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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 

是一種積極和全面的護理方法,從診斷的一刻開始, 貫穿整個兒童的

生命、死亡和死亡之後。它包含身體、情感、社交和靈性因素, 重點

是提高兒童/年輕人的生活質素和對家庭的支援。它包括管理痛苦的

症狀, 提供短暫的休息, 並包括哀傷冶療 

        

                        ACT 2009 
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現代觀念 

積極治療 紓緩治療 

哀傷治療 



Who needs PPC ? 



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

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 

可治癒 紓緩 



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 illnesses 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 



兒童紓緩治療團隊 

• 病人/家庭成員 

• 兒科醫生 

• 護士 

• 醫務社工 

• 臨床心理學家 

• 醫院牧師 

• 遊戲治療師 

• 學校老師 



腫瘤科 

心臟科 

腎科 

神經科 

新陳代謝病 

新生兒科 



「最終, 重要的不是你人生裡有多少歲數, 
而是你的歲數裡有多少人生」 

“ In the end, it’s not the years in your life 

that count. It’s the life in your years ” 

Abraham Lincoln, 16th President of the United States 



1. Introduction to PPC 

 

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 

 

3. PPC services in community 





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 

• A territory 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 

Home & community care by 
general paediatricians, nurses, 

& school staffs   
 

Shared care between 
PPC team  & 

paediatricians (with 
special PC interest) in 

other hospitals  

Care by 
dedicated 

Paed PC team 
in HKCH 

Principle of delineation:  

 Level of patients’ needs 

 Complexity of the disease  

 Professional competence 

Aim: 
 

 Facilitate early access 

to PC service 

 

 Improve symptom 

control and 

psychosocial well-being 

 

 Support to parent 

teams in addressing the 

multiple care domains 

of patients with life-

threatening diseases 

 



Children with Medical Complexity Community 

Support Program (CCSP 醫療情況複雜兒童社
區支援服務) 

• Started in  2014 

• To support children with medical complexity 

in the community in all HA clusters 

• 8 (14) Advanced Practice Nurses (APNs) 

recruited 

• Service provision for 17 special schools  

 



CCSP 

School Visit 

Formulate care 
plans and 
provide to 

schools 

Communicator 
between 

schools and HA 
paediatric 

teams 

Train-the-
trainer 

programs to 
schools 

• Tracheostomy Home Care 
(氣管造口家居護理) 

• Gastrostomy Home Care (兒
童的胃造口家居護理) 

•Cardiopulmonary 
resuscitation (CPR) 
•Common foot problems 
•Epilepsy management 
•Fever management 
•Infection Control 

• Discharge plan 
• Medications 
• Diet 
• FU appointments 



PPC Team in Hong Kong Children’s Hospital 



Proposed service arrangement 
 

• Set up a centralized Paed PC team 

in HKCH  

• Led by Paediatrician 

• Multidisciplinary team approach 

– Designated nursing team  

– AH staff support from HKCH 

and other HA hospitals 

 

 

Hub-and-spoke model in HA Paed service network 
 

• PC team 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 

• Continuity of palliative care 
of discharged patients 

• Management of less acute 
& complex symptoms 

• Intervention for symptom 
palliation & psychosocial 
problems 

• Consultative service for 
shared care with parent 
team 

Inpatient Care & 
Consultative 

Service  

• Support patients and 
families in grief 

• Identify persons at high risk 
of psychological morbidity  

Bereavement 
Care 

• Optimize symptom control 
& rehabilitation  

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

Day Care &  
Care at Home, 

School &  
Residential Home 

 

Outpatient  
Care 

 



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 (兒童紓緩服務基金) ,  Make a Wish (願望
成真基金) 

• Support CCSP service 





Advance Care Planning 預設照顧計劃 



DNACPR 不作心肺復甦術  



Life-Sustaining Treatment 



1. Introduction to PPC 

 

2. PPC service in public sector 

 

3. PPC services in community 



 Community PPC Services  in Hong Kong 



CCF Palliative and Home Care Services 

Pilot Projects for paediatric patients with life-
threatening illness 

• Since 2011 

• Collaboration with UCH, PWH, TMH, QMH 
and DKCH 

• Patients from general paediatric ward, PICU and 
NICU 

• Various diagnosis such as SMA Type I, Renal 
failure, Heart disease, Menkes Syndrome, 
congenital brain malformation 

• Provide same services as children with cancer 
except financial assistance 

 









 Children with critical illness 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  

 



(1) 

(2) 

香港島及九龍  
(中區、西區、南區、離島、東
區、灣仔、九龍城、 油尖旺、
深水埗、黃大仙、觀塘及將軍
澳)  

新界  
(沙田、大埔、北區、西
貢、荃灣、葵青、屯門、 
元朗及天水圍)  

http://yang.org.hk/tc/service_det
ail.php?id=43 

http://yang.org.hk/tc/service_detail.php?id=43
http://yang.org.hk/tc/service_detail.php?id=43
http://yang.org.hk/tc/service_detail.php?id=43
http://yang.org.hk/tc/service_detail.php?id=43
http://yang.org.hk/tc/service_detail.php?id=43
http://yang.org.hk/tc/service_detail.php?id=43
http://yang.org.hk/tc/service_detail.php?id=43
http://yang.org.hk/tc/service_detail.php?id=43


(一)需要持續使用輔助呼吸醫療儀器及
正在社區居住的嚴重殘疾人士，並需由
單位物理治療師 / 職業治療師評定其身
體功能、照顧需要合乎收納資格；或 
 
(二)或由公立醫院 / 診所醫生評定申請
人為四肢癱瘓並正在社區居住的人士；
或 
 
(三)該嚴重肢體傷殘人士沒有醫療證明
為四肢癱瘓，唯經單位物理治療師 / 職
業治療師評估其復康 / 照顧需要等同四
肢癱瘓人士；或 
 
(四)符合(一)至(三)資格，但正在政府
資助的院舍，包括津助 / 合約院舍及參
與不同買位計劃院舍的資助宿位或醫院
管理局轄下所有的公立醫院及機構接受
住院照顧，或在教育局轄下的特殊學校
寄宿的嚴重肢體傷殘人士，在其休假回
家時段可獲得服務 



• 使用輔助呼吸醫療儀器的嚴重肢
體傷殘人士（需獲公立醫院 / 
診所醫生或專業治療師評定其需
要使用 )  

• 租借輔助呼吸醫療儀器或購買                
醫療消耗品的嚴重肢體傷殘人士 

• 通過經濟審查 













支援面對突然死亡的家庭及 面
對哀傷的兒童和年輕喪偶夫婦   
 
•透過專業輔導，協助喪親兒童及年輕喪偶 
夫婦面對哀傷  
•紓緩面對突然死亡的家庭在哀傷期間的負 
面情緒，協助他們維持正常生活  
•加強家屬的自我復原能力，重新開展新生 
活  



個性化喪禮 
支援在家離世 









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  

 



“If you want to go quickly, go alone. 

 If you want to go far, go together.” 
                            African Proverb 



https://hkscpc.org 


