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Palliative Care in HA in the past
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Drive for development of
Paediatric Palliative Care

1999, Children’s Cancer Foundation started the first PPC service in HK
2015, first commissioned training for paediatric palliative care held in HA
2011, Pilot programme by CCF to support non-cancer patients with PC needs

Some paediatric department set up limited PPC service in their hospital without

additional resources

2016, formation of concern’s group to push end-of-life care for children
2017, establishment of The Hong Kong Society of Children’s Palliative Care
2017 Annual Plan bidding for PPC service approved by HA (government)

2018, establishment of HK Children’s Palliative Care Foundation

” The Hong Kong Society of Children’s Palliative Care
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Medical staff opinion:
urgency for improvement

Factors needing improvement with level of urgency

Level of urgency
Factors needing improvement
(Mean)*
Availability of manpower 4.20
[Linkage between hospital service and community service 3.76
Sufficient resource support 3.75
Recognition of the importance of paediatric palliative care 3.70
Bereavement service for patients’ families 3.69
The knowledge of palliative care among patients’ families 3.68

*Range from 1 to 5, higher score means more immediate improvement is needed. Mid-point is 3.

Source: Survey conducted by CUHK Department of Social Work collaborated with the Children’s Cancer Foundation




HA Strategic Service Framework (2017)
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HA’s Vision on Palliative Care

“All patients facing life-threatening and life-limiting conditions
and their families/carers receive timely, coordinated and
holistic palliative care to address their physical, psychosocial
and spiritual needs, and are given the opportunities to
participate in the planning of their care, so as to improve their
quality of life till the end of the patients’ life journey.”

Covering both adults and children with cancer or non-
cancer diseases.

(HA Strategic Service Framework for Palliative Care, 2017)



Paediatric Palliative Care

Palliative care for paediatric patients can
take place at Any Stage of a serious illness

Provided in Different Settings, Families include parents,
ranging from tertiary care facilities  siblings, carers and significant
to the patients’ home others who matter to the

patients



Paediatric Palliative Care Services in HA
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Hong Kong Children’s Hospital




HKCH paediatric palliative care team

Paediatrician
Nurses
Social worker

Executive assistant




Children with life-limiting and
life-threatening conditions

Association for Children’s Palliative Care (ACT)/Royal College of Paediatrics and
Child Health (RCPCH) categories :

1. Life-threatening conditions (LTC) for which curative treatment may be feasible but can fail.

e cancer, irreversible organ failures of heart, liver, and kidney

2. Conditions where premature death is inevitable, where there may be long periods of intensive

treatment aimed at prolonging life and allowing participation in normal activities.
e DMD

3. Progressive conditions without curative treatment options, where treatment is exclusively

palliative and may commonly extend over many years.

e mucopolysaccharidoses, neurodegenerative disease

4. Irreversible but non-progressive conditions causing severe disability leading to susceptibility to

health complications and likelihood of premature death.

e severe cerebral palsy, multiple disabilities following brain or spinal cord injury



Paediatric Palliative Care

No. of registered death in HK (2014): 45 718
e <1%(256") are of age < 18
 Of which, 212 (83%) deaths occurred in HA

Half of them occurred
before the age of 1

* No. of known deaths was based on death records from the Immigration Dept (up to May 2016) and HA Patient Master Index
Source: S& WP, S&P, HAHO
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Paediatric Palliative Care

Death in Age Group Death in Age Group
<1(2014) 1 to <18 (2014)

Respiratory Congenital
Conditions__ Infections Anomalies
2% 2% Perinatal 1%

Conditions
Cardiovascular 1%

Conditions Genitourinary

(o)

3% Conditions
Neurological 2%
Conditions
9%

Respiratory

Conditions :
5% Neurological Cardiovascular
Conditions Conditions
8% 12%

According to the principal diagnosis of death episode in HA



HKCH paediatric palliative care service

Symptoms control Complex care co-ordination

Psycho-social /spiritual support Collaboration with NGO

Discussion of advance care

plan or other ethical conflicts
Home care support
End of life care

Bereavement care



HKCH Palliative Care Services

e Intervention for symptom
palliation & psychosocial
problems

e Consultative service for
shared care with parent
team

e Support patients and
families in grief

e |dentify persons at high risk
of psychological morbidity

N\

£ e Continuity of palliative care

of discharged patients

e Management of less acute
& complex symptoms

Outpatient -
Care

Care at Home,
School &
Residential Home

\

®* Optimize symptom control
& rehabilitation

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

@ BREAR HKCH Palliative Care Team Consultation Form
HOSPITAL

Hang Kong ¢ en’s Hospital
AUTHORITY ong Kong ospita

Patient FULL label

* Start with HKCH patients o

DOB
Address

Reasons for consultation: O Symptoms control
° 2 O d b O Psychosocial/ spiritual support

Te r r I to ry WI e S u p p O rt y O Support at critical moment (e.g. break bad news, sudden deterioration)
O Discussion of ACP or other ethical conflicts
O Home care support

p h a S e S O Complex care coordination
O Collaboration with NGO
O End of life care

O Bereavement care

. O Other:
* Share care with parent team to
W I Details:
.
formulate unique management o
Now at OHome OHospital/ward: OSpecial school:
i 3 Contact person Name: Relationship with patient:
lan for each patient and famil

Medical history:
Diagnosis: | Date of diagnosis:
Disease trajectory: CNew diagnosis | OStable | CRelapse ‘ CJEnd Stage ODeterioration
Infectious disease: | If yes, precaution: [Tontact [Droplet Chirborne
Parents’ consent for consultation  [Jyes CINo
Doctor In Charge Hospital/ unit Signature Date

Please fax this referral form to 35127644

For palliative team use

Date of assessment Date of consultation received Assigned key worker

HKCH PPC consultation form updated on 13 March 2019



________________

______________________

________________________________________________________

' Parent team SN AL T L
Allied Health professional LEP__T_T}_{Q_'_’F_\{__
' Other health care provider |

__________________________________________________________________________________________

In-patient support Community support Bereavement service

Home care support

Palliative care clinic



Palliative Care Clinic

Facilitates children and families




Home care support

Designated home care team
Telephone consultation - \) _
Home visit service

Collaborations with NGOs




Bereavement Support

Loss of a child can be traumatic for parents and the whole family

Bereaved family whose child died in HKCH

Known case of Paediatric Palliative Care Team (Territory wide)

Individual/family bereavement counseling

Bereavement group

Memorial camp

Debriefing session for health care providers/ volunteers



Share care with regional hospital

By phases




Enhance Community Support

Enhance palliative care support for Special Schools

Strengthen Community Partnership on Paediatric Palliative
Care




Way forward
* Transition to Adult Palliative Care Service
* Education and Training

* Research
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Contact

HKCH intranet ->
Department of Paediatrics ->

Paediatric Palliative care

E-mail : mss417@ha.org.hk
Tel : 5741 3237
Fax : 2949 6822




Thank you



