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Perspective

End-of-life care for advanced dementia patients in residential care 
home—a Hong Kong perspective
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Abstract: Dementia will become more common as the population ages. Advanced dementia should be 
considered as a terminal illnesses and end-of-life (EOL) care is very much needed for this disease group. 
Currently, the EOL services provided to this vulnerable group in Hong Kong, especially those living in 
residential care homes, is limited. The usual practice of residential care homes is to send older residents with 
advanced dementia to acute hospitals when they are sick, irrespective of their wish, premorbid status, diagnoses 
and prognosis. This may not accord with what the patients perceive to be a “good death”. There are many 
barriers for older people to die in place, both at home and at the residential care home. In the community, to 
enhance EOL care to residential care home for the elderly (RCHE) residents, pilot EOL program had been 
carried out by some Community Geriatric Assessment Teams. Since 2015, the Hospital Authority funded 
program “Enhance Community Geriatric Assessment Team Support to End-of-life Patients in Residential 
Care Homes for the Elderly” has been started. In the program, advance care planning (ACP), Do Not 
Attempt Cardiopulmonary Resuscitation (DNACPR) (non-hospitalized) order will be established and the 
program will be expected to cover all clusters in Hong Kong by 2018/2019. In hospital setting, EOL clinical 
plan and EOL ward in geriatric step-down hospitals may be able to improve the quality of death of older 
patients. In Sep 2015, the Hospital Authority Guidelines on Life-Sustaining Treatment in the Terminally Ill 
was updated. Amongst other key EOL issues, careful (comfort) hand feeding was mentioned in the guideline. 
Other new developments include the possible establishment of enduring power of attorney for health care 
decision and enhancement of careful hand feeding amongst advanced dementia patients in RCHEs.
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Introduction

Hong Kong is facing rapid population aging (1). The 
demographic changes create an imminent need for end-
of-life (EOL) care among the older people with advanced 
dementia. Dementia will become more common as the 
population ages. The dementia disease trajectory at the later 
stage are often complicated by eating problems with poor 
appetite and swallowing difficulty, malnutrition, weight 
loss, aspiration pneumonia (AP) and death (2). Patients 
with advanced dementia have high mortality but this is not 
usually recognised (3). One local study on older residents 

with advanced cognitive impairment living in residential care 
home for the elderly (RCHE) showed a 1-year mortality rate 
of 34% (4). As the EOL approaches, the pattern in which 
patients with advanced dementia experience distressing 
symptoms is comparable to patients dying of other terminal 
conditions (5). Hence, it is advocated that advanced dementia 
should be considered as a terminal illness and EOL care is 
very much needed for this disease group (6). 

“Good death” 
The concept of a “good death” has been described as 
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including to be able to know when death is coming, retain 
control of what happens, having dignity and privacy, pain 
and symptom control, choice and control where death 
occurs (at home or elsewhere), access to information and 
expertise, access to spiritual or emotional support, access to 
hospice care in any location, control over who is present, 
able to issue advance directives, have time to say goodbye 
and leave when it is time to go instead of prolonging life 
pointlessly (7). Other elements are clear decision making, 
preparation for death (life review, resolving conflicts, 
spending time with the family, saying good bye, and 
promoting the well-being of family and caregivers) and 
affirmation of the whole person (reception of empathic care 
from caregivers, sharing memoires, promoting privacy and 
encouraging physical touch) (8). 

In Hong Kong, if not all, most patients with advanced 
dementia die in hospitals. The acute medical and surgical 
wards are common places where these older people  
died (9). However, these wards are not equipped with training 
or facilities to allow older people to die with dignity. There 
is an inappropriate use of hospital services, with unnecessary 
transportation of ill elderly who will die in an unfamiliar 
environment with restricted visiting hours, and inability 
of acute ward staff to bestow time to offer a “good death” 
experience to patients or support with family bereavement (10).

Dying in place for advanced dementia 

As mentioned above, option of “dying in place” is one of 
the good death elements (11). Dying in place means dying 
in a familiar environment and in the company of family 
members. It usually means dying at home or in RCHE (12).

There are still numerous hitches for dying in place 
in Hong Kong (13,14). These barriers include social 
taboo, lack of death education, and the lack of systematic 
researches of the preferences and attitudes of our elderly 
population. More precisely, as to dying at home, one barrier 
is the fear of depreciation of property value if somebody 
died at home and the lack of necessary medical support (to 
care for the dying person at home). In the case of RCHEs, 
staff have generally not been trained in how to manage 
dying patients, and as a result, they prefer residents do not 
die while under their care. Many RCHEs are overcrowded 
and there is no extra room in which a resident may pass 
away peacefully with privacy. The geriatric and palliative 
care support available to RCHEs are also inadequate. The 
non-existence of a system of family practice, where doctors 
have established a considerable period of professional care 

and knowledge of their patients and would visit patients at 
home or RCHE, including taking care of their EOL stage 
and certifying death, is also another major barrier. 

Dying at home 

In Hong Kong, there is no need to report to the coroners 
if a person dies at home. However, a registered practitioner 
must fill out a Medical Certificate of the Cause of Death 
(Form 18) of the Births and Deaths Registration Ordinance 
(chapter 174). The Form is available in offices of the 
Registrar of Births and Deaths (15). In order to do so, 
she/he must have attended the patient within 14 days 
immediately prior to the patient’s death. With Form 18, the 
deceased’s family is under a duty to register a death within 
24 hours at one of the Death Register Offices. After death 
registration, a Certificate of Registration of Death (Form 12)  
will be issued. According to section 16 of the Births and 
Deaths Registration Ordinance, no person shall remove a 
dead body, unless they have obtained either Form 12, or in 
urgent cases, a permit from the nearest police station (16). 

Although the law does not require death at home be 
reported to the coroner, the major obstacles to dying at 
home are many-folded: the fear that death at home may 
affect property value, the lack of adequate care available 
at home, the lack of doctors who are willing to home visit 
dying patients and provide Form 18, and finally the lack of 
sufficient ancillary medical support for the care of dying 
patients at home.

 

Dying in residential care homes in Hong Kong

In many Western and in some Asian countries, a combined 
approach of residential setting and a palliative care unit 
are used. As RCHEs are for dependent elderly people, it 
is common for them to die there and so EOL care is an 
integral part of their service. However, in Hong Kong, one 
of the major barriers is legal, as the Coroner Ordinance 
(section 4, Coroner Ordinance, CAP 504) demands that 
all deaths in RCHE (except nursing homes which provides 
care for older people with severe impairment level, have a 
higher staff-to-resident ratio and are better equipped) be 
reported to the coroner (17). The aim of this compulsory 
reporting requirement is to allow the coroner to investigate 
deaths with unknown or suspicious causes. After reporting 
to the coroner, a police report will be made to the coroner. 
Police will then inform the next-of-kin of the place and 
time for an interview with a forensic pathologist. During 
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the investigation, the death body has to be placed in a 
public mortuary. To avoid the above hassles of coroner 
and police involvement, RCHE staff will be reluctant to 
let the elderly resident to die in their premises. When they 
see a patient is deteriorating, they will quickly call the 
ambulance and send them to the emergency.

In Hong Kong, around 8.5% of those aged 65 and over 
are living in RCHEs. The residents are characterised by 
a high prevalence of multiple comorbidities, especially 
advanced dementia (18). One study of private care homes 
showed that 18% of the residents there had an abbreviated 
mental test (AMT) score =0 (19). A study in RCHEs 
in 2007 revealed that 28.8% of the residents wished to 
pass away in RCHEs instead of in hospital (20). Another 
local study involving RCHE residents and EOL care 
preferences showed that 35% of older residents would 
prefer to die in their RCHEs (21). A pioneer program in 
Heaven of Hope Nursing Home has achieved favourable 
results with nearly 30% of all deaths occur in the nursing 
home (22). 

A new model of EOL care has been carried out in New 
Territory East in Hong Kong aiming at promoting quality 
EOL care for RCHE residents, through the establishment 
of ACP and introduction of a new care pathway (23). This 
pathway bypassed the emergency room (ER) and acute 
medical wards by facilitating direct clinical admission to an 
extended-care facility. A study on this program shows that 
nearly 40% of EOL patients could be managed entirely 
in an extended-care setting without compromising the 
quality of care and survival.

In Hong Kong West, the Hong Kong West Community 
Geriatric Assessment Team (HKW CGAT) piloted the 
EOL program for RCHE in cooperation with two Care 
and Attention Homes in September 2009 (24). The 
objectives of the program were to provide palliative 
care for older residents in RCHEs who had irreversible 
chronic medical diseases, ensured the elderly could 
enjoy a dignified and comfortable period in a familiar 
environment before they died, reduced acute hospital 
admission and to serve as a model of care in Hong Kong. 
The project aimed at attending residents with irreversible 
chronic medical illnesses. These included residents with 
advanced dementia, cancer, organ failure (such as end-
stage heart failure or renal failure) and degenerative 
neurological diseases. The Gold Standards Framework for 
the Three Illness Trajectories was used to identify suitable 
candidates to join the EOL program (25). These included 

the cancer trajectory, organ/system failure trajectory and 
the dementia/frailty trajectory. In the program, there 
were weekly EOL clinics and family conferences. ACP 
and DNACPR (non-hospitalized) would be established. 
If patients were mentally sound, advance directive would 
also be created if the older residents wish to. The patients/
family members could select one of the two pathways, 
namely the hospital pathway and Accident and Emergency 
Department (AED) pathway. In the hospital pathway, 
elderly would be clinically admitted to a geriatric step-
down hospital (instead of acute hospital) which was 
suitable for EOL care via an expedite pathway. In the 
AED pathway, elderly would stay in RCHE as long as 
possible with support from the RCHE staff and EOL team 
of HKW CGAT. At the last moment (patients become 
unconscious, breathing becomes shallow and/or blood 
pressure starts to drop), they would be transferred to 
AED by ambulance. Resuscitation would still be carried 
out by the ambulance men as the Fire Services Ordinance 
in Hong Kong stipulates that resuscitation has to be 
carried out to their clients. When the patients reach 
AED, resuscitation would not be offered. Instead, a quiet 
environment would be offered to the elderly, allowing 
them to pass away peacefully in the AED. 

An audit of the program was performed to look at the 
RCHE residents who had joined the piloted EOL program 
for RCHE and died in AED from Sep 2009 to Aug  
2014 (26). Twenty-two patients joined the program with 
AED pathway in the audit period. According to the Gold 
Standards Framework—the Three Illness Trajectories, 
69% of them were in the dementia/frailty trajectory, 22% 
in the organ failure trajectory while 9% in the cancer 
trajectory. Nine patients (41%) finally died in AED. In 
the last 4 weeks before death, frequent ad-hoc doctor 
and nurse consultations per person were needed. When 
they arrived at AED, all were not resuscitated according 
to the DNACPR (non-hospitalized) order and were 
allocated a single room for the family members to say 
goodbye. In the last 180 days before death, they had an 
average (per person) of 2.67 AED attendances (including 
death episodes in AED), 1.67 medical admissions and 
16 medical bed-days. These figures were lower than 
those reported by the Hospital Authority in 2012 (AED 
attendances, 2.98; medical admissions, 2.56; medical 
bed-days, 26) for local RCHE residents during last  
180 days of life. The conclusion was that AED pathway 
was logistically feasible and could serve as a new model of 
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care in some local better staffed and equipped RCHEs to 
foster dignified death. 

ACP and new development of end-of-life care in 
residential care homes in Hong Kong

In Oct 2015, a program to “Enhance CGAT Support to 
EOL Patients in Residential Care Homes for the Elderly” 
was implemented by Hospital Authority in Hong Kong. 
It was first commenced in four clusters, namely Hong 
Kong West, Hong Kong East, New Territories West and 
East in 2015. In the program, the usual CGAT service is 
enhanced, with link nurse to as case managers for elderly 
in RCHE, including those with advanced dementia, 
approaching EOL stage. CGAT also collaborated with 
palliative specialists to develop and carry out this program. 
Palliative specialists provide training to RCHE and CGAT 
staff, hold regular case conferences with HKW CGAT, and 
assists in complex case management. To avoid duplication 
of service provision, RCHE patients who have been seen 
by palliative team are not recruited into the CGAT EOL 
program. In the program, ACP would be discussed and 
DNACPR (non-hospitalized) order would be made (if 
agreed by patient or family members). Advance directive 
may also be signed if the patient is mentally sound. 
According to the plan of Hospital Authority, the “Enhance 
CGAT Support to EOL Patients in Residential Care 
Homes for the Elderly” service will expand to all clusters 
in Hong Kong by 2018/2019.

End-of-life programs in geriatric hospitals

As many older patients may pass away in wards, there is 
a need to enhance EOL services at the inpatient setting. 
In Hong Kong West, TWGHs Fung Yiu King hospital 
(FYKH) has established the End of Life Clinical Plan for 
inpatient (EOL CPi) since 2012. At the time of writing, 
the clinical plan has been used in nearly 400 patients. A 
study on the EOL CPi shows that a tailor-made EOL 
clinical plan could be useful to guide clinical team in 
fostering dignified death among dying older patients in 
a geriatric step-down hospital (27). Patients and relatives 
are also satisfied with the program as a whole. Recently 
an EOL ward with eight beds has been in place in FYKH. 
A preliminary study of 149 patients who died shows 
that EOL ward can foster dignified death by providing 
a peaceful environment so that family members are able 
to stay with the patients as long as possible before they  

pass away. 

Careful hand feeding (CHF) for advanced 
dementia

Feeding problems are common in older people with 
advanced dementia. When eating difficulties arise, unless 
there is a valid advance directive refusing enteral feeding, 
tube feeding is often started. Tube feeding itself has 
many pitfalls and complications. To date, no benefits in 
terms of survival, nutrition and prevention of aspiration 
have been demonstrated. The use of feeding tube 
leads to patient discomfort, increased use of restraints 
and greater likelihood of pressure sore development 
(28,29) .  Studies  show that  RCHE residents  with 
feeding tubes are frequently transferred to emergency 
to take care of tube complications such as blockage and  
dislodgement (30). So far, studies have not shown survival 
benefits in older people with tube feeding (31). In the 2014 
positional statement of feeding tubes in advanced dementia 
published by the American Geriatrics Society, feeding 
tubes are not recommended (32). It emphasizes that CHF 
should be offered as it is at least as good as tube feeding 
for the outcomes of death, AP, functional status, and  
comfort (33). Similar recommendations are made by 
the Australian and New Zealand Society for Geriatric  
Medicine (34). In Sep 2015, the Hospital Authority 
Guidel ines  on Life-Susta ining Treatment  in  the 
Terminally Ill was updated. Amongst other key EOL 
issues, it provides a clear and locally relevant picture 
of CHF from the ethical perspective (35,36). In some 
geriatric step-down hospitals, CHF is already incorporated 
as one of the management strategies for EOL patients. 
Notwithstanding, there are many practical issues if 
tube feeding is not used in older patients with advanced 
dementia locally.  Training of doctors,  nurses and 
other members of the healthcare teams are vital to the 
promulgation of CHF. There is an urgent need to enhance 
the present wards in public hospitals with a more elderly-
friendly environment. RCHEs staff training and ratio will 
be important factors of whether CHF can be smoothly 
practiced in the community of Hong Kong. Without a 
well-prepared receiving end, patients on CHF will be soon 
put on enteral tubes. The Social Welfare Department can 
play a role in to encourage RCHE in practicing EOL care 
and CHF. More palliative care training should be given to 
primary doctors who look after older people with advanced 
dementia (37).
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Way forward

In the 2015 Quality of Death Index by The Economist, Hong 
Kong ranks 22nd in the world (Singapore ranks 12th and 
Taiwan ranks 6th) (38). This index evaluates 80 countries 
using 20 quantitative and qualitative indicators across five 
categories: the palliative and healthcare environment, 
human resources, the affordability of care, the quality of 
care and the level of community engagement. There is 
a need for further development and expansion of EOL 
program for older people with advanced dementia in Hong 
Kong, in particular for those living in RCHEs. Hospital 
Authority has to work with the Fire Services Department 
to establish guideline for avoiding resuscitation amongst 
terminal patients who have opted not for resuscitation in 
advance directive or in other form of ACP. At the time of 
writing this article, the Hong Kong SAR Government is 
exploring the realisation of enduring power of attorney 
for health care decision, allowing mentally incapacitated 
older people to express their wishes through a chosen 
advocate (39). A successful EOL program for residents 
in RCHEs with advanced dementia or other irreversible 
chronic diseases can be a win-win situation. For the 
elderly, they could have a choice of a “good death”; and for 
hospitals, scarce resources would not be wasted on futile 
treatments. We need a “paradigm shift” in the end stage 
care of advanced dementia elderly. Hopefully, with our 
collective efforts, the dream of making dying in place and 
“good death” a reality for our older people with advanced 
dementia, can finally come true.
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