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Advance Decision on Life-sustaining Treatment Bill

C3259

Advance Decision on Life-sustaining Treatment Bill
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* Individuals aged 18+ are allowed to make an Advance Medical
Directive (AMD)

* Provide for legal status of AMD and DNACPR orders

What is Advance Medical Directive (AMD)?

e A written statement

« Stating what life-sustaining treatment a person would
refuse when he/she is no longer capable of decision-making

(Legislation Publication Ordinance (Cap. 614). section 5)

* Provide protection to medical professionals and rescuers
 Remove conflict with AMD and DNACPR order

Source: Hong Kong e-Legislation, 2021; Hong Kong e-Legislation, 2022



The Bill iIs good but has its limitations

The Bill alone i1s not sufficient

Social

Focus on medical aspect of
end-of-life care

Unable to capture full spectrum Emotional Spiritual
of care & individuals’ wants

© Our Hong Kong Foundation Limited. All Rights Reserved. Source: Hong Kong e-Legislation, 2021; Hong Kong e-Legislation, 2022



A more comprehensive framework in End-of-life Care (EoLC) is needed

.. (When mentally
Declining health incapable)

|
Diagnosis Last 6-12 months Death

Bereavement
Support

Curative Care

Palliative Care Funeral

Assistance

Source: Committee on Approaching Death: Addressing Key End of Life Issues & Institute of Medicine, 2015

End-of-life Care (EoLC)

®* Processes of addressing the medical, social, emotional,
and spiritual needs of people who are nearing the end of life

®* Approximately the last 6-12 months preceding death
®* May include a range of medical and social services

© Our Hong Kong Foundation Limited. All Rights Reserved.



Who will be benefited from EoLC?

/\E | Alleviate Pressure on

. Provide Patients
| Healthcare System e Comprehensive Care
Familiarise Healthcare |
Professionals with Beneficiaries of Support Ca_rers with
Existing Community End-of-1ife Care Clear Guidance
Services

Reduce Unnecessary
Disputes among
Families

Connect Socilal Care
Professionals with the
Healthcare Sector

© Our Hong Kong Foundation Limited. All Rights Reserved.




Better EOLC benefits the healthcare system

B i & H
AUTHORITY
Increases as people
approach last 6 months, :
especially last 2 months 3%
| 30%
- 25%
oo
Considerable strain exerts to o 15%
healthcare system I :ﬁ
v 330-365 300-329 270-299 240-268 210-239 180-209 150-179 120-149 90-119 60-89 30-589 Q0-29 ’
EoLC would help reduce : Days before death
medical service utilisation — Inpatient/Day Inpatient admissions npatient patient days ~ ——— A&E 1* attendances

© Our Hong Kong Foundation Limited. All Rights Reserved. Source: Hospital Authority, 2017



Our past research shows that there is a need for community EoLC services

Place of Public’s Preference to Spend
their End of Life

Prefer to remain in

community at the

)

final stage of their

lives

Bk ®H A

HOSPITAL
AUTHORITY

____________________________________________________________________________________________________________________________________________________________________________________________

© Our Hong Kong Foundation Limited. All Rights Reserved. ERIZRIER : Hospital Authority, 2017; Our Hong Kong Foundation, 2019



Other countries pay a lot more attention to community EoLC

@ Singapore

hospice care

=
@ Australia

&
% . .
PalliativeCare
® M VICTORIA
® Living, dying & grieving well

* Provide home hospice * Nursing, emotional and * Provide information
care, day hospice personal care, as well and help access to
programme, as bereavement community palliative
psychological support support at home and EoLC

\ A\ A\

© Our Hong Kong Foundation Limited. All Rights Reserved.


https://www.pallcarevic.asn.au/

Methodology and research framework

Research Methodology Recommendation Direction: EoLC 123

H
Landscape mapping on current practices |—|—|
H H N
System
Desktop research on overseas practices E m
Stakeholder interview for latest insights Service

Three Strategies

Qualitative analysis on EoLC Q'ﬂ
development in Hong Kong S

Education

© Our Hong Kong Foundation Limited. All Rights Reserved. 10
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Advance Care Planning is a preparatory process to supplement AMD

'_- Advance Care Planning (ACP)

ZERAEBRRIENRE,
BEL—I—RBA
MR EMIREBE .

BERZEE
KEA
EEMSARMLHRL
SEEH, A
TRABOEATR

A communication process through which
individuals can: \

* EXxpress their values, beliefs, and
preferences

oo —— ACP

ZEREDI,
KEA(SHEEE) L2

BIRIROAA B TR
S P H A EEAER '

E?ﬁﬁ'%ﬁ‘

KRIAA . TIPSR,
KAEYA . BEELE.
BRASHEERR.

* Create person-centered plans for medical,
personal, and social care

RHARHEARE,
ERTEER AR RS,

I BARGERORE,

REFEGMEPI07TEEHER FE8 7 B B8
] A@i%ﬂf?ﬁ’éﬁ‘ﬁﬁim SHE FRAMAARZDEN
Z5 (6B RERPESE (IR CARSRGENREA

« Faclilitate the signing of legal documents
(e.g., AMD) that reflects personal preferences

» Empower family members to make informed Taiwan’s Patient Right to Autonomy Act (2021):
decision and avoid unnecessary conflicts Show how ACP facilitates signing of AMD

12

© Our Hong Kong Foundation Limited. All Rights Reserved. Source: Chan IK, Fong CH, Wong YE, Lou VW & Chan CL, 2019



ACP has a much broader focus and involves planning ahead of time

. . When mentally
| Declining health | incapable

|
Diagnosis Last 6-12 months Death

Curative Care Bereavement

Support
Palliative Care
Funeral
Assistance

© Our Hong Kong Foundation Limited. All Rights Reserved. 13 Source: Committee on Approaching Death: Addressing Key End of Life Issues & Institute of Medicine, 2015



ACP has a much broader focus and involves planning ahead of time

Declining health

(When mentally

. . Jincapable) N
Diagnosis Last 6-12 months IDeath
Curative Care Bereavement
Support
liative C End-of-life PP
Palliative Care Care (EoLC) < sl
Assistance
Advance Care Planning (ACP) >
Advance Care Planning (ACP) Advance Medical Directive (AMD)
Definition Communication process Legally-binding document
Activation Any stage of life Mentally incapable to make healthcare decisions
Holistic Medical
Scope

(includes preferences & plans)

(life-sustaining treatments to be refused only)

© Our Hong Kong Foundation Limited. All Rights Reserved. 14

Source: Committee on Approaching Death: Addressing Key End of Life Issues & Institute of Medicine, 2015



Singapore introduced a national ACP programme

Singapore’s National ACP Programme “Living Matters” ng Matters

advance care planning

| Advance Care
STEP 3: Planning (ACP)

Record your choices with Ecols
an ACP faclilitator

STEP 1:

Reflect on what you want

STEP 2

Choose your Nominated STEP 4

Healthcare Spokesperson Review your ACP
LY, * Simple 4 steps Normalised conversation about end-of-life care:
:O:  Improved accessibility: Services * Reduce cultural taboo

= available in 60+ health and social

A * Clearer understanding and positive attitude towards
care institutions

ACP compared to other Asian regions

o . 15
© Our Hong Kong Foundation Limited. All Rights Reserved. Source: Agency for Integrated Care; 2023; Chiang FM, Wang YW & Hsieh JG, 2021; My Legacy@LifeSG, 2024



ACP programmes in Hong Kong have varying frameworks

Financial,
Long-term Legal & After- | Psychosocial
Care death & Spiritual
Arrangements

Consultation Service

Provider Target Audiences Medical

O
o ® o o
HOSPITAL Healthcare workers with
AUTHORITY a doctor as the core Patients with advanced progressive disease

member
T ®
RIEE 3" &

HKFWS

Trained social workers Individuals aged 55+ or patients with chronic disease

Programme participants who are patients that meet the following

8

E5E8LREM r- criteria:
J ECCQ CA Prognosis of less than 12 months .
_ _ _ ah Indication of psychosocial or spiritual distress h-
Jockey Club End-of-Life Community Care Project . .
Referred by certain hospitals
Trained social workers

B o i

General public

e [ 4
/_% = Ell._// NA (Public education m
| ﬂ/—" programme)

. — TR R BT T — Individuals aged 60+

' Extensive ‘ Moderate . Limited

_ o _ 16 Source: eElderly, 2023; Hospital Authority, 2019; Hong Kong Family Welfare Society, 2020; Jockey Club End-of-
© Our Hong Kong Foundation Limited. All Rights Reserved. Life Community Care Project, 2022; Nethersole School of Nursing, the Chinese University of Hong Kong, 2023




There Is a need for a territory-wide standardised ACP framework

“®  Focus of ACP

)

a ACP Consultation
« Service Provider
« ACP Consultation
= Target Audience

© Our Hong Kong Foundation Limited. All Rights Reserved.
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Recommendation 1:

Develop a Territory-wide
Standardised ACP Framework

v/ Facilitate individuals to Integrate
their values, beliefs, and preferences
Into care plan

v Enable service providers and family
members to take a holistic view to
consider medical, social and
personal needs




System Infrastructure

The recommended ACP framework should consider 2 aspects

Individual’s Journey

Training of Health & Social
Care Professionals

[_]

Effective Communication of
ACP Information on
Existing Electronic System
(l.e. eHRSS for HK)

Engagement & Leadership
of Organisations

@,

Undertake Research to
Establish & Improve
Evidence-based Standards

© Our Hong Kong Foundation Limited. All Rights Reserved. 18

“ Territory-wide

Standardised ACP

Public
Programme

Education

Engagement

ACP Process
Support

Documentation
& Review of
ACP Document

Source: Chee WY; Ng R, Koh LH, Lim J & Liao W, 2019; Department of Health of
the Australian Government, 2021; National Health Service, 2023
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What EoLC services are available for patients with terminal 1llness?

8 Medical Care
o
(7))
o
T
P I I I I I I I I I I I I I I I I I I I I I I I
= For the seniors in Residential Care Homes .
I %E for the Elderly (RCHE) For the seniors at home I
o 5
I O £ Community Geriatric Assessment Integrated Discharge Support Medical Social Services
b g Team Programme for Elderly Patients (MSS) I
I o O (CGAT) (IDSP)
o £
; |

-

* Inadequate medical-social

. . . coordination
Medical Care Physical & Practical Care

Enhanced Home & Community Care
Services
Day Care (EHCCS)

Psychosocial Care

* Individuals may need to navigate

Integrated Family Service Centre
(IFSC)

Home Care Service for Persons with
Severe Disabilities
Home Care (HCSPSD)

services on their own to identify

Community

District Elderly Community Centre suitable ones
(DECC)

Integrated Home Care Services
(IHCS)

=P Referral Pathway

Hospital Authority (HA)

© Our Hong Kong Foundation Limited. All Rights Reserved. 20 [ ] social Welfare Department (SWD)



Each service provider facilitates EoOLC using own resources

Hospital Authority qp

v Doctors
v Nurses
v’ Allied health professionals

v Some social workers

— Socilal Welfare Department _22—

v Social workers
v’ Some healthcare professionals

Non-governmental ¢
Organisations &« —

v Social workers
v’ Care assistants
v’ Some healthcare professionals

Resources not efficiently shared across service providers:

m

Service provider: Individual:

» Inefficiency in delivering care » Limited access to specialised care

» Lowered quality of care » Hard to navigate complex system
 Face delay and service gap in care

journey

© Our Hong Kong Foundation Limited. All Rights Reserved.
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Projects outside the public sector bridge the gaps

% 18

Medical Care

e
0

Jockey Club End-of-Life Community Care Project I

B :
g ,% @ 27 ao ﬁg\ For the elderly in RCHE For the elderly at home

| | | JICELL. O 0w o I
Jockey Club End-of-Life Community Care Project :

Jockey Club End-of-Life Community Care Project

(JCECC) -

A 10-year project launched in 2016

T T Medical Care Physical & Practical Care Psychosocial Care
« Multi-disciplinary, multi-institutional and cross-sectoral
: ) EHCCS
collaboration s — Fec
g
* Provides holistic support to terminally ill seniors in the community 8 HCSPSD
and RCHE via two models Home Care
IHCS PlaEe
<= Collaborate
HA

Note: . SWD

OPD: Out-patient Department; CGAT: Community Geriatric Assessment Team; IHCS: Integrated Home Care Services; EHCCS: Enhanced Home and
Community Care Services; IDSP: Integrated Discharge Support Programme for Elderly Patients; HCSPSD: Home Care Service for Persons with
Severe Disabilities; IFSC: Integrated Family Service Centre; DECC: District Elderly Community Centre; MSS: Medical Social Services

: . : 22
© Our Hong Kong Foundation Limited. All nghts Reserved. Source: Jockey Club End-of-Life Community Care Project, 2021



Evaluation shows the effectiveness of JCECC model

- : : : - : : EEQRTE
Evaluation of patient outcomes and medical service utilisation after using J ECC..Q
EoLC at home or in RCHEs (3,700 patients and their caregivers examined) D e
Improvement in Patients’ Outcomes after Three _
Months of Using JCECC Services In the last six months before they passed away...
45%
40%
40%
_— 3304 34% o Hospitalisation 155 da.yS
fewer
30%
- @ n 0.6 times
00 A&E admission
fewer
15%
£ 0.3 days
ﬁ ICU admission y
5% fewer
0% ...than other patients with terminal iliness who did not use JCECC services
Physical Patient Anxiety Patient Practical
Symptoms Depression Problems (As of September 2022)

@ JCECC was set to conclude in 2026, raising concerns about the future of the established medical-social network

: _ : 23
© Our Hong Kong Foundation Limited. All Rights Reserved. Source: Jockey Club End-of-Life Community Care Project, 2023



Singapore has a national system that integrates care services

O . C
agency for
integrated care

Agency of Integrated Care
(AIC)

* A national care integrator set up in 2009 under the
Ministry of Health

* A single agency that coordinates the delivery of aged
care services, and enhances service development
and capabillity-building across medical-social
domains

« AIC as a single agency for contact and case
management

 Enhance service integration and continuation

© Our Hong Kong Foundation Limited. All Rights Reserved.
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Referral Flowchart for Hospice Home Care Service

=

Patients

Contact

&

- =i Qo)
c_(,; . O r in%egrgted care |

= Hospitals / AIC Link
© Polyclinics Offices

l Submit referral needs
r

I Integrated Referral
I Management System  Coordinated by

® @ Psychosocial Support A
&

Palliative Care _
Community

HospiCe  caregiver Training Hospital

Service Providers <G r

Source: Agency of Integrated Care, 2023



We need to formulate an overarching EoLC service planning

Recommendation 2:
Formulate an Overarching
EoLC Service Strategy

4 Explore what the framework
should include based on local
circumstances

\/Provide clear role delineation

\/Suggest collaboration model
among organisations &
professionals

v/ Involve palliative care specialists
early on in care continuum for
symptom relief, emotional
support & raising awareness on
EoLC

End-of-
life Care

© Our Hong Kong Foundation Limited. All Rights Reserved.

Service Delivery

Medical

Social

Spiritual

Holistic care

[_]

Care coordination across Utilization of data &
sectors & institutions technology

25 Source: Australian Commission on Safety and Quality in Health Care, 2023; National Institute for
Health and Care Excellence, 2019; National Palliative and End of Life Care Partnership, 2021



We need a communication pathway to address the fragmentation

" W

RecommendaUOH 3: & Contact ﬁi Medical Care
' i : - - > Hospital

Establish a Clear and Consistent Communication Patients &

Pathway to Connect EoOLC Services and Facilitate
Medical-Social Collaboration

The communication pathway should:

4 Integrate existing service referral links

v'Be clear for both medical and social service providers to follow I Communication pathway between health and |

v _ o _ social care professionals I
Be consistent to enhance the continuity of care for patients e
Social care service providers to: I
‘/ . : : A
Holistically assess and provide services A\ N ﬁi\
. . . . . a - - oy
v Communicate closely with hospitals if medical needs are - ARIEE 3 HAEEIIEE
Residential Care Home
: - Care Homes for
identified the Elderly Psychosocial Care

© Our Hong Kong Foundation Limited. All Rights Reserved. 26
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Lack of awareness presents an opportunity

However...

70% /5%

felt comfortable or did not experience any

never heard of “end-of-lite care” , . o |
discomfort discussing life and death issues

© Our Hong Kong Foundation Limited. All Rights Reserved. Source: The University of Hong Kong, 2024



More efforts are required to diversify information sources

Information source for EoOLC advice (%)

60
Weak Source
50
40 T
30 |
Huge
Gap
20 |
10 L
0
Relatives and non-religious Healthcare professionals in the Healthcare professionals in Social Worker
acquitances (e.g., carer) community hospitals

m Preferred  Actual

______________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

© Our Hong Kong Foundation Limited. All Rights Reserved. Source: Our Hong Kong Foundation, 2019



Life & death education Is pivot to remove social taboo on facing death

When

. mentally
| Declining health incapable

|
Diagnosis Last 6-12 months Death

Curative Care

Bereavement

Palliative Care Support
Funeral

Assistance

© Our Hong Kong Foundation Limited. All Rights Reserved. 30 Source: Committee on Approaching Death: Addressing Key End of Life Issues & Institute of Medicine, 2015



Taiwan sets an example in promoting life and death education

“Guidelines for Promoting Life Education Programs” (2022)

Policy * Review policy development history
“It is Compulsory in Taiwan for Establishment * Provide administrative support
primary and Secondary school students { Teacher Organize life education in advance
to t/gke’h"fe_and_death courses, with Training »  Prompt on-job life education

older students learning about ageing,

* Publish textbook for cross-generation life

Curriculum & education

eave t and hospice care” Activity

|f1-;¢[ T map— « Set up relevant courses as mandatory

]iHl” subjects in primary & secondary school
” I B e
L [}  Encourage teenager to voluntarily join end-
5- l i —— Dr Sam Ng Shu-sum @ Community of-life carer team
3 | o | social media
CSL' National Taipel Co||ege of NUTSING e
D
% Research

Collaborate with global universities

Internationalization

© Our Hong Kong Foundation Limited. All Rights Reserved. 31

Source: Ministry of Education, Taiwan, 2022



EoLC education should be provided Iin advance

Recommendation 4:
Promote Public Life and Death Education

Strategically promote for different stages

« Students and » Citizens with « End-of-life patients
general public declining health and their family
status and their members

family members « ACP/ AMD/
bereavement care

SI9PINOId 9DINIBS

© Our Hong Kong Foundation Limited. All Rights Reserved. 32



US and Singapore certify diverse professional audiences on ACP trai

Respecting Choices®

L(Mng Matters Q ié))

agency for

% PERSON-CENTERED CARE advance care planning integrated care

<

@)

D

& Respecting Choices ACP Facilitator Certification National ACP Programme “Living Matters” by AIC
%

- Tiered courses for providing ACP to individuals * ACP discussion conducted by ACP facilitators
of different health statuses - ACP services for different health statuses

Intended for: ACP Facilitators (5000+):
« Healthcare workers (e.g., doctors, nurses, s

healthcare educators) - Trained and certified health and social care workers by

. . . AlIC
« Social care professionals (e.g., social workers and

clergy) * Could be found in 60+ health and social care
organisations

 Volunteers

....................................................................................................................................................................................

* Training to enhance ACP services to individuals with diverse health statuses, promoting better EoLC
 Wide-ranging audience targeted for training
» Certification to identify qualified ACP faclilitators with proper training

)
(D
>
<.
O
@D
T
—
o
<.
o
(D
=
0

© Our Hong Kong Foundation Limited. Al nghts Reserved. Source: Ng, R., Hoe, K. L., Lim, J., & Liao W, 2023; Respecting Choices, n.d.; Woodlands Health, 2024



Service Providers
Empowerment of professionals

SJ19S() 9JIAISS

Recommendation 5: Recommendation 6:

o Equip Community Professionals & Enhance University Curriculum & On-the Job
> Volunteers with ACP Training Training In the Health and Social Care
3
i * Take reference from overseas and local examples ® Current training tends to be fundamental
O
= ®* Train and certify professionals and volunteers ®* Enhance EoLC knowledge, skills, and communication
2 . . o . . skills
2 ®* Facilitate the dissemination of EOLC information to
the public ®* Ensure multidisciplinary team is well-equipped

© Our Hong Kong Foundation Limited. All Rights Reserved. 34



Summary

I_I_I

H H N
System

1. Develop a Territory-wide Standardised ACP Framework

2. Formulate an Overarching EoLC Service Strategy

3. Establish a Clear and Consistent Pathway to Connect EoLC Services
and Facilitate Medical-Social Interface

Service
ﬂ * 4. Promote Public Life and Death Education
“ 5. Equip Community Professionals & Volunteers with ACP Training
dh Strategies 6. Enhance University Curriculum & On-the Job Training in the Health
Education and Social Care

© Our Hong Kong Foundation Limited. All Rights Reserved. 35
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