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Special School is playing a very
important role for the PPC in

Hong Kong




(2013-2015) 10 Severe MR Special Schools




S £ =

Food for thought!

no needs palliative care of our children?
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Who need palliative care of our children?
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[ Life limiting conditions, premature \-. ' Life-threatening conditions for
death is inevitable, which curative treatment may be
e.g. Duchenne muscular dystrophy, feasible but can fail
cystic fibrosis, HIV/AIDS, Chronic or e.g. Cancer, Complex and severe
severe respiratory failure, Renal congenital or acquired heart
failure, Severe short gut, TPN- disease, Trauma or sudden severe
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S8 standards of Practice for Paediatric Palliative Care and Hospice, National Hospice and Palliative Care
Organization 2009.
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In Hong Kong

Cause of Death in Age Group 1 to <18 (2014)
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Who are they?

» 30 to 40% of our children
requiring pediatric palliative
care are oncology patients

» The non-oncology patients are
children with medical
complexity those mainly with
neurological +/- respiratory
problems




Children with Medical Complexity
(ChildrenMC)

1. One or more chronic clinical life-long severe medical
condition

2. Severe functional limitations that require
assistance from technology

3. Frequent health care users requiring repeated or
prolonged hospitalizations.

4. Substantial needs including: medical care, specialized
therapies and educational needs.



Where are they?
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The non-oncology patients are children with medical
complexity mainly cared in special schools/ home/
residential homes




Special Schools are providing Holistic Care for
our children
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Special Schools are facing various of difficulties for
taking care of our ChildrenMC!

Increasing health care complexity of these
children and insufficient trained staffs in
special schools, which create high carer stress

Increasing demand for discharge planning and
post-discharge support for these children

Complex care tasks, e.g. Behavioral problems,
management of gastrostomy, feeding and
tracheostomy, NIV, vesicotomy, etc.

survey by EDB, 2012



Value of Paed Palliative Care in our
Department

‘ Add life to days
‘ Holistic Care
‘ Improve Quality of life




UN Convention

ot Rights of the Child

Advocate on “Children’s Right” & e

https://www.unicef.org/rightsite/files/uncrcchilldfriendlylanguage.pdf @&Q %;i%
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Set common goals of care & develop care plan

Community resources is essential
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PPC Frame work
BRight Project:
P&AM, UCH

CCSP

- Out-reach nurse:

e

coordinator
- Medical support promptly
- NGOs support home care

- Doctor advisor
CCF advanced home care

program /

Medically SChOOI

Complex
Children

Primary doctorAntirse

- Logistics to facilitate OSIMM

emergency admission Stream-line all the

sub-specialties

/ follow-ups in one day

- Key worker settles
minor issues



Children with Medical Complexity Community Support
Programme: (CCSP) A Collaborative Program since 2014
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Total 21 Special Schools under CCSP
| TypesofSpecialSchools |

Visual Impairment 2
Hearing Impairment 1
Physical Disability 4
Mild and Moderate Intellectual Disability 1
Moderate Intellectual Disability 4
Severe Intellectual Disability 9
Total 21

Total no. of boarders with medical complexity : ~282



HA Strategic framework 2018
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Current Situation of Paediatric
Palliative Care Services in HA
What We Are Doing Noew

Support for the chronically or seriously ill paediatric patients in the community is also very limited

because the existing paediatric services in HA focus on hospital care. Although paediatric
nurses from a few hospitals provide home visits, they mainly deliver technical support to patients
on ventilator and tube-feeding. Since many

of the children with serious chronic illness

are living in residential special schools, a

Children with Medical Complexity Community

Support Programme (CCSP) has recently been

developed to support them, with paediatric

nurses taking up the role as care coordinators.

However, the nurses are not well equipped with

the knowledge and skill-sets for addressing the

palliative care needs of these patients.




School Based Community Support Programme
since 2014 in KEC

Hong Kong Red Cross Princess
Alexandra School

e Physical and Mental disability
 Primary & Secondary

e 230 students

e Boarders 93

Sunnyside School

* Severe MR
 Primary & Secondary
e 100 students

e Boarders 38



Our Mission!

Improving quality of life

M Family activities
M School activities
MNSafety

J,absence from school N

J Length of hospital stay
J Hospitalization

J Re-admission




Where are we now?

BRight Project : Bright and be right!

We advocate for providing the right care at the
right time in the right place by the child at the
point in the context at the child’s family life



Our Care Model in the Special School




What are we doing now?

Individualized care

e Case meeting with parents

e Setting up care plan with interdisciplinary approach, 4 JEHE]

e Collaboration with adult PC team for transition care (end of life
care)

e Liaison between hospital and community

e Early Referral, e.g. hospital out-patient service, CCF, NGO,
Make a wish, Yang’s, PLK Community Support Service

School Based Approach

T, e
! -a's‘f:‘":; E “e Empower school carers, e.g. infection control, Technology support
B g & training, E9EFH, ACP

MM e Caring round with doctor advisor team approach

e Proactive health education: infection control Hand Hygiene
8 Campaign to reduce infection risk

®e Coordinate outreach service, e.g. Paediatric care team, Orth, P&O

B s



Action
Hospital & School Visits

Post Discharge FU

Enquiry Service

Train-the-Trainer
Program

Case Meetings involve
family

e Facilitating the continuity Care
e Enhancing communication

What we do?

Purpose

Creating communication platform
Allowing for Early Intervention
Assuring the Safety of Children

Increasing carers ‘ confidence
Providing education & talks

Bridging between hospital and community
Setting up care plan with parents ‘ﬁ
Ensuring prompt Intervention of care




Inter-disciplinary team approach,

include parents

CCF Home programme Quarterly
Meeting in UCH

P & C Round in the special school




Facilitating Transitional Care!

Regular Neuro Team
meeting

1.

Liaise hospital and school

2.

Case meeting

3.

4. Transitional questionnaire

5.

Interview child & family

Psychological support &

counseling

6.
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Facilitating the referring process
consultation and treatment




20/1/2018 Podiatry foot health talk in

Sunnyside School




Orth outreach to special schools

Preparation by Preparation by

UCH Orth Sunnyside School ﬂ
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Voicing My CHOICES

Praeusing Gusde for
Adodescents b Toung Adudts

Voicing out my choice!

BRight Project Care Team & School Care Team
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Continuity support SMA I
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Shan’ wishes |
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His name is TODAY

“Many of the things we need can wait, The child cannot wait”........
“To him we cannot answer ‘tomorrow’, His name is TODAY”

Gobriela Mistral
Nobel Prize Winning Poet from Chile



“Care Map” by a mother
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Early refer to Palliative Care Service

Life-Long with severe medical conditions
Deterioration with poor prognosis
Severe Functional limitations
Life-Limiting

Children’s Rights
Advocate!




(WHO) Five Principle of the PPC

e |s the active total care of the child’s body, mind and spirit and
involves giving support to family (Family-centered Care)

e Begins when illness is diagnosed and continues regardless of
whether or not a child receives treatment directed at the disease.

e Healthcare providers must evaluate and alleviate a child’s
physical, psychological and social distress (Holistic Care)

e Effective palliative care requires a broad multidisciplinary
approach that includes the family and makes use of available
community resources; it can be successfully implemented even if
resources are limited.

e |t can be provided in tertiary care facilities, in community health
centers and even in children’s homes (In-hospital or Community)

(WHO; 1998a)



The main thing is to make
history, not to write it.

~ Otto von Bismarck
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Jhanly Voru



PPC Time Capsule!




