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Introduction from the Clinical Director

Welcome to the third annual report of the South West Paediatric
Critical Care Operational Delivery Network. We hope that you find
the content interesting and informative.

As the Network continues to progress and mature, we aim to
support teams around the region with the clinical and organisation
challenges that they face dealing with critically ill children.
Developments highlighted in this report include an agreement on
the Core Principles for Infection Prevention and Control and Inter
Hospital Transfers, to improve the process for children returning to
their local hospital, plus working with colleagues in the Adult Critical
Care and Neonatal ODNs respectively on how their units can help support critically ill infants
and children during times of extreme pressure on the Paediatric Intensive Care Unit in Bristol
and neighbouring Level 3 units. This has already been implemented successfully a number
of times over the past winter.

One of the clinical issues in the past year has been a cluster of cases of Neonatal Enteroviral
Myocarditis. This significantly affected bed availability within Bristol PICU and tested the
Level 3 escalation processes that have been developed. As noted in this report, in December
2022, the ODN also produced and shared guidance the recognition of babies presenting with
myocarditis/cardiomyopathy and suggestions on how best to manage their initial care. This
cluster has subsequently been escalated through UKHSA and even led to the World Health
Organisation releasing a Disease Outbreak Notification in May 2023.

As the restrictions from the COVID-19 pandemic thankfully fade into memories, it has been
great to have face-to-face networking events. A particular highlight was to have a set of
parents bringing their child and reflecting on their journey through paediatric critical care
services. The ODN has also worked with other ODN colleagues across England to produce
generic patient information links.

Finally, a great deal of time and effort has been spent on completing the Model of Care
proposals, including review multiple data inputs, but it is appreciated that there remains much
to do to put these into practice, particularly appropriate educational support. The hope
remains that these changes will help us fulfil our long-term aim that all children should receive
their critical care within region and as close to home as possible.

Dr Peter Davis
Clinical Director
South West Paediatric Critical Care Operational Delivery Network
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About the Network

The South West Paediatric Critical Care Operational Delivery -
Network (SW PCC ODN) was formally commissioned by NHS o~
England at the end of 2019/20 as part of the recommendations from o

the National Paediatric Critical Care and Surgery in Children Review.

The South West network is one of 10 Paediatric Critical Care

Operational Delivery Networks in England. This map shows the Dares .
geographical boundaries for each network. e "w___j“’“‘“

Network Membership

The network membership is comprised of a range of key stakeholders including providers,
commissioners (specialised, non-specialised and social care), patients and families.

The South West provider organisations include the following:
University Hospitals Bristol and Weston NHS Foundation Trust (host organisation)
Gloucestershire Hospitals NHS Foundation Trust

Great Western Hospitals NHS Foundation Trust

North Devon Healthcare NHS Trust

Royal Cornwall Hospitals NHS Trust

Royal Devon & Exeter NHS Foundation Trust

Royal United Hospitals Bath NHS Foundation Trust
Taunton & Somerset NHS Foundation Trust

Torbay & South Devon NHS Foundation Trust

University Hospitals Plymouth NHS Trust

Yeovil District Hospital NHS Foundation Trust

Wales & West Acute Transport for Children (WATCh)

VVVVVVVVVVYVY
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0-17: 123,000

South West Paediatric Population
Data from 2021 ONS Census

Bristol
0-15: 175,500
0-17: 198,000

Swindon
0-15: 79,500
0-17: 88,500

Barnstaple
0-152 31,500
0-17: 35,500

Bath
0-15: 84,500
0-17: 97,000

¥ Taunton
0-15: 61,500
0-17: 69,000

Yeovil
0-15 27,000
Exeter 0-17: 30,500
0-15- 71,500
0-17- 84,000
Plymouth
0-15: 76,000 Torbay
0-17: 85,500 0-15: 48,000
Truro 0-17: 54,000 Total Paediatric Population

0-15:70,000
0-17:78,500

0-15 Years: 834,500
0-17 Years: 943,500
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The core network team comprises of the Clinical Director, Network Manager, Lead Nurse
and Support Manager. The network team is hosted by University Hospitals Bristol and
Weston NHS Foundation Trust but is an independent body and accountable to NHS
England.

Peter Davis Becca Robinson Marian Allen Tania Sparks
Clinical Director Network Manager Lead Nurse Support Manager

Our Work

Paediatric Critical Care consists of three levels of care, and the PCC ODN covers all of these:
> Level 1 (L1) critical care (Basic Critical Care)
» Level 2 (L2) critical care (Intermediate Critical Care)
» Level 3 (L3) critical care (Advanced Critical Care — Intensive Care)

The National Review identified 5 priority areas for the PCC ODN to focus on:

Paediatric Intensive Care (Level 3 Paediatric Critical Care)

Paediatric High Dependency Care (Levels 1 and 2 Paediatric Critical Care)
Paediatric Critical Care Transport

Long Term Ventilation

Paediatric Extracorporeal Membrane Oxygenation (ECMO)

YVYVYYVYV

Network Objectives
The objectives for the Paediatric Critical Care Operational Delivery Network were outlined as
part of the review of paediatric services delivered by NHS England and are as follows:

Improve quality of care

Deliver best value for the South West and the NHS
Ensure patient centred care

Reduce variation in care

Support the delivery of a sustainable workforce

YVYVYYVYYV
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Our Governance

Bernie Marden, Chief Medical Officer for Somerset Integrated Care Board (ICB), became
the Chair of the South West Paediatric Critical Care Operational Delivery Network Board in
April 2021 and continues in this position. In 2022/23 four virtual Network Board meetings
were held with an average of 23 attendees and 10 (out of 13) organisations represented
across the June and September meetings. The December meeting was rescheduled due to
a clash of meetings and there were 11 attendees and 4 (out of 13) organisations in
attendance and therefore the meeting was not quorate so no decisions were taken at this
meeting. The March Network Board meeting was planned for the 16" March 2023 which
was immediately after the 3 day junior doctors strike and there were 20 attendees and 11
(out of 13) organisations present.

The governance structure is shown in the table below.

L South WestPaediatric Critical Care Operational Delivery Network
evel
Governance Structure

NHS England

National PCC PCC Clinical
Networks Reference Group

-
<
Z
o
g
=

University

Hospitals
~y Bristoland South West
I Weston Core SW PCC ODN Board
22 (Hosy PCC ODN
(U] E ———  Team
%= Task and Finish __ Clinical Membership

Groups Group

Paediatric Critical Care Unit
South WestAcute Provider Trusts
Wales and West Acute Transport for Children
Bristol Royal Hospital for Children - Long Term Ventilation Team

OPERATIONAL
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Key Achievements & Developments in 2022/23

The network have worked in collaboration with regional and national colleagues over the
past 12 months to develop resources to standardise approaches across the region.

e SW Paediatric Core Principles for Infection Prevention and Control and Inter
Hospital Transfers
The core network team have worked with the Assistant Director of Nursing for Infection
Prevention and Control (IPC) at NHS England South West (SW) to develop regional
IPC principles. The purpose of these principles are to provide a standard approach to
how patients are managed before and after inter hospital transfers to enable patients to
be cared for in the most appropriate place by reducing delays in patient movement
around the region to increase the flow of patients requiring escalation of their care.
Regional IPC teams were involved in the development of these principles which were
based on guidance initially developed and shared by Pan Thames Paediatric Specialist
Network.

e Adult Critical Care and Neonatal guidelines
The 2022/23 winter was exceptionally busy due to high numbers of children requiring
respiratory support caused by respiratory viruses. As a result of this, collaborative work
took place between the Paediatric Critical Care, Adult Critical Care and Neonatal
Networks to develop resources to support staff with decision making when caring for
sick children at times when demand for Paediatric Critical Care was exceptionally high.

‘ ‘

SOUTHWEST CRE : WA ¢
/_ﬁ 0 . — jaediatric Critical Care South West \/\ \Jdedatric Critical Cer
(EONRTAL NETWORK — Critical Care Network L]
b S retrieve

ADMISSION AND CARE OF

CRITICALLY UNWELL INF TS ON

NEONATAL UNITS

South West Critical Care and South We
Critical Care Operational Delivery Netwy

South West Neonatal and St
Care Operational [

e Neonatal Enterovirus Myocarditis
During October/November 2022 a number of neonates presented across the South
West of England and South Wales with Enterovirus Myocarditis. As a result of this Dr
Peter Davis, Clinical Lead - on behalf of the Paediatric Cardiology, Paediatric Critical
Care and Paediatric Infectious Disease / Immunology teams at Bristol Royal Hospital
for Children developed guidance for initial management of these patients when
presenting to hospital with shock. The resource was shared with regional and national
colleagues.
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It was highlighted during provider meetings with the
network that individual hospital providers had limited
age-appropriate information for their patients. The
network suggested working with national network
colleagues to pull together a list of available
resources that could be shared with paediatric
providers across the country. The SW PCC ODN co-
ordinated a group of willing network managers and
lead nurses and after 4 virtual meetings the Children
and Young People’s (CYP) Resources to assist
Health Professionals were finalised and shared with
national colleagues for onward distribution to
providers in November 2022.The document contains
links to available age-appropriate information for a
number of different specialities.

During 2022/23 four guideline groups were set up to develop regional guidelines for
respiratory conditions. The groups have focussed on the following guidelines:

(@]

o Acute Severe Asthma
o High Flow Nasal Cannula
O

Acute Upper Airway Obstruction

Acute Continuous Positive Airway Pressure (CPAP)

The aim is to finalise these regional guidelines in summer 2023 and then prioritise the
next regional guidelines to be developed.
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Network Events

In May 2022, 34 regional colleagues met at Junction 24 Conference Centre in Somerset for
the first face to face network event since the Operational Delivery Network was setup.
Colleagues from around the region shared examples of good practice and the event
feedback was very positive with 18 of the 19 who feedback scoring the event 8 or above out

of 10.

The event included a complex case study presentation from the tertiary hospital medical
High Dependency Unit (HDU) Consultant and Ward Sister. They talked through the journey
of a family whose baby Isla was admitted from birth to the Neonatal Intensive Care Unit
(NICU) and was subsequently cared for in the Paediatric Intensive Care Unit (PICU), HDU
and the ward till her first birthday. During this time their baby was stepped down from HDU
to the medical ward on non-invasive ventilation. The new transition pathway that was
implemented in January 2021 supported Isla’s patient journey and its success continues to
develop as other speciality ward areas at the Bristol Royal for Children are trained to care
for children on non-invasive ventilation.

Isla’s parents had shared their story with the network, and this was read out to the
audience. It highlighted the importance of the ‘parent room’ during their family’s experience
of critical care.

This is how the parent room helped them:

Great coping tool as you could
talk to other families . .. they
would know the machines and
you didn’t have to explain what it
does, like you do to family.

Place to share progress,
updates, or random chats to
get through the day.

South West Paediatric Critical Care ODN — Annual Report 2022 / 23
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This would have made a difference to their family:

Bigger parent space on HDU or a different
space for long term families to socialise . .
.... Very isolating going from PICU to
HDU cubicle.

In October 2022, a second face to face network event was held at Westpoint
Conference Centre in Exeter with 39 regional colleagues attending.

The morning of the event had a strong focus on patient feedback and the family
experience of having a child requiring paediatric critical care.

..\\\\\\\\\V

The Network were delighted to welcome Layla and her family who attended in person and
spoke about their critical care journey. Their daughter had been diagnosed in NICU with
CHARGE syndrome. During the first 9 months of her life, Layla had been cared for in three
different hospitals in the South West. Together with their HDU Consultant and Healthcare
Play Specialist from Bristol Royal Hospital for Children they had the audience engaged in
how important communication and relationship building with many clinical teams was to
them.
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We found that the best care happened .. .. being invited to MDT meetings
when all professionals worked together
and looked at Layla as a “whole
person” rather than just focusing on

their individual area of expertise.

was important to us, as we felt our
concerns were listened to and we were
able to understand why certain
decisions were being made.

Another important part of their experience was Layla’s quality of life, which was enhanced
by having visits from the play team and music therapists.

... these therapies are not
just an “add on” but are an

integral part of a child’s care.

One of Layla’s parents feedback - “It felt very healing to be able to share our story”
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The national review of Paediatric Critical Care and Surgery in Children was undertaken by
NHS England from 2016 onwards and published in November 2019. This highlighted
several challenges to service provision. These included capacity issues at peak times,
cancellation of operations due to a lack of critical care beds locally and a shortage of
qualified staff to open additional paediatric critical care beds. The review recommended
networks work with regional stakeholders to identify the most flexible and sustainable
solution to meet the changing needs of patients while maximising staff development.

The SW PCC ODN has worked with network member organisations for the past 18 months
to understand the current model of care and identify opportunities to make further
improvements, with the aim of increasing the resilience and sustainability of paediatric
critical care services across the region.

The Network recommendations have been discussed with regional colleagues with the final
recommendations going to NHS England in May 2023 for review and final decision.

» Clinical Conference Calls
Regular two-way communication has continued this year with regional clinical
colleagues including monthly conference calls on the first Tuesday of each month. The
standing agenda items include: review of action log, national paediatric critical care
updates, regional updates from the ODN, WATCh, South West Audit for Critically IlI
Children, Faculty of Children’s Nurse Education, Pharmacy and any issues raised by
regional colleagues. The SW PCC ODN held 15 calls in 2022/23, standing up additional
calls over winter as required.

» Bristol Royal Hospital for Children’s Long Term Ventilation (LTV) Team
The ODN has held quarterly meetings with the Bristol Royal Hospital for Children’s
(BRHC) LTV team to scope opportunities to further develop the team and the LTV
service at BRHC and across the region.
In November 2022 the ODN held the second regional LTV meeting for commissioners
and clinicians involved with the management of LTV patients in the South West.

» Regional Children’s Nurse Forum
The network lead nurse has organised virtual nurse forum meetings every couple of
months with 67 nurses from the South West and 16 nurses from South Wales attending
the virtual meetings held in 2022. Various topics have been discussed during these
meetings with sharing of good practice including:
e Fluids, Inotropes and Sedation — thoughts and current best practice
e Sepsis
e Bronchiolitis
e Preparing for patient transfer
The evaluation forms suggested that the format of the meetings was working well and the
network are continuing with the virtual meetings in 2023. The next development is to use
the Children and Young Peoples Nursing Network NHS Futures Platform as a repository for
information sharing.

Very helpful to be kept up to date, Very informative, felt a good

have a safe place to ask questions and atmosphere of non-judgement.

share good practice and experiences. Helped raise a potential area for our

Thanks so much. improvement.
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» Patient and Family Involvement
The ODN worked in collaboration with the Long Term Ventilation (LTV) team at Bristol
Royal Hospital for Children to develop a patient/family feedback form. The feedback was
presented at the LTV regional meeting in November and included whats working well for
families, what could be improved and what matters to families about transition to adults
services.

Families can continue to give us feedback about their LTV experience or their critical care
journey by visiting our website at southwestpccodn.nhs.uk

If you would like to share your own experience or story, click on the purple buttons which will guide you:

Long Term Ventilation Patient and Family Stories

Mk

R

Understanding families’ experience of the Sharing your experience of Paediatric Critical Care services
Long Term Ventilation Service in the South West across the South West

Regional Surge Planning o Escatation Process Juaazs LT
The South West Winter/Surge plan has been e Bl M
reviewed and further developed this year. This has = :
been done in collaboration with colleagues at Bristol
Royal Hospital for Children, WATCh, colleagues in b N
South Wales, Thames Valley and Wessex PCC ODN ) oneen pevprien
and NHS England to agree a South of England | “m:.-':-z;:;,mmw"z" |
approach and response to managing surges in — : £
demand for paediatric intensive care beds. A flow o —

SW PCC ODN: Duty Manager:
Completes SBAR and
Emal for information Escalate by phone potential
.n;n‘..\n PICU x,"m OPEL 4 to NHSE Senior ones Chief Oper:
t o =

chart has been created to further clarify the

checklist
'CU | - NHs Englend (ROC)

escalation process for regional colleagues. There is S| D
also a clear escalation process when Paediatric — e S

Intensive Care bed capacity becomes limited. o

and SBAR in follow up

a emai to:
s | bnssg.eprr@nhs.not &
ubh-
sy

Data

Dashboard

The ODN developed a daily regional dashboard, which went live in September 2021, to
give visibility on regional demand and capacity of paediatric inpatient beds, volume of
patients on respiratory support and numbers of children in hospital with Respiratory
Syncytial Virus (RSV) and COVID-19. Thanks to the Paediatric Critical Care Data Team at
the Bristol Royal Hospital for Children, the dashboard has been further developed this year
to provide real time information on staffing pressures and the number of paediatric
inpatients needing Childrens and Adolescent Mental Health (CAMHS) support at each
provider. The PDF report is emailed to regional providers by midday Monday to Friday.
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feekly Summary Repor
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s High Flow (HOU and ward) —CPAP / NIV (HDU and ward) —nvasive ventilation (HDU and ward) ——Inpatients (including HDU) ——Inpatient Baseline —— Patients in HOU HDU Baseline

South West Audit of Critically 1ll Children (SWACIC) and Bristol Royal
Hospital for Children HRG — HDU data collection

The ODN team have worked closely with the BRHC PCC data team to support regional
data returns for the South West Audit of Ciritically Ill Children (SWACIC-DGHS) or HRG -
HDU (Bristol) data. This has included having a regular agenda item at the monthly clinical
meetings. The network has shared this data back to providers during their Model of Care
review meetings which has provided an opportunity to demonstrate how the daily collection
of Paediatric Critical Care Minimum Data Set (PCCMDS) interventions can be translated
into levels of care being delivered by providers.

Hospital [Hospital ]
EXETER - Royal Devon And Exeter Hasoital EXETER - Royal Devon And Exeter Hospital ™

Bed Days, Admissions and LOS (in days) by Month Name, Levels of care and Year

2022 2021
100

Bed Days

8 Levels of care
§ @intersive Care Actvanczd Enhsnced
®lntensive Care Basic Enhanced

E B
imissions & LOS (in days)

2020 ®ntensive G
100 = @®High Dependen

¥
& ®High Dependency
£

2 ®Enhanced Care

g

= ®Admissions

- g @105 (in days)

Bed Days

Month Name Month Name
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The ODN team have attended regular meetings with national PCC ODN colleagues and
NHS England and supported work on the following:

» Revision of the Paediatric Intensive Care Capacity Dashboard.

» Feedback to national PCC colleagues’ regional issues that required a national
approach to resolve.

» Agreed a national response to regional/supra regional management of surge in
paediatric intensive care bed use.

Network Budget/Funding

Total funding for 2022/23 financial year was £162,315 with £152,562 allocated for staff
costs and £9,753 allocated for non-pay costs.

The total expenditure for the network was £157,089 with £151,335 in staff pay and £5,754
in non-pay costs associated with two face to face network events, IT equipment and travel
expenses.

Our Plan for 2023/2024

A work plan has been developed for 2023 — 2024 supported by the Network Board and
South West Regional Specialised Commissioners to address the national, regional and
local priority areas. The plan will be reviewed regularly at the SW PCC ODN Network Board
and reported on by exception to commissioners at the quarterly South West Networks
Programme Board.

The key areas of work for 2023/24 include:

e Model of Care Work
o Support local providers to deliver the regional recommendations
o Continue to benchmark and review services against PCC National Standards,
national reviews and GIRFT
e Pathways and guidelines
o Long Term Ventilation (LTV) regional pathway work
o Develop non-LTV respiratory clinical pathways
o Continue to develop regional clinical guidelines
e Workforce
o Agree approach for review of regional workforce
o Work collaboratively with NHSE/Health Education England re workforce gap
analysis and future planning for resilience and sustainability
e Governance
o Review the Network Board structure and function
o Establish network clinical governance process
e Education and training
o Establish PCC ODN Educator role
o Develop regional education plan
o Support set up of the regional TICToC course
e Patient and family experience and voice
o Further active work on family stories
o Continue to include patient and family voice in network events

South West Paediatric Critical Care ODN — Annual Report 2022 / 23 15
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South West Paediatric Critical Care in Numbers:

850,000

Child Population
(0-15 years)
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How to get involved?

}g‘ ubh-tr.swpccodn@nhs.net

southwestpccodn.nhs.uk
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