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Number of Deaths in 2022

• 67.1 million around the world 
(Ritchie & Mathieu, 2023) 

• 61 557 in Hong Kong (Centre for 

Health Protection, 2023)
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(2.13 deaths per second) 

(7.03 deaths per hour) 



Increasing number of deaths and 
death rates 
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Per 100 000 population

(Centre for Health Protection, 2023)



Hong Kong Scenario
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Aug, 2017
Sept 2019

July 2020 Nov, 2023

The Advance Decision on Life-
sustaining Treatment Bill

Public Consultation on End-of-life Care: 
Legislative Proposals on Advance Directives 
and Dying in Place

Strategic Service Framework 
for Palliative Care
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(http://www.nhc.gov.cn/lljks/tggg/202307/52149be8ad1344558fe469dd495f2c0a.shtml) 

The Third Batch of End-of-life Care in Mainland China (July 14, 2023)

The Mainland Scenario

http://www.nhc.gov.cn/lljks/tggg/202307/52149be8ad1344558fe469dd495f2c0a.shtml


In 2016, the Jockey Club Charities Trust initiated the Jockey Club
End-of-Life Community Care Project (“JCECC”), aimed at enhancing
the end-of-life (EoL) care in Hong Kong to improve the quality of
life of older people with terminal illness by developing viable
community-based service models to complement the existing
service provisions in a coordinated manner

Jockey Club End-of-life 
Community Care Project (JCECC)

2016 2019 2022



Jockey Club End-of-life Community 
Care Project (JCECC) 
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The Study

• Method:

– A random-sample household telephone survey

– Social Policy Research Limited was entrusted

• Participants:

– Cantonese-speaking Hong Kong residents aged 18 or 
above

• Duration:

– July 17 to October 12, 2023

• Objectives of the Study:

– To understand the needs and strategies for public 
education on end-of-life care

– knowledge and attitude of the general public on end-of-
life care 8
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N = 5000 

No Answers for 5 
times 

n = 1698

Non-valid 
household Lines 

n = 1413

Non-Chinese 
Speaking

n = 28

Eligible Participants

n = 1861

Refusal

n = 355

Completed 
Participants

n = 1506
Response Rate = 80.9 %

Participants



Participants (N = 1506)
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52.5% 47.5%

Gender

Age

Has Religious 
Affiliation 33.1 %

Marital 
Status

Married Never Married/
Cohabitated

Separated/
Divorced

62.9 % 28.6 % 3.80 % 4.6 %

Widowed

Education
Level

Has Chronic/ Life-threatening 
Illness

Self 
Family 

Members

31.9 % 38.8 %

18.1%

39.7% 42.2%

Primary
school and

lower

secondary
school

College and
above14.90%

33.70%

28.70%

15.40%

7.30%

18-29 30-49 50-64 65-69 70+



#1 
Death is not necessary a taboo topic 
and EoLC can be a family discussion 
topic
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Level of Comfort in Talking about 
Life and Death (N = 1506)

76.2%
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5.2%

18.6%

36.9%

26.3%

13.0%

我覺得周身唔自在 有少少唔自在 我冇特別感覺/無所謂 我幾樂意傾談 非常樂意傾談Glad to Talk 
about it

Extremely Glad 
to Talk about it

No Special FeelingsQuite a 
Discomfort

A little bit of 
Discomfort

More than 75% of the participants 
expressed no discomfort in talking 
about life and death topic



Acceptance of Deaths happened 
in Living Place (N = 1506)
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20.52%

31.21%

48.07%

0.20%

No Neutral Yes Undecided

76.0%

21.1%

2.9%

No Yes Don't know / It
depends

14.9%

83.7%

1.4%

Move out / Will
not continue to

stay

Will continue to
live in the unit

Don't Know / It
depends

Move to a unit with 
deaths happened

Support family members 
dying at home

After a family member 
died at home

About 20% don’t mind staying in 
the house with death happened, 
and up to more than 80% if it is 
the death of the family



Quality and Quantity of Life 
(N=1506)
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8.43%

68.53%
23.04%

Quantity of 
Life

66.0%

49.6%

49.0%

No improvement in physical condition

Quality of Life

Don’t 
Know

Can’t further afford

Preferred Goal of Care 
at the End-of-life

Consider change from 
Quantity to Quality of Life 
(n=347, multiple answers)

Increased burden and sufferings

Nearly 70% of the respondents preferred treatment that 
could improve their quality of life



Heard of EoLC-related Terms and 
Acceptance of EoLC (N = 1506)

15

59.30%

89.51%

29.61%

Palliative care Hospice
services

End-of-life
care

Heard of …

No  
(n=1060)

70.39%

EoLC
Explained

Acceptanc
e of EoLC if 
prognosis 

is < 6 
months

676

337

47

Accept

Not Accept

Don't know

Yes  
(n=446)

354

75

17

Accept

Not Accept

Don't Know/It
Depends

About 2/3 of those who have not 
heard of EoLC will opt for it after 
learning about it



Preferred Location of EoLC (N = 1506)
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27.56%

21.85%
20.72%

15.94%

9.16%

4.65%

0.13%

Hospice Home Infirmary unit Hospital Residential
care home for

the elderly

No preference Others

No, 
8.6%

Neutral, 
35.8%

Yes, 
55.4%

It depends, 0.2%

Preference for Self
Support for family 
having EoLC at Home

One in four of the respondents preferred to be cared for 
at hospice and one in five preferred to be cared for at home



Family Discussion on Personal EoLC
(N = 1506)
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No, 73.6%

Yes, only 
once, 9.5%

Yes more than 
once, 16.9%

0.3% 1.5%

20.6%
24.4%

30.2%

59.8%

26.4% (n=398)

Who to discuss

When to discuss

1.0% 0.8%

10.8%
13.6%

15.6%
17.6%

26.1%
27.6%

40.7%

More than 25% of the respondents had 
discussed personal or familial EoLC with 
their family.



Family Discussion on Family 
Member’s EoLC (N = 1506)
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No, 73.5%

Yes, only 
once, 7.8%

Yes, more than 
once, 18.7%

26.5% (n=399)

0.5%
3.3%

24.3%

29.8% 31.1%

50.4%

Other relatives Grandparents Siblings Children Parents Spouse

Who to discuss

More than 25% of the respondents had discussed 
personal or familial EoLC with their family.



What to discuss and What’s the 
impact (n = 398)
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What are Discussed (%)

22.1 23.9 24.4
29.4

41.5

Symptom Relief Medical Cost My Wishes Funeral
Arrangements

My Values

Don’t Know, 
4.8%

Impact of Discussion

- No adverse effect, but positive or neutral 

Others, 0.5 %

Family EoLC discussion mainly focused 
on values and practicality



Reasons for Not Discussing
Personal EoLC in Family (n = 529)
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#2 
Advance Care Planning and Advance Medical Directive 
discussion shall be promoted and individualized

21



Advance Care Planning 
(ACP)

Advance care planning (ACP) refers to the process of 
communication among a patient with advanced progressive 
diseases, his/her health care providers, and his/her family 

members and caregivers regarding the kind of care that will 
be considered appropriate when the patient can no longer 
make those decisions. ACP is an overarching and preceding 

process for such decisions, based on the mentally 
competent adult patient’s preferences and values, and the 
risks and benefits of individual treatment. (HA, 2020, p.21)
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Heard of ACP and Acceptance 
(N = 1506)
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Heard of ACP

ACP 
Explained

Acceptance 
of ACP

800

288

242

Accept

Not Accept

Don't know

No, 
88.30%

Yes, but not 
understand

2.50%

Yes and 
Understand,

9.2% 

149

8

19

Accept

Not Accept

Don't
Know/Others

With information provided, more than 2/3 
of those who have not heard of ACP will opt 
for it



Final decision maker for one's 
treatment in EoL (N = 1506)
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Patients per 
se, 76.8%

Family 
Members, 

12.4%

Doctor
s, 8.4%

God, 0.8%

Others, 1.5%

Three out of four of the respondents 
thought they should be the final 
decision maker of their treatment in 
EoL



Most Appropriate Person to Discuss 
ACP for oneself and family members  
(n = 900)

25

43.3%

27.0%
29.6%

0.1%

36.7%
34.7%

28.4%

0.2%

Patient Family Members Health Care Professionals Others

ACP for Self ACP for Family Member

# Only for those who did not have ACP before and intended to do it after explanation (n=900)

There are discrepancies between 
the acceptance of ACP and the best 
person when discussing of ACP of 
oneself and other family members.  



Reasons for no intention for ACP 
(n=288)

No Legal 
Status, 21.5%

Family or 
Doctor will 

Decide, 22.6%

Inadequate 
Understanding, 

25.0%

No immediate 
Need, 38.2%

Troublesome, 
49.7%

26

Among those who do not have intention to establish “Advance Care Planning”, 49.7% 
considered the procedures to be complicated; 38.3% perceived no immediate need, and 
25% with insufficient understanding. 



Advance Medical Directive 
(AMD)

An AMD generally refers to a written statement in 
which a person indicates, while mentally capable, 

what life-sustaining treatment he/she would refuse 
when he/she is no longer capable of doing so.

(Legislative Council, 2023, p.1)
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Yes and 
Understand, 

20.10%

Yes, but not 
understand

4.60%

NO,
75.3% 

Heard of AMD and Acceptance 
(N = 1506)
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Heard of AMD

AMD 
Explained

Acceptance 
of AMD 792

254

88

Accept

Not Accept

Don't know

328

25

19

Accept

Not Accept

Don't know

Though there were ¾ of the participants hadn’t heard of AMD, 
70% of them opted for it when the information was provided



Intention for self and family for 
AMD (N = 1506)
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Support, 74.4%

Support, 60.7%

Neutral, 
7.1%

Neutral, 30.1%

Not Support, 
18.5%

Not 
Support, 

9.2%

AMD for Self

AMD for Family
Member

About 75% and 60% of the participants agreed to have 
AMD for themselves and their family members, 
respectively



Reasons for no intention 
for AMD (n=254)

No Legal 
Binding, 
26.0%

Family or 
Doctor will 

Decide, 
24.4%

Inadequate 
Understandi

ng, 24.0%

No 
Immediate 

Need, 
32.7%

Troublesome, 
44.5%
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Among those who do not have intention to establish “Advance Medical Directive”, 44.5% 
considered the procedures to be complicated; 32.7% perceived no immediate need, and 
26% believe it’s not legal binding. 



Best Timing for ACP (n=900) and 
AMD (n=1065)
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0%

10%

20%

30%

40%

50%

60%

70%

80%

90%

100%

Young Old Diagnosis of Serious
Illness

Worsen of Serious
Illness

Dying

ACP AMD

# Only for those who did not have ACP before and intended to do it after explanation (n=900)
and for those who did not have AMD before and intended to do it after explanation (n=1065) 



#3 The timing is now
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• Majority accept AMD

• The Advance Decision on Life-Sustaining Treatment
Bill and relevant legislative amendments drafted by
the HKSAR government is subject to second reading



Conclusions

• Death is not necessarily a taboo topic, and people are
prepared to discuss the end-of-life care decision with family
members. While the perceptions of end-of-life care and
decision are different for self and family members,
communications within family are needed

• With the information provided, they opted to accept the
care and planning. Thus, this is the appropriate time for
HKSAR Government to proceed the legislation of the related
policy. In addition, public education and professional
training should be strengthened
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Case Sharing
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Supplementary slides
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End-of-Life Care (EoLC)

Palliative and end-of-life care is 
provided to people who have an 

incurable and progressive illness to 
improve their quality of life (Food 
and Health Bureau, 2019, p. 42)
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Those who will choose EoLC after 
information provided (n=676 vs 830)

More likely be 

– With chronic or life-threatening illness 

(B = .38, p =.001)

– Female  (B = .22, p =.03)

– Married (B = .39, p =.001), widowed (B = .79, p =.003)

[compared with Never married]

– Age group of 50-64 (B = .41, p =.02), 

65-69 (B = .71, p <.001), and 70+ (B = .50, p =.04)

[compared with 18-29]

Religion, family members with chronic and life-
threatening illness have no differences 37



Those who will choose EoLC after 
information provided (n=676 vs 830)

Less likely be 

– Have secondary education (B = -.35, p =.02)

– Or tertiary education (B = -.45, p =.002)

[compared with Primary of below]

38



Reasons for Not Discussing 
Family Member’s EoLC (n = 654)
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Suitable Occasion for Family 
Discussion (N=1506)
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59.5%

47.5%

8.8%

Causal occasions (e.g., family
gathering, dinner time etc.)

Formal occasions (e.g., family
meeting, or being guided by the

professionals)

Special festivals (e.g., Qingming or
Yulan etc.)



Those who will accept ACP after 
information provided (n=800 vs 288)

More likely be 

– Female (B = .72, p < .001)

– With religion (B = .35, p =.02)

– Family members with chronic or life-threatening 
illness (B = .38, p =.01)

– With tertiary education (B = .71, p =.001) [Compared 
with Primary school or lower]

Oneself with chronic and life-threatening illness, age 
group, marital status have no differences

41



Intention for self and family for ACP 
(N = 1506)

42

Support, 63.0%

Support, 50.5%

Neutral, 17.3%

Neutral, 40.8%

Not Support, 
19.7%

Not Support, 
8.6%

ACP for Self

ACP for Family Member



Best Timing for ACP (n = 900)
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5.0% 5.2% 1.7% 4.3% 7.1% 4.2%

30.2%
37.0%

20.2%
22.9%

23.2% 28.4%

33.1%

31.8%

45.8%
40.7%

39.3% 37.6%

26.6%
22.6%

26.9% 25.7% 25.0% 25.0%

4.3% 2.8% 5.5% 5.7% 5.4% 4.3%
0.7% 0.6% 0.0% 0.7% 0.0% 0.4%

18-29 30-49 50-64 65-69 70+ Total

Others

Dying

Worsen serious
illness
Diagnosed with
serious illness
Old

Young and
healthy

# Only for those who did not have ACP before and intended to do it after explanation (n=900)



Most appropriate person to 
initiate an ACP discussion (n = 900)

46.0%
41.3%

45.4% 44.3%
37.5%

43.3%

20.1% 29.1%
26.1% 28.6%

32.1%
27.0%

33.1%
29.7% 28.6% 27.1% 30.4% 29.6%

0.7% 0.0% 0.0% 0.0% 0.0% 0.1%

18-29 30-49 50-64 65-69 70+ TOTAL

Others

Doctor

Family Member(s)

Myself

44
# Only for those who did not have ACP before and intended to do it after explanation (n=900)



Best Timing for AMD (n = 1065)

9.1%
3.9% 2.3% 4.4% 4.4% 4.3%

22.1% 28.3%

15.4%

22.5%

10.3%

21.8%

34.4% 36.4%

39.6%

36.9%

42.6%

37.5%

29.2% 27.3%

36.6%
31.3%

35.3%

7.4%

5.2% 4.2% 6.0% 5.0% 7.4% 5.2%

18-29 30-49 50-64 65-69 70+ Total

Dying

Worsen Serious
Illness
conditions
worsen

Diagnosed with
serious illness

Old and
Healthy

Young and
healthy

45
# Only for those who did not have AMD before and intended to do it after explanation (n=1065)



Those have AMD and Chance of 
Revoke 

46

• There were 28 respondents (1.86%) with an AMD
– They all revealed to have a 50:50 chance to change the

directives

• In a systematic review of 24 studies, 17 studies,
more than 70% of patients’ preference were stable
over time (Auriemma et al., 2014).

• In the US, a study with 104 cancer patients, 81%
had stable preference at 1st month and 68% at
2nd/3rd month. 32% changed at least once (Jabbarian et

al, 2019)

• In Japan, the stability of the preferred place of
death of older adults in three years was 40%
(Kawaguchi et al, 2022)



JCECC initiatives

• Public talks

• Public education programmes

47

Online Learning Platform for Patinets and Carers | JCECC 
(https://foss.hku.hk/jcecc/en/online-learning-patients-and-carers/) 

Publications:

https://foss.hku.hk/jcecc/zh/%E5%AE%89%E5%AF%A7%E7%85%A7%E9%A1%A7%E7%97%85%E4%BA%BA%E5%8F%8A%E7%85%A7%E9%A1%A7%E8%80%85%E7%B6%B2%E4%B8%8A%E5%AD%B8%E7%BF%92%E5%B9%B3%E5%8F%B0/
https://foss.hku.hk/jcecc/en/online-learning-patients-and-carers/


Learn more:
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JCECC aimed at enhancing the quality
of community end-of-life care ("EoLC") in
Hong Kong. To provide capacity building for
the public, patient and family, social and
health care professionals, and to hold public
education events.

The JCECC Online Learning Platform for
Patients and Carers aims to provide a
platform for them to learn essential end of
life care knowledge including the concepts of
palliative care, communication skills, self-
care and community resources. The platform
features various videos, contents and self-
reflection exercises, with the goal of
enhancing the EoLC knowledge of patient
and carer and promoting a caring society.

Publications are available for community
stakeholders use to discuss their EoLC
decisions.
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