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World-wide discourse 

World-wide populations are aging, accompanied by increase 
in absolute numbers of people with multiple chronic diseases 
and frailty. This situation has been aptly described as ‘deferred 
death’(1). In the same way that patients with cancer receive 
palliative care, patients with chronic diseases of varying 
trajectories also deserve palliative care. Unfortunately palliative 
care services and training have evolved around cancer services, 
and are relatively underdeveloped (both training and service 
models) even though the percentage of people dying from non-
cancer causes such as heart failure, neurodegenerative diseases 
and dementia exceed those dying from cancer.

The importance of initiating a conversation about patients’ 
wishes towards end of life care has been eloquently described 
by Gawande (2) and incorporated into the framework for 
quality of care at the end of life (3, 4). There has been a 
gradual paradigm shift to initiate conversations early as part 
of advance care planning (ACP) rather than at the terminal 
stage; to apply to chronic diseases other than cancer; to develop 
community models using a public health perspective instead 
of a predominantly medical model centred in hospitals, and 
to involved multidisciplinary teams (5-7). Such initiatives are 
accompanied by public education and promotion of dialogue 
around end of life care choices and services.

Currently there is much debate and controversies around 
these areas. The use of the term advance care planning has 
been questioned, with a suggestion to replace ‘advance’ with 
‘adaptive’ to take into account unexpected diagnoses with 

rapid deterioration (8). A series of studies in palliative care in 
the UK questioned the perceived conventional wisdom around 
best medical practices in hospital and general practice settings 
(9-11). The COVID 19 pandemic highlights the urgent need 
for such service developments. Thus the Institute of National 
Academies stated that ‘provision of palliative care in the 
context of a disaster with scarce resources can be considered a 
moral imperative of a humane society (12), and the COVID 19 
pandemic may be viewed in the light of a ‘disaster’. Yet there 
is a gap from dialogue and ideal practices, to integration into 
current services. Achieving this goal require changing mind sets 
of service providers as well as members of the public, policy 
changes, uptake by hospital and community service providers, 
as well as ensuring financial sustainability. In spite of these 
challenges, there is no doubt that this area has received much 
attention in both the public domain (13) as well as academia 
(14, 15).

This topic is particularly relevant for Hong Kong since 
evidence suggests that increase in life expectancy has been 
accompanied by increasing trends of frailty and disability 
(16, 17), with increasing use of hospital services in the last 
years of life (18). This article describes a possible strategy and 
ongoing efforts in achieving improvements in the quality of 
care at the end of life from the patient’s perspective, which of 
necessity involves change in mind set at societal, professional, 
organizational, and policy levels accompanied by changes in 
legal framework.
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The Hong Kong experience in transition: obstacles, 
strategies, sustainability

Palliative care was established as a specialty in the Hong 
Kong College of Physicians since 1997, with a well defined 
training pathway. However for many years the service was 
regarded as part of cancer management. With population 
ageing, the need for applying palliative principles and service to 
non cancer patients with various chronic conditions and frailty 
steadily grew, from geriatric services to hospital-supported 
residential care homes for the elderly, within the framework 
of quality improvement initiatives of improving the quality 
of care at the end of life (19). Experience gathered during this 
stage showed that there is a need for raising capacity to provide 
quality end of life care among healthcare professionals that is 
not confined to the palliative medicine specialist, as well as 
extensive public education to raise health literacy in this area. 
At this time there was growing media interest and reports 
in end of life care emphasizing the palliative care approach, 
and the Hong Kong government commissioned the Chinese 
University of Hong Kong to carry out a review on health 
services for the elderly including end of life care. The findings 
provided an overview of the areas of need to guide quality 
improvement (20). To summarize, services for end-stage non-
cancer patients are poorly developed compared with palliative 
services for cancer patients, even though such patients have a 
high prevalence of symptoms similar to cancer patients. Indeed 
adequate staff training and experience have been identified as 
one of the key features of quality end of life care (EOLC), and 
at the same time the predominant curative focus in medical 
care forms a barrier (15). A case note audit of 61 patients with 
a mean age of 84 years characterized by multi morbidity and 
disabilities (54% being residents of long term care homes) 
who died in an acute general hospital during the last 180 days, 
showed that EOLC conversations occurred in only 21%, with 
no patients having an advance care plan or advance directives, 
even though 79% had a ‘do not resuscitate’ order (21). There 
are few measures of competence in caring for patients who are 
at the end of life.

In 2016 the largest philanthropic foundation in Hong Kong 
initiated a territory wide project with partners from academia, 
the Hospital authority and non-government organizations 
running residential care homes for the elderly, to raise capacity 
in end of life care among health and social care professionals 
in hospitals and residential care homes, to pilot a community 
care model of end of life care, as well as public education 
[http://foss.hku.hk/jcecc/en/]. The Jockey Club End-of-Life 
Community Care (JCECC) project that involves multiple 
partners in community, residential care and hospital settings 
reflects the recent promulgation of compassionate communities 
as part of the public health approach to end of life care (22). 
Central to the ever widening circles of care is the person with 
illness, the first contact being hospital and staff managing 
the illness. How this is managed would affect the subsequent 

widening circles of care, and therefore quality improvement 
is crucial for whether subsequent support networks are able 
to provide support. Currently a huge quality care gap exists 
in hospitals with respect to the palliative care needs of frail 
older patients. For example it has been estimated that the 
principle drivers of need for palliative care will probably be 
dementia rather than cancer in the UK (23). In Hong Kong the 
average life expectancy for men and women is between 80-90 
years. Approximately 70 % of patients in general medical 
wards are 80 years and above, with 50% classified as frail, 
and between 30-50% residing in RCHEs. Approximately one 
third have dementia. It is known that use of hospital services 
is concentrated in the last year(s) of life (18). In this scenario, 
it may be expected that a substantial number will be at the 
last stage in life and that initiation of EOLC conversations 
and advance care plan (ACP) would be appropriate. Such 
conversations allow discussion with family members regarding 
the wish of the patient with regard to intensity of life sustaining 
treatments, time for preparation with a focus on what matters 
most to the patient at the end of life.

In the document published in the UK outlining a national 
framework for local action 2015-2020, the uniqueness 
of each person should be recognized by honest and timely 
conversations with consideration of patients’ preferences and 
provision of information for patients and their families to make 
informed choices (24). Better communication skills should be a 
key component of doctors’ and medical students’ training (4). 
Such training programs have also been advocated in the USA 
Institute of Medicine Report Dying in America (3), and an 
example of such a program is the Serious Illness Care Program 
teaching early initiation of serious illness conversations and 
organization of communication skills workshop (25). 

In acute hospital settings, end of life care ‘should be 
everybody’s business’ (26), and education and training in 
EOLC would improve the quality of care and improve the 
experience of patients and their families. Due to the increasing 
number of frail older people in hospitals, EOLC should not 
be seen as the sole responsibility of specialists in Palliative 
Medicine, but viewed as the responsibility of all professionals. 
Several challenges to EOLC education need to be addressed 
in improving staff competency that effectively equates 
with change in mindset and behavior; but most importantly 
it should be guided by patients’ and families’ viewpoints. 
Organizational support, continuous training on the job, role 
modelling, role play, audit, evaluation of effectiveness are all 
important ingredients that accompany a knowledge-based core 
curriculum. A key area of competence to address is how to 
engage in conversations about EOLC, a skill that many doctors 
and medical students lack (27).

The JCECC project was guided by these principles [Fig.1]. 
It may be viewed as action research, as evaluation was carried 
out with each initiative, and subsequent strategies may be 
modified to take into account response from professionals and 
the public, as well as to changing organizational policies. This 
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article attempts to chronicle this initiative to improving the 
quality of care and address unmet needs of the aging population 
in Hong Kong, by documenting the rationale for plan of action, 
to describe the various stages over a period of four years, and 
to critically assess what has been achieved, what strategies are 
successful, and what remains to be done.

Figure 1
Components of the JCECC project

Raising capacity in hospitals

In the initial phase, a series of topics were planned to be 
covered in workshops or lectures/seminars, in hospitals in 
one geographical region (NTE) as a pilot to examine 
feasibility, uptake and effectiveness. The objective was to 
deal with avoidance and lack of knowledge among hospital 
staff in how to talk to patients and relatives, resulting in the 
default option of drugs, machines and artificial hydration and 
nutrition, lack of knowledge about advance directives, enduring 
power of attorneys, and approach for those who are mentally 
incapacitated. The education program included the following: 
how to identify patients at the end of life; how to promote 
advance care plans through initiating exploratory conversations 
with patients and family regarding their wishes and preferences. 
The program was planned as a partnership with the Hospital 
Authority (HA) in strengthening the quality EOLC model 
and practices in hospitals and achieve sustainability through 
documentation of such practices through the audit and 
accreditation process.

At the beginning of the project, we sought to obtain an 
indication of the degree in competence in death works using 
a locally derived and validated death competence scale (28). 
855 health and social care workers in the eight institutions 
in the pilot region (NTE) attending initial sessions of talks 
at various hospitals were invited to complete this death 
competence survey between January and October 2016. The 
findings show that competence varied between different 
institutions, reflecting differences in organizational goals and 

staff training, and increased with age of staff and personal 
bereavement experience. Unexpectedly there was no difference 
in competence among nursing staff compared with personal 
care assistants. The number of doctors surveyed was too few 
for comparison. The survey identified factors contributing 
to competence: personal resources, existential challenges 
and coping, emotional challenges and coping, and need for 
improvement in self-competence. The survey showed that there 
is room for improvement in self-competence in death work 
among health and social care workers, especially among the 
younger age group, nurses, and those working in acute hospitals 
(29). There were also barriers to advance care planning from the 
patients’ and families point of view (30), and implementation 
of service changes (31, 32). These studies showed that 
improvement in end of life care is needed in promotion and 
training end of life care conversations for health and social 
care professionals as well as patients and families, and fit 
for purpose services in both the institutional and community 
settings. The perception that such conversations belong to the 
domain of palliative care specialist is widespread. Furthermore 
improvement would involve a paradigm shift relating to society 
as a whole, with a government led policy framework and the 
development of a public health approach with community 
services support. 

Details of the programmes carried out to raise capacity 
include running sessions for hospital staff (doctors, nurses, 
social workers etc), consisting of a series of talks, workshops, 
case discussions, involving both large (40-200) and small (10-
30) groups. Doctors, nurses, or social workers conducted these 
sessions. Real cases were discussed; either current ongoing 
problems or past cases, especially those that resulted in conflict 
either between family members, between patient and family, 
or between hospital staff and family. Simulation workshops 
in communication skills were also held. Contents of the EOL 
capacity building programmes vary according to the target 
audience, and were delivered via talks using case presentations; 
group discussion of individual experiences; and role play 
especially for training of communication skills; and through 
artistic media e.g. art, drama. At each of these sessions, one 
observer recorded questions and discussions raised.

Preliminary observations showed that nurses in general 
were more receptive and keen to learn about end of life 
conversations; yet some express moral distress because the 
doctors behave in a different way and unless the management 
plan is agreed, the doctors’ decision always takes precedence, 
and so they cannot practise what they learnt. Among doctors, 
there was wide variation in knowledge regarding the 
management of symptoms, prescribing of drugs, what is end 
of life care and the diagnosis of the end of life phase, how to 
initiate end of life conversations, advance directives (Ads) and 
ACPs. Many doctors avoid/refuse signing AD as they were 
afraid of subsequent litigation. Other reasons cited include: lack 
of time, uncertainty regarding when such conversations should 
be initiated, and not being a palliative care specialist.
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These observations guided formulation of subsequent 
action plans, with the objective of engaging all doctors in 
end-of-life care instead of delegating it to palliative care 
specialists; achieving mindset change for all doctors such 
that end-of-life care principles should be incorporated into 
regular clinical meetings with case discussions, videos of 
case histories and critique of management. Training in end-
of-life care conversation, AD and ACP, with documentation 
was implemented to achieve these objectives, using a series 
of videos of doctors conducting serious illness conversations 
according to steps (33) for various chronic diseases including 
dementia as well as cancer were made, and used for doctors 
training sessions (34).

Raising capacity in residential care homes for the elderly 
(RCHE)

Education sessions for RCHE staff on ACP conversations, 
ACP and AD, were carried out at the same time, where the: 
format and content were adapted to fit the RCHE setting. 
Medical care for RCHE residents was provided by HA Geriatric 
Outreach teams, which had already formed a pathway of care 
such that whenever possible, EOL care may be provided at 
the RCHE, avoiding attendances at Emergency Departments 
or hospital admissions. For a select group of RCHE, 
funding was made available for participatory training where 
a multidisciplinary outreach team provided on site advice 
and service for end of life care. This intervention resulted 
in reduced physical and psychological symptoms, improved 
communication with family members especially in terms of 
preferences to end of life care decisions. Utilization of hospital 
services was also reduced.

Community model of end of life care

The predominantly private primary care system effectively 
contributed to unmet palliative care needs in the community.  
A community palliative care pilot model was developed and 
evaluated by the Department of Social Work in the University 
of Hong Kong, and implemented by non-government 
organizations and volunteers from NGO members. Patients 
with diagnoses of cancer or end stage chronic diseases such 
as chronic pulmonary disease discharged home from hospital 
received support from NGOs centres covering physical and 
psychosocial support, solving practical problems, dealing with 
caregiver strain, and promoting psychological support from 
family and friends. Training of NGO staff and volunteers 
was provided by staff from the Department of Social Work to 
NGO staff as well as volunteers. This intervention was found 
to reduce anxiety, depression, physical symptoms, improve 
communication within the family as well as promoting a feeling 
of peace among recipients of the service. It also reduced care 
giver strain and anxiety, as well as hospital visits and duration 
of stay. Similar findings were also observed among recipients 

of care in the residential care setting.

Public education

To address the lack of knowledge on the part of patients 
and family regarding EOL choices, the balance between 
prolonging death with suffering (i.e. bad quality of dying) 
versus expectation of recovery and cure, in the hospital setting, 
which not infrequently contribute to conflict between hospital 
staff and family members, we simultaneously ran public 
education programs on curative versus palliative treatment, 
and how to initiate serious illness conversations with doctors. 
We made videos to portray realistically what life prolonging 
treatment involves- use of ventilators, artificial nutrition and 
hydration, cardiopulmonary resuscitation, compared with 
the comfort care option. The sessions encouraged reflections 
on end of life choices and how these can be discussed with 
family members, communicated to healthcare professionals, 
and documented. The audience include older people from 
the community, those linked with the RCHE settings, as well 
as patients and their families who are frequently admitted to 
hospitals. Group meetings of up to ten people consisting of 
patients as well as family members were particularly effective 
in addressing any misconceptions about treatments, and the 
option of choice of treatment that is centered on the wishes of 
the patient. Practical details regarding documentation of patient 
wishes were introduced. Information dissemination strategies 
include short video clips via you tube, booklets using cartoons, 
working groups centred around related themes with activities 
such as writing ACP for participants themselves, exhibitions 
in public places such as libraries and mass transit railway 
stations, drawing competitions on end of life topics for different 
groups from students, health and social care professionals, and 
older adults (35). Practical points such as enduing power of 
attorney, financial arrangements, nominating a family decision 
maker, making advance directives and wills etc were included. 
These session also aim to prepare patients and families 
psychologically for the end of life experience. These topics 
were also extensively covered in the media, by well-known 
prominent figures in the public and entertainment arena.

It is interesting that members of the public appear to take 
up the idea of AD and ACP much more readily than healthcare 
professionals. Doctors seem reluctant to engage in this topic 
and avoid agreeing to sign ADs even when asked by patients.  
Yet patients state they want to decide early when they are of 
sound mind and not under physical or psychological distress, 
to be able to talk to their relatives about it. The movement 
to further empower the public to facilitate initiation of the 
conversation with medical and healthcare professionals about 
the prognosis, ACP and AD. would be an important driver 
towards patient centred end of life care.



IMPLEMENTING ADVANCE CARE PLANNING IN ‘THE AGE OF DEFERRED DEATH’ 

J Nutr Health Aging
Volume 25, Number 4, 2021

588

Insight and conclusions

What has been achieved as a result of the current project 
is that an awareness of the possibility of expressing choice of 
end of life care through early conversations and documentation 
of wishes has been raised among the public, hospital and 
community care settings, and gathered overall support among 
all stakeholders. A pilot model of community end of life care 
has also been implemented and shown to have met patient 
related goals as well as reduced the use of hospital services. 
Training using traditional methods of talks have not been 
shown to be as effective, without a strategy for increasing 
motivation. Methods used need to incorporate sharing of 
actual experiences through videos or group discussions, as 
well as embedded in individual professional assessment such 
as higher professional examinations, or organizational quality 
assurance programmes.  Public engagement was effective 
through multiple media channels and interactive activities. 
More work needs to be done to narrow the gap between training 
and practice; to address organizational anxiety about litigation 
from families (frequently as a result of poor communication 
and family discord), and amendments of relevant government 
ordinance to facilitate the implementation of ACPs and ADs. 
Continuation of various activities of the JCECC project as well 
as passing of the amendments of government ordinances by the 
Legislature would go some way to achieving these goals. The 
use of technology may have a role in future to aid identification 
of those patients for whom initiating ACP discussions may 
be appropriate, by making use of big data that is routinely 
collected. For example in the UK the NHS hospital and General 
Practice databases are being used to develop a second version 
of the electronic frailty index (eFI) (36). In Hong Kong the 
use of the Harpe score (37) (developed using hospital data on 
frequency of past admissions and diagnoses of certain chronic 
diseases, which is incorporated into the electronic patient 
records), maybe be used to alert doctors as an indicator of 
initiating end of life care conversations, since patients with a 
score of >= 4 have a mortality rate of 40% after six months [Ing 
C, unpublished results].

It can be seen that changing current practices in end of 
life care requires a paradigm shift, carried out as an iterative 
process, adopting an action research approach. Central to this 
paradigm shift is to place the needs and wishes of patients 
(and their families if relevant) as the central driver, in terms of 
meeting their needs [see Fig 2]. Strategies to achieve changes 
need to consider service settings, to involve both hospital 
as well as community organisations, health as well as social 
service providers. A collaborative co-creation process with 
service providers and recipients, building on existing service 
structures is needed. Cost effectiveness studies, legislative and/
or policy changes, together with changes in service providers’ 
framework would need to take place. Within a particular 
setting, such as hospitals, it may be easier to implement these 
changes building on existing quality assurance framework to 

ensure sustainability. Finally initiatives for improvement would 
need to be accompanied by educational efforts simultaneously 
among the public as well as all service providers, to facilitate 
communication.

Figure 2
Structural components for meeting wishes of patients

At this stage of development it is uncertain whether all 
components described in Fig 2 could be achieved, since 
additional funding would be needed to develop community 
services, while the service infrastructure for hospitals and 
residential care settings already exist: what is needed is 
change in practice. The absence of a publicly funded primary 
care service in Hong Kong would be a major barrier to 
implementing community end of life care for the majority 
of the population. In future models involving insurance or 
co-payments could be explored. Finally, this report show 
how philanthropic support could be a key driver to change, 
since these initiatives would not have taken place otherwise. 
Nevertheless in order to complete the quality improvement 
loop, a sustainable model would require uptake by policy 
makers and chief executives of Social Welfare and Health 
Bureaus, supported by amendments of relevant legal 
ordinances, which is in progress after public consultation.
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