
WHAT IS ADVANCE CARE PLANNING 
AND WHY IS IT IMPORTANT?
Advance care planning is a process of 
formal decision making to help patients 
establish decisions about their future care 
which takes effect when they lose capacity 
to make decisions for themselves.1 It is 
a voluntary process and a written record 
of patients’ wishes that can be referred 
to by carers and health professionals in 
the future. Previous terms and concepts 
used in the UK include ‘living wills’ and 
‘advance directives’. Advance care planning 
is important in identifying early palliative 
care needs and recognising the end of 
life.2 Other benefits include less aggressive 
medical care and an improved quality of life 
near death. It also helps families prepare 
for the death of a loved one, resolve family 
conflict, and cope with bereavement.3 

ADVANCE STATEMENTS, ADVANCE 
DECISIONS TO REFUSE TREATMENT, 
AND LASTING POWER OF ATTORNEY
Advance statements (sometimes known as 
statements of preferences) can be about 
either medical treatment or social aspects 
of care and are not legally binding, but have 
to be taken into account when decisions 
are made about the patient after they 
lose capacity. They can be either verbal or 
written.4 

Advance decisions to refuse treatment 
are legally binding documents which allow 
patients to refuse specific treatment if they 
lose capacity. Patients can refuse medical 
and nursing treatment in advance but not 
basic care such as the offer of food and 
drink by mouth. Verbal wishes to refuse 
treatments which do not sustain life can 
also be recorded in the patients’ case notes 
(or records). An advance decision to refuse 
treatment only comes into effect once the 
patient loses the capacity to make that 
particular decision. The only circumstance 
where it would not be binding is if a patient 
is detained under the Mental Health Act 
when they can be treated for their mental 
health disorder without their consent 
(electroconvulsive therapy is an exception 
to this rule). In England and Wales the code 
of practice of the Mental Capacity Act5 sets 
out principles designed to protect patients 
with impaired capacity and their carers, 
who have to make decisions regarding their 
care and treatment. GPs have a legal duty 
to abide by a patient’s wishes regarding 

a health-related advance decision which 
comes into effect when they have lost the 
capacity to make that particular decision. 
In Scotland, the Adults with Incapacity Act 
requires decisions about medical treatment 
to be directed by the patient’s best interest, 
but it does not include the right to refuse 
treatment, however a valid and applicable 
advance decision would probably be 
respected, if challenged in court.6

Lasting power of attorney allows patients 
to nominate someone to whom they want 
to give decision-making powers if they lose 
capacity. There are two types of decision: 
‘property and financial affairs’ and ‘health 
and welfare’. More than one person can 
be nominated or different people can be 
nominated for different decisions. If there 
are concerns that someone is making 
decisions not in the patient’s best interest, 
the decision can be challenged in the 
Court of Protection which may appoint a 
court deputy, usually someone close to 
the patient, who can take best interest 
decisions on the patient’s behalf.

HOW SHOULD GPs APPROACH ADVANCE 
CARE PLANNING?
Assessing mental capacity 
There are two components to consider when 
assessing a patient’s mental capacity:	

•	 A diagnostic component. This is positive 
when the patient has ‘an impairment of, 
or disturbance in, the functioning of the 
mind or brain’.

•	 A functional component. This applies 
only if the diagnostic component 
is positive. Patients have lost mental 
capacity when they lose one or more of 
the following elements: being able to 
understand; being able to retain, use 

and weigh information; or being able to 
communicate their decisions.

GPs should be aware that loss of mental 
capacity is decision specific and not global 
and can fluctuate over time. For example, 
patients may be temporarily incapacitated 
by delirium which is not uncommon in 
patients with palliative care needs, by an 
episode of sepsis, or through the use of 
alcohol and they may need to be reviewed 
frequently.3 

Initiating an advance care planning 
discussion 
Advance care planning discussions 
usually take place with a trusted and 
familiar GP who can elicit a patient’s care 
preferences as they approach the end of 
life. Possible triggers for an advance care 
planning discussion could include the first 
appointment following hospital discharge 
or on the admission to a care home. At that 
point it may be useful to link it with an early 
palliative care approach. Some patients will 
need time to think and reflect, and therefore, 
the initial planning process may extend over 
a number of consultations. In any event the 
focus should be on communication rather 
than specific interventions or outcomes and 
a ‘tick box’ approach should be avoided.

Asking three simple questions
The Gold Standards Framework7 suggests 
asking patients approaching the end of life 
three simple questions:

•	 What do you want to happen? (advance 
statement of wishes and preferences)

•	 What do you not want to happen? 
(advance decision to refuse treatment 
and do not attempt resuscitation orders)
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•	 Who will speak for you? (lasting power of 
attorney).

Reviewing advance care planning 
decisions
Several factors should prompt a review of 
advance care planning decisions:

•	 a change in the patient’s place of 
residence;

•	 a change in the patient’s perception of 
their quality of life; 

•	 new therapeutic options; and 

•	 a change in the patient’s values or aims 
as the condition progresses. 

By regularly reviewing advance care 
planning decisions while the patient still 
has the mental capacity to do so, the 
document can reflect their current wishes 
and increase the likelihood that it will 
be judged as valid and applicable at the 
relevant time.3 

HOW COMMON ARE ADVANCE CARE 
PLANS?
In 2014 an audit of end of life care by 
the Royal College of Physicians found 
that only 4% of 9000 patients admitted to 
hospital had made some form of advance 
care plan before their admission.8 In a 
more recent general practice study 58% 
of patients who had died with a chronic 
condition had an advance care plan; 74% 
with cancer and 41% with organ failure. The 
authors attributed the lower organ failure 
figure to the professional, patient, and 
societal challenges which were involved in 
identifying patients for palliative care who 
had a non-cancer diagnosis.9 

ELECTRONIC PATIENT RECORDS
In some areas of the UK, information 
regarding patients’ advance care planning 
decisions are held on electronic patient 
records which are made available to a 
range of relevant professionals. This 
has been shown to lead to an increase 
in the number of patients dying in their 
preferred place of death10 but as yet there 
is no trial data available to prove a causal 
link. It may be that patients with advance 
care plans would be more likely to die 

in their preferred place of death (usually 
their own home) anyway. More recently 
the focus has been on electronic palliative 
care coordination systems such as key 
information summaries (KIS) in Scotland11 
and Co-ordinate my Care (CMC) in 
England10 which facilitate the sharing of key 
patient information across care settings, 
however there have been concerns 
expressed regarding the implementation, 
sustainability, cost-effectiveness, equality, 
and service capacity of these systems.12 

CONCLUSION
The aim of advance care planning is to 
achieve ‘a good death’ but patients may 
not wish to engage in discussions about 
future care as it involves them in thinking 
about a deterioration in their condition and 
GPs might be unwilling to initiate advance 
care planning discussions as they may 
feel that discussing prognosis with patients 
will cause them undue distress and 
destroy hope.4 Other reasons preventing 
GPs from initiating advance care planning 
discussions include prognostic uncertainty, 
limited collaboration with secondary care, 
and a resistance to any kind of ‘tick box’ 
approach. Advance care planning does 
have the potential to promote patient 
autonomy and shared decision making13 

and to improve quality of care at the end 
of life, leading to less in-hospital death and 
increase in hospice use.14 However, without 
a significant change in patients’ perception 
and GPs’ attitudes it is unlikely to become 
more widely adopted. 
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