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Can we:

- Local studies showed that Chinese patients & older people
— Want to know more about their health conditions

— Afraid of lingering death & suffering

— Have some forethoughts about their future

— Want to express their views towards future care



Which are the major; Geneerns at the end of: life?

Chan HYL, Pang, SMC. Quality of life
concerns and end-of-life care preferences.
Journal of Clinical Nursing. 2007.
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N=121

e Mean age: 83.5 years (SD 8.0)
« Female: 69.4%

* No formal education: 83.5%

o Partially ADL dependent
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“Let Me Talk®
advance care planning programme

Clarify the EOL care
goal and preferences
for treatments

Clarify personal
values and beliefs
that may influence

EOL care preferences

Understand the individual illness
experience and assess their
understanding

Chan HYL. Pang SMC. Let Me Talk — an advance care planning programme for frail nursing

home residents. J Clini Nurs. 2010;19:3073-3084.
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“Let Me Talk®
advance care planning programme

Health
professionals

Stories

Chan HYL. Pang SMC. Let Me Talk — an advance care planning programme for frail nursing

home residents. J Clini Nurs. 2010;19:3073-3084.
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End-of-life care goal

6 months after the programme

Remain uncertain

Indicated end-of-life care wishes

Intervention

group
(n=42)

7 (%)

3 (7.1)
39 (92.8)

Control p value

group
(n=36)

7 (%)

8 (22.2)
28 (77.8)

Chan HYL. Pang SMC. Let Me Talk — an advance care planning programme for frail nursing home
residents. J Clini Nurs. 2010;19:3073-3084.
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End-of-life care goal

Intervention

group
(n=42)

7 (%)

6 months after the programme

Remain uncertain \

Indicated and communicated

Indicated but not communicated

Control p value

group
(n=36)

7 (%)

8 (22.2)
4 (11.1)
24 (66.7)

Chan HYL. Pang SMC. Let Me Talk — an advance care planning programme for frail nursing home

residents. J Clini Nurs. 2010:;19:3073-3084.
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Readiness ofifrail elder. people for
discussing end-ofslife care Issues

. Planning ahead

. Weighing benefits

. Holding onto life: Life preservation as the goal of medicine

. Deferral: paternalistic: Doctors and family members will know

. Avoiding: Death denial

Chan HYL. Pang SMC. Readiness of Chinese frail old age home residents to end-of-life care decision
making. J Clini Nurs. 2011;20:1454-1461
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Readiness ofifrail clder people for
discussing end-ofElife care ISsues

 Many of them were willing to openly discuss end-of-life
ISsues

— ? Less likely to share their views with their family members and
health care providers

e Autonomy (right to self-determination) is not their major
concerns
— Trust in family members health care providers

 Not aware of treatment futility

* Pang, M. C. & Chan, H. Y. L. (2008). Ethical challenges of engaging Chinese in end-of-life talk. In R.
Luppicini & R. Adell (eds.). Handbook of Research on Technoethics (pp.316-327). Hershey, PA:
Information Science Reference.
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A community-based advance care planning

programme temprove end-of-life care in

patients with'advanced disease

Funded by the Health and Medical Research Fund (2014 — 2016)

 Design: Randomised controlled trial

e [nclusion criteria
— Gold Standard Framework (GSF)
— Communicable

— Living at home

e Intervention:
— Let Me Talk ACP programme
— Home visits with family members present
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Engaging community-dwelling patients with
advanced disease infadvance care planning

Preliminary results — Experimental group (n=118)
e Mean age: 7/.7 years
 Major diagnoses: COPD, CHF (6-month mortality rate: 20.3%)

* Nearly all have never heard of advance directives / ACP
— 82.2% prefer comfort care as goal of end-of-life care

— 11.0% cannot decide for specific life-sustaining treatment
(esp. tube feeding)

« 30.9% wished to sign advance directives
» 21.6% signed advance directives

e Others did not sign mainly because they could not get
family consensus
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Family: view

o Upset with the study
— Found the topic sensitive or emotional

— Deprive the hope of “recovery” — too early to broach
the issues

 Refused to participate in / Withdraw from the study

* Perceived roles & responsibilities
— Filial piety
— Treatment decision — Collective family decision
(overriding patients’ care wishes)

— Shared decision making process

EEPXARERER MITEEEBRKR
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Family: view

Qualitative interviews with bereaved family of oncology
patients

e Being informed
— Information about the patient’s condition

— Information about the treatment plan

— Information about funeral arrangements

Chan HYL, Lee LH, Chan CWH. The perceptions and experiences of nurses and bereaved families towards
bereavement care in an oncology unit. Supportive Care Cancer,. 2013;21:1551-1556.
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Health care pProVIders: Views

« Ethical environment for end-of-life care decision-making?
— Prognostication based on biomedical markers
— Cure-oriented culture

Discrepancies in views when they were in different
capacity (health care providers and patients)

— Conflicting values: Clearly understand the limitations of
life-sustaining treatment

Pang MCS, Volicer L, Chung PMB, Chung YMI, Leung WKA, White P. Comparing the ethical challenges of
forgoing tube feeding in American and HK patients with advanced dementia. J Nutr, Heal, Aging.
2007;11:495-501

2. Pang MC, Wong KS, Dai LK, Chan KL, Chan MF. A comparative analysis of Hong Kong general public and
professional nurses’ attitude towards advance directives and the use of life-sustaining treatment in end-of-
life care.

3.  Wong KKY, Chan HYL. Attitudes of Hong Kong physicians and nurses towards artificial nutrition and hydration
for patients with terminal cancer. Newsletter of Intern Soc Nurs in Cancer Care,. 2012;24:7.
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Major. challenges /' 6l Stacles perceived
by health professionals

e Focus group interviews with nurses, doctors, allied
health professionals

 Long-term care setting

e Concerns
— Timing to initiate the discussion / planning
— Preparedness of health professionals
— Mental capacity of patients
— Readiness of family

EERXABHER BWITREEBR
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EXPErIENCE O GNEOIGQY. nhurses

e Training needs
— Feeling inadequately prepared

 Emotional needs in providing end-of-life care

— Feeling wronged and helpless
— Coping with grief
— Feeling frustrated
— Alack of support

Chan HYL, Lee LH, Chan CWH. The perceptions and experiences of nurses and bereaved families towards
bereavement care in an oncology unit. Supportive Care Cancer,. 2013;21:1551-1556.
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Preparedness oficldiage home staff

* A pilot study on palliative and end-of-life care in old age

homes (Funded by la Caixa Foundation and Bank of
East Asia)

* To evaluate the preparedness of care home staff

— Willingness, Perceived competence, Self-care
— Questionnaire

Chan HYL, Chu GKM, Man CW, Leung EMF. Development and validation of an instrument for

assessing staff preparedness for end-of-life care in residential care homes for the elderly. J Am Geri Soci
(under review)
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Comparison between staffigroups (baseline)

- e
- .
- .

- Perceived
Willingness Self-care
competence

abofessonsl 380 a3 am
= Others
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Mass media
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Barriers ofigeediend-of-life care

1. Patients and their families
— Low public awareness towards patients’ right to choices
—  Culture of protectiveness

2. Health care providers
— Regard life saving as an absolute duty

— Lack of sufficient training, time and experience

3. Inter-sectoral collaboration
— Ambulance
— Coroners’ Ordinance

Woo J, Chan HYL, Chong AML, Zou M, Chung RY et al. Medical ethical principles
may drive improvement of quality of dying in HK. J Palliat Care Med. 2015;5:227.
doi:10.4172/2165-7386.1000227
Chan, H.Y.L., Pang, S.M.C. & Leung, E.M.F. (2014). Challenges of promoting end-of-
life care in residential care homes in Hong Kong. In End-of-life care: Ethical issues,
. Joractices and challgnges. New York: Nova Science Publishers. -
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