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1. Introduction to PPC

2. PPC services In public sector

3. PPC services In community



Definition

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/young person and support for

the family. It includes the management of distressing symptoms, provision

of short breaks, and care through death and bereavement
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Who needs PPC ?



Curative

A G

As the illness progresses the
emphasis gradually shifts from
curative to palliative treatment.

Highly technical invasive treatments
may be used both to prolong life and
improve quality alongside palliative
care, each becoming dominant at
different stages of the disease.

MNo cure is possible and care is
palliative from the time of diagnosis.

At first it is not apparent that this
will be a terminal illiness and
palliative care starts suddenly once
that realisation dawns.

Palliative

1. Life threatening condition
e.g. Cancer, irreversible organ failures

2. Life limiting conditions,
premature death is inevitable
e.g. Duchenne muscular
dystrophy, cystic fibrosis

3. Progressive condition, no curative
treatment
e.g. Progressive metabolic disorders

4. Irreversible but non-progressive
condition, premature death is likely
e.g. Severe cerebral palsy, brain or
spinal cord injury

A Guide to the development of Children’s Palliative Care Services, ACT 2009



5. Neonates with limited life expectancy

6. Members of a family having unexpectedly
lost a child from a disease, an external cause
or during the perinatal period




Uniqueness of PPC

Cover both life-threatening and life-limiting conditions

Wide spectrum of ilInesses with uncertain disease trajectories
Different physical and developmental stages which impact on care
Increased decision-making and caring role of the parents

Higher risk of complicated grief and prolonged bereavement of
family

Require transition care into adulthood

Different physiology and pharmacokinetics
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Case Load Estimation on Life Limiting Conditions

Life Limiting Conditions Group | No. of patient aged <18 in 2014 ever treated as inpatient

Oncology %4 71
Cardiology « g 434
Nephrology % #t 34
Neurology # &4 441
Neonatology & congenital #72 24 678
Metabolic #7F 35 201

Total 1859



“ In the end, 1t’s not the years 1n your life
that count. It’s the life in your years ”

Abraham Lincoln, 16th President of the United States



2. PPC service In public sector

» HA proposed service framework

« Children with medical complexity Community Support Program (CCSP)
 PPC team in HKCH

« PPC teams in regional hospitals
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HK PPC Service Framework

3 tiers service

1) Community and primary care

2) Regional hospitals, by general

paediatricians with special interest in PPC

3) Dedicated care team of Paed PC



Primary Care level

Public education
Primary care doctors: continuous education of PPC

Staff of special schools, special centers for disabled

children: basic training on PPC

Nurses link to special schools: training in PPC



Secondary Care Level

Regional hospitals staff:
— all doctors and nurses taking care children and neonates should have training in PPC

Each cluster or hospital should have staff dedicated in PC
service (paediatricians with special interest in PC, link
nurses)

Ward setting should be renovated to prepare accepting
children EOL care

Palliative care at in-patient, out-patient and ambulatory
setting

Work with PPC specialist team for home and outreach care.
Parent teams and PPC team as partners



Tertiary Care Level
* Aterritory wide PPC team

— dedicated paediatricians, nurses, social workers, child life specialist,
clinical psychologists....

 The team based at HKCH

— Set service models, clinical standard, guideline/protocol

— Provide dedicated PPC care: symptom control, psychosocial support,
bereavement

— Emphasis on home-based, outreach consultation and shared care
service

— Provide training to primary and secondary care level health workers
— Public education



Proposed Shared Care Model for Paed PC

Aim;
v" Facilitate early access

to PC service o o
Principle of delineation:

v Improve symptom
control and
psychosocial well-being

v" Level of patients’ needs

hared care betwee:h\

PPC team & '
paediatricians (with
special PC interest) in \\

other hospitals \

v" Complexity of the disease

v" Professional competence
v" Support to parent

teams in addressing the
multiple care domains
of patients with life-
threatening diseases

Home & community care by
general paediatricians, nurses, \
& school staffs \




Children with Medical Complexity Community

Support Program (CCSP B 5t ke e B
% S R AR S)
o Started in 2014

 To support children with medical complexity
In the community in all HA clusters

* 8 (14) Advanced Practice Nurses (APNSs)
recruited

* Service provision for 17 special schools




*Cardiopulmonary
resuscitation (CPR)
*Common foot problems
*Epilepsy management
*Fever management
eInfection Control

Train-the- Formulate care
trainer plans and
programs to provide to
schools schools

Tracheostomy Home Care
(REEOXEERE)
Gastrostomy Home Care (52
SN B EOXEEE)
Communicator * Discharge plan
between * Medications
schools and HA e Diet
paediatric R

FU appointments
teams



PPC Team in Hong Kong Children’s Hospital
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Proposed service arrangement Care at

home/school

« Set up a centralized Paed PC team

in HKCH . . 1= .
»  Led by Paediatrician .
Lo . . = ~
« Multidisciplinary team approach
— Designated nursing team =
— AH staff support from HKCH o 1
< Hong Kong Children’s »

and other HA hospitals

Hospital

Hub-and-spoke model in HA Paed service network

* PCteam in HKCH
» Provide outreach consultative and outpatient service
» Support home care covering the whole territory
* Close linkage with parent teams in HKCH and other HA hospitals
» Option of care locally near place of residence according to preference of children and families






Care Continuum of Palliative Care Services

A\

4

e Continuity of palliative care
of discharged patients

e Management of less acute
& complex symptoms

£ Intervention for symptom
palliation & psychosocial
problems

e Consultative service for
shared care with parent,
team

\< Y,
Day Care &
Care at Home,
- School &
N

Residential Home
®* Optimize symptom control

& rehabilitation

* Provide psychosocial care
for patients and their
families in the community

e Support patients and
families in grief

¢ |dentify persons at high risk
of psychological morbidity




PPC service In regional hospitals

PPC teams led by paediatricians with special
Interests in PPC

Promulgate PPC In hospitals
Regular case review meetings

Collaborate with NGOs: e.g. Children’s Palliative
Care Foundation (52§ 5% PR7% 4 £ ), Make a Wish (Fg %
~EAE)

Support CCSP service
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3. PPC services In community



Community PPC Services in Hong Kong
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CCF Palliative and Home Care Services

Pilot Projects for paediatric patients with life-
threatening illness

e Since 2011

 Collaboration with UCH, PWH, TMH, QMH
and DKCH

 Patients from general paediatric ward, PICU and
NICU

* Various diagnosis such as SMA Type |, Renal
fallure, Heart disease, Menkes Syndrome,
congenital brain malformation

* Provide same services as children with cancer
except financial assistance
% . et

ldren’s Cancer Foundation
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Make &-Wish

BEEERNEHE S HONG KONG

Children with critical i1llness aged between 3 and
17, in Hong Kong and Macau

Referral:

1) Medical professionals treating the sick child,
such as doctors, ward managers, nurses and
social workers

2) Parents/ legal guardians of the child;
3) The potential Wish Child
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Challenges to PPC Development

 Lack of recognition of the need for PPC

 Lack of policies

 Lack of integration into health services for all
ages

 Lack of access to:

- Education
- Treatment
- Trained professionals
- Medicines

 Lack of resources
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*The Hong Kong Society of Children ‘s Palliative Care
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