Location of deaths over the last 5 years (2013-2018)

532 reported deaths

33.6% (179/532) child deaths occurred at the BRCH

27.6% (147/532) at St. Michael’s Hospital

12.2% (65/532) at hospitals within North Bristol NHS Trust (Southmead
and formerly Frenchay Hospitals)

So 73.4% (391/532) of all child deaths occurred in hospital

5.8% (31/532) died in a hospice

9.9% (53/532) died at home or at a relative’s residence

N 3 Erancis Edwards Of the children who died at home or at a relative’s residence,
[ 2 68% (36/532) were unexpected deaths
| [/ e TN 32% (18/532) were expected deaths

f 8.6% (46/532) died in other hospitals and

_—— Paediatric Palliative Care Liaison Nurse,

. . . 2% (11/532) died in other locations
Bristol Royal Hospital for Children,

Source: WOE CDOP Annual Report April 2017 — March 2018
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Empowering who is the question...

Professionals or families
Or

The aim of the work is to leave families with what Is it both?
can only be described as a “‘good enough” memory '
of the life, dying and death of their child or in some

cases children...
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Empowering... The main work is with clinicians...

This is the key across all settings if we are Itis about helping them
to see palliative care as

to byllld a sustalnablg service which offers a positive option that
families and professionals: needs to be everyone’s

business and needs to

. . be reintegrated into
Well-coordinated services everyday care on the

Well-informed families wards...“

Able to exercise real choice...

The Local Champion
model....!"!
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Introducing palliative care... What is palliative Care...
This should not be seen as nothing more can be Paediatric Palliative Care is care that
done or come across as a sense of giving up. maximises the comfort, wellbeing and quality

of life of children with a life-limiting illness,
and of their family and carers. It is very

Palliative care is not a diagnosis or single
9 9 different to End-of-life care.

intervention; it is a philosophy of care. It can be

seen as a thread that weaves through the lives of Palliative care does not begin at the end of
all children with a life limiting illness alongside life but is involved from the time a child is
active interventions and treatment. diagnosed with a life-limiting illness.

End-of-life care is the end stage of palliative
care where the child is very close to death.
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So we might say... Common themes...

Communication...

Parallel Planning...
Inter-professional working...
Location...

Similarities and differences...
Caring for self...

Boundaries...

Bereavement starts at diagnosis...
Siblings...
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We have come to talk about
maximises the comfort, wellbeing
and quality of life of your child and

family and we call this palliative
care...

Three key questions.... Concerns around Palliative Care from staff...
What is palliative care for you? Timing
Staff
Safety
What are your concerns around palliative Misconception — Palliative Care vs End of Life
care? How to start conversation with parent — what
to tell them

Out of date plans

How do you look after yourself and your Age of child — parental responsibility

team in the doing of this work?
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What are your concerns around children's
palliative care...

What do the family want... Ethics review

What to say... Suffering...
What can | ask... Being alongside in
uncertainty
Best interest of the child... .
Total pain...
Prolonging life or Prolongin
death..g. 9 ang Total care...

Withdrawing and withholding End of life care plans...
treatment?

Boundaries...
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Themes from Parents...

Practical help & Support

Help to create good memories

Empathy

Time & Space

Communication with parents

Sensitivity

Accurate record keeping & Communication
Photos & Human touches

In utero

Support afterwards
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What is Palliative Care for you?

Symptom control

Comfort

Pain relief

Communication with family
Quality of life

Care for life limiting condition
Escalation/ceiling of care
Support

Rationalising treatment
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What are we talking about...

An active and total approach to care, from the
point of diagnosis or recognition, throughout
the child’s life, death and beyond.

It embraces physical, emotional, social and
spiritual elements and focuses on the
enhancement of quality of life for the child and
support for the family.

It includes the management of distressing
symptoms, provision of short breaks and care
through death and bereavement. (ACT 2009)
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A parent...

“I thought ‘palliative care’ just meant pain
relief at end of life! Then | thought it meant
withdrawal of treatment — ‘giving up’. The
best part of it in reality was parallel planning
— enjoying the moments we had. Preparing
for an uncertain future”

‘Parallel Planning’...

Itis often hard to predict what the future holds
for baby / child requiring palliative care...
Although children may be assesses as
deteriorating or approaching the end of their life,
it is sometimes the case that children survive
these episodes.

Parallel planning for life while also planning for
deterioration or death allows a babies full
potential to be achieved and primes the
mobilisation of services and professionals
where Nnecessary (re Core Care Pathway, 20130 page 12 TfSL's).
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Parallel Planning...

Fig. 2: Parallal planning for disease-directed alongside palliative care can be reprasentad in the
*bow-tia" modal*

Disease
Management Palliative

Barsavemant
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‘Parallel Planning'...
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Aparent..

‘Parallel planning opened
up many opportunities for
us as a family. We hoped
and hoped for the outcome
we all wanted but also had
in mind that the dream
outcome we all wanted for
little Ava may not come
true, therefore made her
time with us as special and
as unforgettable as
possible.’

Making a difference : coordinated service ll-informed families, able to exercise real choice Making a differer - dinated sel e real choice

‘We were then granted my one wish, to take our little girl into the
sunshine for a big cuddle and kiss before saying goodbye ...’

‘We created memories’

Making a difference -coordinated st es, well-informed familie: 2 2 real choice Making a difference -C00 ate Y ll-informed families, able tc e real choice

Francis May 2019



0l con s o end e Wt e s el e nd Bt et T

£ Ouante

B Besot diges b e driig de fands,
et s i gy

ot i

ok iy o s
cetiet ceavrved e by it bt o s vl s o

It may be helpful to ask yourself the following questions...

The surprise questions....
DIBQHOSIS or recognition

“»*Would you be surprised if this baby / child died as a result of this condition or problem?

Death before adulthood
“+Would you be surprised if this baby/ child died before adulthood (18™ birthday)?

creasing inst,

“»Would you be surprised if this baby / child died in the next few months to years?
“»Would you be surprised if this child died in the next five years?

Critical illness or end of life
“»Would you be surprised if this baby / child dies in the next few days / weeks?

If your answer is NO to any of these questions you should be thinking about palliative care for
this child or young person
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High level end of life care delivery pathway

{ Need for end of life care in near future identified }

End of life care team around family (EOL TAF) identified
End of life care coordinator ( EOL CC) identified
End of life Medical Lead identified

Known child and family wishes reviewed by EOL CC, ML, TAF
Resources required identified for known wishes /potential needs
Availability of resources to deliver all options reviewed (use approved list)

Sufficient resources available
within commissioned /
voluntary services

Rapid escalation process to CCG for spot
purchase approval for coordinator role
+ additional nursing /medical/ AHP/other

EOL CC & ML discuss with child/YP/ family end of life wishes informed by
care needs + resource availability — End of life plans negotiated

Needs led review process
{ Bereavement J [ EOL care no longer
support required @ this time

Integrated EOL care delivered by
team around family
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The purpose of this guidance is to... Three sections...

Offer guidance to hospital professionals Care for baby, child or young person

who are caring for a baby, child or young requiring end of life care in Hospital...
person who has been identified as

approaching the end of their life and so ) )

likely to require end of life care in the near Care for baby, child or young person with

future. palliative care needs in need of rapid
discharge from hospital...

This may follow a period of acute illness or ]
a child who may have been on a palliative Care for the baby, child or young person
care trajectory... being extubated in different settings...
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Approach taken... Approach taken...
What needs to happen and be in
Care before death place before the child dies?
. What needs to happen and be in
Care at the time of death place at the time of death?
Care after death What needs to happen and be in

place for after the child has died?

Who is doing the bereavement
support...

Bereavement support

Making a difference : well-coordinated services, well-informed families, able to exercise real choice Making a difference : well-coordinated services, well-informed families, able to exercise real choice

Francis May 2019



Getting it right...

Brief work...... Getting it right...
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Nice Quality Statements 2018 'Difficult conversations'

MUST be had . . . Please talk to me. .

tell me the truth, |
need to make plans

Statement 1 Infants, children and young people with a life-limiting
condition and their parents or carers are involved in developing an
advance care plan.

Statement 2 Infants, children and young people with a life-limiting
condition have a named medical specialist who leads and coordinates
their care.

Statement 3 Infants, children and young people with a life-limiting
condition and their parents or carers are given information about
emotional and psychological support, including how to access it.
Statement 4 Infants, children and young people with a life-limiting
condition are cared for by a multidisciplinary team that includes
members of the specialist paediatric palliative care team.

Statement 5 Parents or carers of infants, children and young people
approaching the end of life are offered support for grief and loss
when their child is nearing the end of their life and after their death.
Statement 6 Infants, children and young people approaching the end of
life and being cared for at home have 24-hour access to both
children's nursing care and advice from a consultant in paediatric
palliative care.

.err..well yes,
umm .. later..

Difficult conversations
don’t go away . . they
just get harder

hate doing
this ...

graham@ogilviedesign.co.uk]
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https://www.nice.org.uk/guidance/qs160/chapter/quality-statement-1-advance-care-plan#quality-statement-1-advance-care-plan
https://www.nice.org.uk/guidance/qs160/chapter/quality-statement-1-advance-care-plan#quality-statement-1-advance-care-plan
https://www.nice.org.uk/guidance/qs160/chapter/quality-statement-2-named-medical-specialist#quality-statement-2-named-medical-specialist
https://www.nice.org.uk/guidance/qs160/chapter/quality-statement-3-emotional-and-psychological-support#quality-statement-3-emotional-and-psychological-support
https://www.nice.org.uk/guidance/qs160/chapter/quality-statement-4-specialist-paediatric-palliative-care-team#quality-statement-4-specialist-paediatric-palliative-care-team
https://www.nice.org.uk/guidance/qs160/chapter/quality-statement-5-support-for-grief-and-loss-for-parents-or-carers#quality-statement-5-support-for-grief-and-loss-for-parents-or-carers
https://www.nice.org.uk/guidance/qs160/chapter/quality-statement-6-care-at-home#quality-statement-6-care-at-home

