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A Good Death: supporting life
limited children, their family,
and friends.
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C Hear from colleagues working with life limited CYP
and their families

C Build knowledge and confidence
C Nurture new relationships with each other
C Chance to think about our collective role in

supporting life limited children, their families, and
friends. ’
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Why are we here? Nicky Wood

Transformation Lead Women and Children's
Commissioning, Surrey Heartlands

Clare Kemp

Surrey context Specialist Nurse Child Death Reviews, Sur

O u r ti m e Child death reviews Heartlands
together

Caring for families at Shooting Star Nurse Consultant Paediatric Palliative Care

Shooting Star

today

Helping families of seriously ill children Vanessa Riding
keep moving forward

Bereavement Manager

Momentum Children's Charity

Al /

Reflections back together All / SURREY

YOUTH
FOCUS




Break out

hosts

Zoe Pizzie, Director at Jigsaw Southeast. B

Jigsaw
Helen Alderson, Clinical Service Manager Children and
Children's Community Nursing Service. Family Health
Surrey
=

Sarah Nash and Yolandi Johnson, Assistant Heads m\
Pond Meadow School, Guildford. ﬁ ’
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Nicky Wooc

Transformation Lead
Women and Children's
Commissioning

Surrey Heartlands
Integrated Care System
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Our children, young people and families speak of the need for support in life, to enable a good death.
Each person in the family is an individual and that they all have differing experiences and needs.

Today we want to raise awareness of the needs of our life limited children and young people and their families, and the
support is available. Enabling compassionate practice and holistic care in life and death.

Spudbés Story

Humairaa, affectionately known as Spud and her family were introduced to Shooting Star
Chil dr ends Ho $amaacaeersistensayz Gdp5u.d 6s needs are ve¢
on a ventilator, sheb6s got diabetes and epi
and unable to talk, but she has the biggest characteri anyone who Kknows had

ftime feeeds durad Yaving totwrri herceveny tyvo mourg h |

AHer care is 24 hou

as she candét twurn on her own. Thankfully we
obviously the other times 1 tos mum and | s hia
AShooting Star Chi |l drieaaotdong byHookng after Spud, boeve goeldd  u|d
have time with mumé. a | ot of the time peop
| magine how it iIimpacts siblings. o

nl feel I had 15 immbté@ershatsitmel @oshpi cgs t hje

friend, like a family member, being a shouldercryonit hat 6 s t he greatest
Chil drends Hospices has ever given us. Havi
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Clare
Kemp

Specialist Nurse
Child Death
Reviews, Surrey
Heartlands
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Child Death Review
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Child Death Reviews
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@ o Surrey
Child Death Review
Partnership

Surrey Wide ICE Safeguarding Children Team

Child Death Review (CDR)

Child Death Overview Panel (CDOP)

Jamie Carter (Wed)- Designated Dr for Child Death Reviews
Noreen Gurner-Smith [Thurs-Fri)
Designated Nurse for Child Death Reviews

Suzanne Huddy
Wamed Nurse for Child Death Reviews & Health Lead for ICE Jeint Agency Response

Natalie Price, Anna Chai & Clare Kemp
Specialist Nurses for Child Death Review

Nicola Mundy
Child Well-being Professional & Lead for Learning from Child Deaths

Emily Welch / Anna Miles
CDOP Co-Ordinator




o

Since 1 April 2008 Local Safeguarding Children Boards have been
required to review the deaths of all children in their area.

The purpose of the Child Death Review process is to collect and
analyse information about the death of each child who normally
resides in Surrey with a view to identifying any matters of
concern affecting the health, safety, or welfare of children, or
any wider public health concerns.

The overall purpose of the Child Death Review process is to
understand why children die and put in place interventions to
protect other children and prevent future deaths




Child dies

l

“T Immediate decision
making and notifications
Support for
the family:
5 9r;gage:pent Investigation and
= MO0 information gathering
- key worker
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Child Death Review
Meeting
Focus on the individual
focus on local and Child Death Overview National Child

national learning

Panel Mortality Database




What we do

*» Complete the Child Death Review (CDR)

Joint Agency Response

Joint Home Visit

Information Sharing and Safety Planning Meeting / Phase 1
Report for Pathologist, Coroner and Police Investigation

*» Child Death Review Meeting

Voice of the family
Feedback

* Child Death Overview Panel (CDOP)

Liaise between services




What we do

* Support the family (7 days a week)
Child Death Review Process
Act as the statutory ‘Key Worker’
Local Child Safeguarding Practice Review
Inquest




% CDOP Forms A and B

A Notification of Child Death Form A (required within 24 hours of death)
A Direct link with NCMD for National monitoring

A Demographic information

A Parents phone number

A Basic overview of what happened

A Suspected cause of death (Can MCCD be issued?)

A Reporting Form B

A Nominated person and agency completing form (Hospital Safeguarding Team)
A Involvement with the family/service provision

A Background information of familymedical info, safeguarding, birth, social factors
A Full demographig siblings, other significant family

A Home environment

A Parenting capacity

A Unusual or concerning observations




@ Learning and Thematic Reviews
Key Points

Between 1st April 2018 and 31st March -'j
2022, Surrey Child Death Review

Partnership were notified of 323 deaths,

of which 233 were neonates or children >
who would normally be resident in

Surrey, this compares with 299 deaths of >
which 219 were children who were v '

resident in Surrey during the previous Ay & v

four-year period. \ N

€

Child Deaths Surrey Safeguarding Children | S
Partnership | S8 4

In Surrey the Child Death Review Partnership have produced thematic reviews on our leading
causes of neonatal and childdeathl t 1 s | mportant that the jJopportun

identified in these reports are embedded into systems and practice within Surrey. .
ChildDeathrReviewPartnershipNeurodisabilityThematiecReview.pdf ‘_


https://www.surreyscp.org.uk/wp-content/uploads/2021/06/Child-Death-Review-Partnership-Neurodisability-Thematic-Review.pdf
https://surreyscp.org.uk/professionals/child-deaths/
https://surreyscp.org.uk/professionals/child-deaths/

Modifiable factors

ASmoking is the single most important modifiable risk factor in pregnancy.

Smoking Is associated with a range of poor pregnancy outcomes including
miscarriage, stillbirth, premature birth, neonatal complications, low birth
weight and sudden unexpected death in infancy.
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Impact of deprivation on child death

AOf the children who died, the death rate
deprived or next most deprived quintil esc

the death rate of those who were living in least deprived quintile (the wealthiest 20%
In Surrey).

AThe data shows that over an 8year period there is a statistically significant
difference between the rate of child deaths in Woking and the rate of child deaths in
Elmbridge. There is also a statistically significant difference over a-4§ear period

between the average Surrey child death rate and the rate for Woking, which is
statistically significantly higher.
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Impact of ethnicity on child death

AThe data follows the pattern of the last 4year report, where the recording of
ethnicity of children suggests that the pattern of deaths does not match the
ethnic distribution within the live Surrey population.

ATwelve percent of infant deaths in England could be avoided if all infants in
England had the same risk of death as White infants. In an English data report
the National Child Mortality Database found thatdeprivation was not
associated with the overall patterns seen.

o



o

For more information:

Please email me atlare . kemp6@nhs.net



mailto:clare.kemp6@nhs.net
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Tracie
Lewin
Taylor

Nurse Consultant
Pediatric
Palliative Care
DipHE, BSc
(Hons), MSc, Non
Medical
Prescriber

— et

‘Shooting Star

children’s hospices

Paediatric Palliative Care:

Supporting children and their

families through life
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Shooting Star Children's Hospices
Paediatric Palliative Care
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Background

A There continues to be a rise in the number of children withliiféting and
life-threatening ilinesses in England and it is predicted that this will continue
to increase (Fraser et al 2021)

A This growth demonstrates the need for palliative care teams to work with
service providers to strive for the best possible care delivery to this complex
patient group

A The World Health Organization (WHO 2012) highlights a difference in the
delivery of palliative care services between that of adults and children
suggesting that paediatric palliative care should begin once a child has been
given a life limiting or threatening diagnosis, irrespective of whether
treatment is received or not

A This care can span over a long period of time. With improved healthcare and
technology, services are seeing children that would have previously died,
have repeated admissions and present complexity to care delivery

§ Shooting Star
T Children’'s Hospices




What can the hospice provide?

Respite care

Care of whole
family

End of Life
Care

Access to
emergency
care

§ Shooting Star
7 Children’s Hospices




Categories

Life-threatening conditions for which curative treatment may be feasible but can fail

Access to palliative care services may be necessary when treatment fails or during an
Category 1 acute crisis, irrespective of the duration of threat to life. On reaching long-term remission or
following successful curative treatment there is no longer a need for palliative care seruices.

Examples: cancer, irreversible organ failures of heart, liver, kidney.

Conditions where premature death is inevitable.

There may be long periods of intensive treatment aimed at prolonging Life and allowing
participation in normal activities.

Examples: cystic fibrosis, Duchenne muscular dystrophy. Spinal muscular atrophy

Progressive conditions without curative treatment options.
Category 3 Treatment is exclusively palliative and may commonly extend over many years.

Examples: Batten disease, mucopolysaccharidoses.

Irreversible but non-progressive conditions causing severe disability, leading to
susceptibility to health complications and likelihood of premature death.

Examples: severe cerebral palsy, multiple disabilities such as following brain or spinal
cord injury, complex health care needs, high risk of an unpredictable life-threatening event
or episode.

Shooting Star
Children’s Hospices




Babies, children and young people
with life limiting or lifethreatening
conditions who are unlikely to reac
their 18" birthday

Referral criteria

Families must reside within the SS(
geographical area or not have acce

02 I OKAf RNBYyQa
[o]er=1111Y;

Take referrals below age 18 only b
can under hospicantil 21years
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In house

Assessed night stays

- GP 24/7 service

1Emergency/ Crisis respite
S

Symptom management stays

EOL care _
" Shooting Star
7 Children’'s Hospices




[ K220AYy3 {GFN / KAfR
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Community
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Initial assessment

Interventional based support
at home

Support with end of life care
at home

24/7 on call rota for end of life
care
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Psychosocial
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Team of mixed professionals e.g.
therapists, counselors, physio,
Family Support Workers

Support for familieg emotional
and practical

Offer services both in and out of
the hospice setting

Specialist bereavement offer

& Shooting Star
7t Children’'s Hospices




Lead by a consultant with speciality
training in paediatric palliative medicine

SPACE team
A\ Team consists of specialist nurses, doctors,
ﬁ specialist pharmacist
/A Offer services both in and out of the hospice
ﬁ settingq perinatal through to 21 years

24/7 on call service

///

[e]
[e]
[e]
[e]

Provide support with symptom management
and end of life care

E:§
E
=ps
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Introducing palliative care

A Being open and honest

A Explain benefits of involving wider professionals

A Be clear with language used with families about diagnosis / prognosis
A Understand parental concerns

§. Shooting Star
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Thank youg any guestions?

ShOOting Ll
* Children’'s Hospices

RegisteredCharity No. 1042495
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Vanessa

Riding

Bereavement Helping families of seriously ill
Manager children to keep moving forward
Momentum

Children's Charity
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yYiomentum

children’s charity

Helping families of seriously ill children to keep moving forward
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6: East SureHospital
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8. WorthﬁﬁiHospital

9. The Royal Marsden



https://www.ashfordstpeters.nhs.uk/paediatrics
https://kingstonhospital.nhs.uk/departments-services/paediatric-services/
https://www.stgeorges.nhs.uk/service/childrens-services-2/
https://www.royalsurrey.nhs.uk/children-services
https://www.epsom-sthelier.nhs.uk/paediatrics
https://surreyandsussex.nhs.uk/our-services/a-z-of-services/childrens-services/
https://www.bsuh.nhs.uk/alex/services/accident-and-emergency/
https://www.uhsussex.nhs.uk/hospitals/worthing-hospital/
https://www.royalmarsden.nhs.uk/
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| - Each family are assigned a family

' ’ N % & 'support worker who will reach out
o to the family in the community too.
67 ©__ _They will be there to help every step
~ of the way, for as long as we are
needed, offering comprehensive
~ support.
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