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An introduction to advance care planning in practice
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Advance care planning has been defined as a process of formal
decision making that aims to help patients establish decisions
about future care that take effect when they lose capacity.' It
recently gained increased importance in the United Kingdom,
after being recommended by the end of life care strategy.” The
first national guidance for health and social care staff in the UK
was produced in 2007 and revised in 2011.° Before this, terms
and concepts used in the UK had included “living wills” and
“advance directives,” which have been replaced by terminology
outlined in the national guidance and the Mental Capacity Act
2005.*

Advance care planning differs from general care planning in
that it is usually used in the context of progressive illness and
anticipated deterioration. This has implications for its
acceptability to patients. It is a voluntary process and may result
in a written record of a patient’s wishes, which can be referred
to by carers and health professionals in the future. If a patient
loses capacity, health and social care professionals should make
use of information gleaned from the advance care planning
process to guide them in decision making when needed.

The Royal College of Physicians and other national
organisations stress the need to avoid a document driven or “tick
box” approach to this process,’ and many authors advise
focusing on communication rather than on specific interventions
or outcomes.*® The success of advance care planning should
therefore not be defined on the basis of completed paperwork
alone.’

This review aims to provide an overview of the potential benefits
and risks of advance care planning, to summarise barriers to
taking part in it, and to give practical guidance to health
professionals on how to approach the process, with reference
to the Mental Capacity Act 2005. Although this article is based
on UK law and practice, we believe that the concepts and
approaches discussed could be applied more widely. For
example, both the Australian and American Medical
Associations endorse similar concepts to those used in the
UK.IO 11
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What are the benefits of advance care
planning?

Theoretically, the process can facilitate patient autonomy so
that patients’ future wishes can be carried out once they can no
longer decide for themselves,' but evidence regarding real
benefit is mixed. A controlled trial of the impact of combining
improved communication about resuscitation preferences with
information on prognosis found no improvement in the quality
of end of life care." Other authors have suggested that the wider
advance care planning process may also be ineffective in
achieving positive outcomes."*"®

Conversely, some evidence, including that from a recent small
systematic review in patients with dementia and cognitive
impairment,"” points to several possible benefits. These include
less aggressive medical care and better quality of life near death,
decreased rates of hospital admission, especially of care home
residents, and increased rates of hospice admission,'®* with
those having completed an advance care plan being more likely
to receive care that is aligned with their wishes.” > A UK
retrospective study of 969 deceased hospice patients found that
those who had completed such a plan (57%) spent less time in
hospital in their last year of life. It also found that those who
died outside of hospital had a lower mean hospital treatment
cost than those who died in hospital.”

Advance care planning is also thought to help families prepare
for the death of a loved one, to resolve family conflict, and to
help with bereavement.** * For example, a randomised controlled
trial of facilitated advance care planning versus usual care in
elderly patients in Australia showed that 86% of patients in the
intervention arm had their end of life wishes known and
respected compared with 30% in the control arm. The same
study highlighted a greater level of satisfaction among patients
and relatives in the intervention group. Family members of
patients in the intervention group who died had lower levels of
psychological morbidity.”

A systematic review published in 2008 examined evidence for
improving palliative care at the end of life. It included 41 articles
relating to advance care planning and found moderate evidence
supporting multicomponent interventions to increase patient
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Summary points

Advance care planning aims to help patients establish decisions about future care that take effect when they lose capacity

Evidence for the benefit of advance care planning is mixed; more recent evidence suggests that it can facilitate the delivery of care more
in keeping with patient wishes and increase patient and family satisfaction with care

Advance care planning discussions should be centred around the beliefs, goals, and values of patients, rather than on specific outcomes

or interventions

A sound working knowledge of the Mental Capacity Act 2005 is important when facilitating advance care plan discussions

Sources and selection criteria

We searched Medline, Embase, and the Cochrane Database of Systematic Reviews using the search terms “advance care planning” and
“advance directives”, focusing on publications in the past five years, but including older papers that seemed relevant. Where possible we
prioritised systematic reviews and controlled trials. We did not carry out a systematic review of the literature and studies are of variable

quality, with many being small.

uptake of advance directives; however, these studies seldom
measured clinically important outcomes. The paper also
concluded that recent research supports an approach to care
planning that engages values, involves skilled facilitators, and
focuses on key decision makers (for example, patients, care
givers, and providers).”

Patients can find the process itself helpful, particularly when
discussion focuses on their goals, values, and beliefs, rather
than on particular treatments or interventions.”?*

Patients report several reasons for wishing to make advance
decisions, including not wanting to be a burden on others and
concern for self,”” * with underlying specific issues relating to
their personal experiences and fears.” *

What are the risks and barriers to advance
care planning?

Some patients will not wish to engage in discussions about
future care because this involves thinking about a deterioration
in their condition.** There may also be cultural sensitivities to
such conversations. Self identified barriers to the process in one
qualitative study of older medical patients included perceiving
advance care planning as irrelevant, having insufficient
information to engage in the discussions, and the time constraints
of health professionals.” A further challenge is that the process
asks patients to predict their future experience of illness, which
some may find difficult.* ** However, a person’s willingness
to engage in the conversation may change over time, so it may
be appropriate to re-offer discussions at a later stage.

Equally, barriers may exist for professionals’™; in particular,

doctors may be unwilling to initiate such discussions, because
this may “bring death into full view.”® Some may fear that
honesty about prognosis will cause patients undue distress or
destroy their hope.® * However, although caution in discussion
is obviously needed, a longitudinal qualitative study found that
patients have a variety of responses to, on the one hand, wanting
support for hope and, on the other, wanting honest prognostic
information; responses included being able to hope for things
other than cure.* This accords with our experience—some
degree of emotional upset may occur, but it is usually
appropriate to the situation, and most patients who accept the
offer of a discussion for advance care planning find such
conversations empowering.

Some patients think that professionals should raise the matter,”
so if we do not do this their needs may remain unmet. Being in
a trusting relationship with patients,* or being able to develop

such a relationship,” is helpful in this context.

How can we initiate discussions?

Advance care planning can apply to patients with a wide range
of diagnoses, but particularly those with long term conditions
or receiving end of life care.’ It should be offered when the
patient is still well enough to participate in the discussions and
before any relevant loss of mental capacity.’ *' This can mean
that for certain conditions, such as dementia, discussions may
have to be offered early in the course of disease. One UK
systematic review found that a maximum of 36% of patients
with cognitive impairment and dementia being admitted to a
nursing home had capacity to participate in advance care
planning.'"” However, data on the best timing of advance care
planning discussions in patients with dementia are conflicting.
One recent qualitative study suggested that patients with mild
dementia find such discussions acceptable,* but another found
that people with dementia had difficulty considering their future
selves.”

More generally, some studies have identified particular triggers
for initiating these conversations, such as recurrence of cancer.’
The timing of conversations with patients with non-cancer
conditions, such as chronic obstructive pulmonary disease, may
also prove challenging. This disease is often not perceived to
be terminal and therefore not relevant to the principles of
advance care planning.*® This reflects the nature of chronic
conditions in which disease can be stable and well managed for
many years, before moving on to the terminal phase. However,
because sudden changes in condition can occur, the opportunity
to take part in advance care planning could be missed if the
subject is not broached early on.

Another crucial factor is the communication skills of health
professionals. A number of authors recognise the potentially
challenging, sensitive, and complex nature of conversations
about advance care planning,” ** with others recommending
that practitioners need specific training.”* One component of
such highly skilled communication is knowing when not to
proceed with discussions—for example, when doing so might
cause disproportionate levels of distress>—and how to “titrate”
information over time.

Box 1 includes a list of suggested triggers for initiating or
reviewing such discussions.

Practical approaches to communication

When preparing to offer discussions it may be useful to consider
the following:

* Patients may need time to think and reflect, so the initial
advance care planning process may extend over several
conversations.” * One study found that the process took a
median of 60 minutes over one to three conversations™
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Box 1 Triggers for initiating or reviewing advance care planning discussions

There is no agreed standard frequency with which to review these discussions, so the interval should be based on patients’ wishes, taking

into account their clinical condition.

Triggers include:
- Patient initiates the conversation

Diagnosis of a progressive life limiting illness

neurone disease

A change or deterioration in condition

When the previously agreed review interval elapses

* Ensure that any outcomes of these discussions are
appropriately shared among relevant teams and
organisations,” ** and updated if decisions change

* Avoid giving the impression that it is possible to anticipate
and plan for every eventuality"”

* Do not assume that other health or social care professionals
have offered opportunities for such discussions™ *’

* Discussions that take place in the patient’s wider family
or social network may give rise to conflict, which is best
dealt with early, to avoid conflict coming to light when the
patient has lost capacity or died.”

Mahon suggests two questions that may be useful for initiating
an advance care planning discussion that focuses on the patient’s
goals:
1) If you cannot, or choose not to, participate in healthcare
decisions with whom should we speak?

2) If you cannot, or choose not to, participate in decision
making what should we consider when making decisions
about your care?®

For some patients answering question 1 may be as far as they
wish to take such a discussion, and hopefully this question can
be asked without causing patients undue anxiety. Box 2 outlines
our communication suggestions.

How does advance care planning fit with
the Mental Capacity Act 2005?

As well as knowing about a patient’s disease and its likely
consequences,’ an adequate understanding of the law (including
capacity assessment), the advance care planning process, and
the related documentation is necessary.” ® However, two UK
studies have shown that some professionals have a limited
understanding of advance care planning,* * with the authors of
one suggesting that those with specialist skills in particular
diseases may be better placed to undertake more complex
aspects of the process.* This section serves as a brief
introduction to some of the key legal problems.

The Mental Capacity Act 2005 legislates for England and Wales
on the way in which decisions are made by, and on behalf of,
people with impaired mental capacity.* It sets out five principles
and a legal framework designed to protect patients with impaired
capacity and their carers, who have to make decisions about
their care and treatment. It is accompanied by the Mental
Capacity Act 2005 code of practice, and practitioners have a
legal duty to have regard to this.® Abiding by a person’s wishes
about a health related advance decision comes into effect only
once the person has lost capacity to make that particular
decision.

The diagnosis of a condition with a predictable trajectory, which is likely to result in a loss of capacity, such as dementia or motor

Change in a patient’s personal circumstances, such as moving into a care home or loss of a family member

Routine clinical review of the patient, such as clinic appointments or home visits

Mental capacity

People are assumed to have capacity unless it is established that
they lack capacity despite all practicable steps taken to help
them make the decision in question (see box 3 for the mental
capacity assessment).

Best interests

Section 4 of the act deals with making decisions in accordance
with the best interests of the person lacking capacity and
specifies an initial checklist of common factors that must always
be considered. It states that whoever determines what is in
someone’s best interests must consider, so far as is reasonably
ascertainable, the person’s past and present wishes and feelings,
particularly any relevant written statement made when he or
she had capacity,* thus giving “weight” to the advance care
planning process.

What are the potential outcomes of an
advance care planning discussion?

In addition to documents recording a person’s preferred place
of care or death, advance care planning has three main
tools—advance statements, advance decisions to refuse
treatment, and lasting powers of attorney.

Advance statements

These are statements about what the patient would or would not
want to happen in the future, their goals of care, or their personal
values; they are sometimes known as a statement of preferences
and wishes. They can be about medical treatment (“T would
wish to be ventilated if I stop breathing”) or about social aspects
of care (“I prefer coffee in the morning”). They are not legally
binding but must be taken into account when best interest
decisions are made about the person after capacity has been
lost. They can be written by the patient or be verbal statements.
It is useful to record verbal statements in the patient record, and
it is important that they are accessible for those making decisions
in the future.

Advance decision to refuse treatment

Valid and applicable advance decisions to refuse treatment (box
4) are legally binding statements (usually written documents)
that allow patients to refuse specific medical treatments if they
lose capacity in the future. Patients can refuse only medical and
nursing treatments in advance and not basic care (such as the
offer of food and drink by mouth and repositioning in bed).

It is best, but not a requirement, if the specific circumstances
in which patients wish to refuse treatments are made clear,
because this information will be used by clinicians in the future
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Box 2 Communication tips

Initiating the conversation
Start with general open questions, then be guided by the patient’s cues and responses to know whether to explore further

Examples:
» How have you been coping with your illness recently?

« Do you like to think about or plan for the future?

« When you think of the future, what do you hope for?*

» When you think about the future, what worries you the most?*

« Have you given any thought to what kinds of treatment you would want (and not want) if you became unable to speak for yourself?*’

« What do you consider your quality of life to be like now?*’

During the conversation
Use language that patients can understand and any other communication aids you might need
Give patients enough information to make informed choices without overloading them

Clarify any ambiguous statements that patients make—for example:
- Patient: “| don’t want heroics”

- Professional: “What do you mean by heroics?”

Ending the conversation
Summarise what has been discussed to check mutual understanding, or ask the patient to do so
Screen for any other problems—for example: “Is there anything else you would like to discuss?”

Arrange another time to continue, complete, or review the discussion if necessary—for example, if the patient would like help completing
an advance decision to refuse treatment

Document the contents of the discussion in the patient record

Share the contents (with the patient’s permission) with anyone else who needs to know, such as family, carers, the community team,
and the general practitioner or specialists

Box 3 Assessing mental capacity

Mental capacity is decision specific and time specific—it is specific to the decision in question and may be of time limited relevance.

The test for mental capacity has two parts:
« The diagnostic test. This is positive if the person has “an impairment of, or disturbance in the functioning of, the mind or brain” (Mental
Capacity Act 2005 section 2). Otherwise, by definition, the person has capacity

« The functional test (Mental Capacity Act 2005 section 3) applies only if the diagnostic test is positive. People who can understand,
retain, and use or weigh information relating to a decision, as well as be able to communicate their decision, have not lost capacity,
even if the diagnostic test is positive. Loss of one or more of these four elements confirms loss of capacity for the specific decision

Mental capacity for a particular decision may fluctuate over time and may need to be reviewed frequently. For example, a patient may be
temporarily incapacitated by an episode of sepsis, or through the use of alcohol.

Box 4 Determining whether an advance decision to refuse treatment is valid and applicable

Such decisions come into effect only if the person has lost mental capacity to make the decision in question. The person must have had
relevant capacity at the time the advance decision was made and it must be about the decision in question.

Validity

For such a decision to be valid, it should not have been withdrawn by the person, and the person should not have later behaved in a way
that is inconsistent with it. In addition, if the person has subsequently made a lasting power of attorney regarding the same decision the
advance decision is rendered invalid.

Applicability

For the refusal to be applicable it must be about the treatment currently in question and relate to the circumstances in which the patient now
finds himself or herself, if these have also been specified. For example, a person specifically refusing antibiotics for treatment of a chest
infection might receive antibiotics for a urinary tract infection if clinically appropriate. However, if the advance decision covers all antibiotics
under the specified circumstances then health professionals would be bound not to administer them.

An advance decision may not be applicable if circumstances have changed (for example, an unanticipated advance in medical treatment)
and there are reasonable grounds to believe that these changes would have affected the advance decision if the person had known about
them when making the decision.

Life sustaining treatment

When the treatment to be refused is potentially life sustaining, such as cardiopulmonary resuscitation, as well as being valid and applicable,
the decision must be written, signed by the patient in the presence of a signed witness, and must state that it applies even if life is at risk.

to determine if the refusal is applicable. The wording of these
statements can be difficult, because potential future situations
must be anticipated and described unambiguously. If more than
one circumstance is specified for a given refusal of treatment,
all have to be present at the same time for the advance decision
to apply. Verbal wishes to refuse treatments that do not sustain
life can be recorded in the patient’s notes.

If you are satisfied that the advance decision to refuse treatment
is valid and applicable then you will have to abide by it (best
interests do not apply). The only circumstance in which an
advance decision is not binding is when the person is detained
under the Mental Health Act 1983.%' Such patients can be treated
for their mental disorder without their consent, even if they have
a valid and applicable advance decision to refuse the treatment
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in question (electroconvulsive therapy is an exception to this
rule).

Lasting power of attorney

These are legal documents that replace the previous enduring
power of attorney. They allow patients (donors) to nominate
someone (attorney) to whom they want to give decision making
powers (if they lose capacity in the future). There are two types
of lasting power of attorney: “property and financial affairs”
and “health and welfare.” Once made, these documents must
be registered with the Office of the Public Guardian (for a fee)
before coming into effect. It is possible to nominate more than
one person as an attorney, or nominate different people for
different decisions.

A health and welfare lasting power of attorney comes into effect
only when the donor loses the capacity to make the decisions
that are covered by the document. If there are worries that an
attorney is not making decisions in the best interests of the
donor, the decision should be challenged. It can then be
adjudicated on by the Court of Protection (which might appoint
a court appointed deputy, usually someone close to the patient,
who would be able to take best interests decisions for the
patient).

What are electronic palliative care
coordination systems?

Appropriate dissemination of advance care planning decisions
is a challenge; other than for lasting powers of attorney, the UK
has no central register of advance care plans. Electronic
palliative care coordination systems are designed to improve
communication and facilitate health professionals’ access to
this information. Electronic registers, or urgent care records,
such as Coordinate my Care in London (www.coordinatemycare.
co.uk/index.html), hold immediately accessible information
about patients’ advance care plans and other information, such
as treatment escalation plans, and are available to a wide range
of relevant professionals. In some areas, this has led to an
increase in patients dying in their preferred place of care.”

When should advance care planning
decisions be reviewed? (see box 1)

Although no specific evidence or recommendations are available
on when to review these decisions, on the basis of personal
experience, several factors may be relevant and should prompt
review. For example, if the personal circumstances of patients
change, such as place of residence or perception of quality of
life, they may wish to reconsider their decisions. New
therapeutic options may become available or, as the condition
progresses, the patient’s values and goals may change, and this
may affect earlier decisions. Advance care planning must be
reconsidered regularly, either to confirm or amend the content,
while the person has mental capacity to do so. This will allow
the document to reflect the patient’s current wishes and increase
the likelihood that it will be judged as valid and applicable at
the relevant time.
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Additional educational resources

Resources for patients

National End of Life Care Programme (www.endoflifecare.nhs.uk/search-resources/resources-search/publications/planning-for-your-
future-care.aspx)—Outlines the different options available to people when planning for their end of life care and comes in a range of

languages

Aging with Dignity (www.agingwithdignity.org/forms/5wishes.pdf)—US based website that aims to help people take control of how they

are treated if they are seriously ill

Regents of the University of California (www.prepareforyourcare.org)—Aims to help patients make medical decisions for themselves

and get the right medical care
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