,
more holistic approach. Thus, they overlap but do not duplicate. The review of babies who die in
hospital is very important and consideration should be given to involving the coroner for any deaths
that were unexpected, either due to the circumstances at the time of delivery or subsequently on the

neonatal unit.

Integrated MBRACE/eCDOP

In 2022 Norfolk and Suffolk joined a pilot project from NCMD to develop a single notification system
whereby midwifery staff would notify MBRACE, and it would automatically notify E-CDOP. It has
taken some time to iron out the issues that have arisen during the pilot regarding information pulled
from one system into another. Due to technical IT difficulties the role out has been delayed and
further work is ongoing to integrate the sytems.



