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Health Trends

• Longer life

• More chronic diseases

• More dementia

• Better access to health care

• More technology to sustain life



Advanced dementia

• Dependent

• Mentally incapable

•Poor eating

•Limited but uncertain 

life expectancy 

•Quality of life difficult to 

assess



Symptoms in Advanced Dementia

Pain

– Contracture, sores, 
constipation, 
retention, other 
diseases

Dysphagia

Confusion

Depression

Isolation



Causes of  death

Pneumonia

– Aspiration (saliva, food)

– Immobility

– Malnutrition 

Intercurrent illness

– Tend to be under-treated

Difficulty in diagnosing end of  life



Views of old age home residents 

•140 care and attention homes

•1600 residents（average age 82 years）

•When terminally ill，

88 ％chose palliative care

•61 ％do not wish life sustaining measures

•74％ do not wish tube feeding

•35 ％prefer to die in old age home

Chu LW et al., 2011



Feeding problems in advanced stage 

•Loss of appetite

•Loss of weight

•Refusal to eat

•Tube fed

•Physically restrained



Chinese family caregivers’ attitudes 

towards Tube Feeding

% agreed to withhold tube feeding from demented elders 

in scenario of

» Before After

– Critical illness    20% 28%

– Irreversible Coma 41% 55%

Kwok T et al 2007



Myths of tube feeding in dementia

1. Tube feeding prevents pneumonia

2. Starving to death is uncomfortable

3. Tube feeding is not harmful



Myth 4 No alternative 

Comfort feeding 

frequent small meals

family

food preferences

take off  diet restriction

food consistency 



No tube feeding is euthanasia?

Tube feeding is a medical intervention, not basic 

life support

Care professionals are not obliged to provide futile 

medical intervention

Futility is a medical judgment

Hand Feeding a disabled person is regarded basic 

nursing care, unless it causes great distress to 

patients 



Who can decide ?

• Family 

• Advance directive

• Advance care planning

• Guardianship board

• Enduring power of attorney

• Law court



Family as surrogate

Most people want family to decide

Family knows wishes of  patient

Family can be trusted

Family is the key provider of  care



Families as surrogate 

decision makers

End of  life decision is burdensome

Family may not know

Family impose own value

Conflict of  interest

– Psychological 

– Financial  

Family cannot agree among themselves



Advance directive

Legal document made by patient before he/she becomes ill

Patient’s wishes in specified clinical situations

Legally binding in some countries

Law reform committee in HK recommended a standardized 

but informal form of  advance directive





Problem with advance directive

in dementia

• Long time gap between early and late dementia

• People may change their mind

• Can’t cover all scenario

• Should it be Legally binding ?

– What if  it contradicts clinical judgement



Advance care planning

•Detailed discussion with family about care 

plan

•Consensus

•Keep record of agreed care plan





End of life care programme

at Shatin Hospital 

• Target older geriatric patients with less 

than one year of life expectancy 

• Combine advance care planning with 

palliative care 

• Continuity of care 



How to build a consensus with family 

• Build TRUST

• Communicate diagnosis of end of life

• Listen

• Explain pros and cons

• Encourage respect for patient’s view



How to build a consensus with family 

• Recognize the diversity of views 

• Express opinion

• Team approach 

• Patience



Case for early advance care planning 

• Family may be less emotionally stressed

• More time to reach consensus

• Involvement of people with dementia



Challenges of early advance care planning 

• Family may be less motivated to be involved

• Family cannot conceive hypothetical situation

• Family may change their mind when 

circumstances change 



Conclusion

• Quality of life in advanced dementia is 
poor

• Life sustaining measures e.g. tube feeding 
make their QOL even poorer 

• Protective measures

• Advance care planning 

• Palliative care

• Advance directive



愿您们的工作更文明 !


