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Update information

October 2018: A small change was made to the introductory text in sections
1.2 Supporting decision-making and 1.4 Assessment of mental capacity.
The wording in recommendation 1.4.23 was amended to clarify how long
someone needs to retain information related to decision-making.
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Introduction

The Department of Health asked NICE to produce this guideline on Decision Making
and Mental Capacity for people using health and social services aged 16 and over

(see the scope).
What is the purpose of this guideline?
The guideline is intended to help health and social care practitioners to:

e support people to make their own decisions as far as possible
e assess people’s capacity to make specific health and social care decisions
e make specific best interests decisions when people lack capacity, and maximise

the person’s involvement in those decisions.

This may include decisions about where and how people live, their support, care and

treatment, their security or safety and financial matters.

The guideline focuses on the following key areas:

advance care planning

e supporting decision-making

e assessment of mental capacity to make specific decisions at a particular time
e best interests decision-making for individuals who are assessed as lacking

capacity to make a particular decision at a particular time.
The guideline does not cover:

e decision-making activities and support for children under the age of 16

e Deprivation of Liberty Safeguards processes.
Why do we need this guideline?

The Care Quality Commission (CQC) estimates that around 2 million people in
England and Wales may lack the capacity to make certain decisions for themselves

at some point because of illness, injury or disability. The Mental Capacity Act 2005

was designed to empower and protect individuals in these circumstances. However,

the Care Quality Commission identified serious issues with the practical
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implementation of the Act. This subject was subsequently reported on by a House of
Lords Select Committee in 2014, adding further momentum towards the need for

improvement in practice.

It is in this context that the Department of Health commissioned this guideline, which
makes recommendations for best practice in assessing and supporting people aged
16 years and older with decision-making activities. It helps to ensure that people are
supported to make decisions for themselves when they have the mental capacity to
do so, and where they lack the mental capacity to make specific decisions, they
remain at the centre of the decision-making process. The guideline

supports the empowering ethos and principles introduced by the Mental Capacity Act

2005 and explained in the Code of Practice. These are:

1. A person must be assumed to have capacity unless it is established that he lacks

capacity

2. A person is not to be treated as unable to make a decision unless all practicable

steps to help him to do so have been taken without success.

3. A person is not to be treated as unable to make a decision merely because he

makes an unwise decision.

4. An act done, or decision made, under this Act for or on behalf of a person who

lacks capacity must be done, or made, in his best interests.

5. Before the act is done, or the decision is made, regard must be had to whether the
purpose for which it is needed can be as effectively achieved in a way that is less

restrictive of the person's rights and freedom of action.

The guideline helps health and social care practitioners to implement

these principles and improve the quality of the decision-making support they
provide. It applies to a range of decisions, including care, support and treatment,
financial matters and day-to-day living, and aims to be

proportionate, recognising that practitioners may need to provide rapid assistance in

emergencies.
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Who the guideline is for:

» People using health and social care services who may (now or in the future) lack
mental capacity, and their families and carers.

» Health practitioners working with people who may lack mental capacity.

e Social care practitioners (including personal assistants) working with people who
may lack mental capacity.

e Advocates, including Independent Mental Capacity Advocates, Care Act

advocates and Independent Mental Health Advocates.
The guideline is also relevant for:

e Practitioners working in services (including housing, education, employment,
police and criminal justice) who may come into contact with people who lack
mental capacity.

e Local authorities and clinical commissioning groups.

e Social care and health providers.

e Community and voluntary organisations representing or supporting people who
may lack mental capacity, and their families and carers.

e Guardians (under the Mental Health Act), court appointed deputies and those who

hold power of attorney.
How has it been developed?

We used the methods and processes in Developing NICE guidelines: the manual

(2014). The guideline is based on the best available evidence from research, expert
testimony, expert consensus and developments in law. It also identifies where
evidence is lacking and makes recommendations for future research. The
recommendations for research address the following: training and support for
practitioners, interventions to support and improve decision-making capacity for
treatment, advocacy and support for decision-making, mental capacity assessment

tools and the components of a mental capacity assessment.

What is the status of this guideline?
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The guideline is not a comprehensive manual for frontline practice; rather, it focuses
on areas where practice needs to improve, and where there is a paucity of guidance

in existence.
How does it relate to statutory and non-statutory guidance?

Practitioners must comply with the statutory functions of the agencies they work for
under the Care Act 2014, the Mental Health Act 2007 and the Mental Capacity Act

2005. Practitioners must also comply with all legislation, codes of practice and

guidance relevant to their work. This guideline seeks to complement and build on
these existing requirements, to support their implementation and drive improvements
in the quality of support. Although it is particularly aligned with the Mental Capacity
Act 2005, the guideline is not intended as a step-by-step guide to the implementation
of the legislation. Guidance for decisions made under the Mental Capacity Act 2005

is published in the Mental Capacity Act Code of Practice.

Decision-making and mental capacity can be a particularly complex area for young
people aged 16—18 years. A detailed overview of the legal provisions relating to the
care and treatment of young people falls outside the scope of this guideline.

However, The Children Act 1989 and Children and Families Act 2014 interface with

the other Acts referred to above and in some circumstances provide an additional

framework for the way in which young people should be involved in decision-making

about their lives.

Where a young person over 16 is found to lack capacity to make a particular
decision it is important that the best interests process under the Mental Capacity Act
2005 is followed and that young people are as involved as possible in decisions

made on their behalf.

In some cases, it will be possible for someone with parental responsibility to make a
decision on behalf of the young person who lacks capacity. However, this will not
always be appropriate. In these circumstances the Mental Capacity Act Code of

Practice should be followed to determine who should lead the best interests process.

Effective safeguarding identification and processes must always be followed, with

acute awareness necessary among practitioners about the more subtle forms of
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abuse such as coercion. Practitioners must always refer to local safeguarding

procedures.
The structure of the guideline is as follows:

e Section 1.1 — overarching principles

e Section 1.2 — supporting decision-making

e Section 1.3 — advance care planning

e Section 1.4 — assessment of mental capacity

e Section 1.5 — best interests decision-making.

Sections 1.2, 1.4 and 1.5 each begin by citing the relevant principle from the Mental
Capacity Act 2005 along with an explanatory note about the practical application of
the principle. This helps to ensure that the recommendations are interpreted within

the framework of the Mental Capacity Act and Code of Practice.
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1 Recommendations

People have the right to be involved in discussions and make informed

decisions about their care, as described in your care.

Making decisions using NICE guidelines explains how we use words to show

the strength (or certainty) of our recommendations, and has information about
professional guidelines, standards and laws (including on consent and mental

capacity), and safeguarding.

1.1 Overarching principles

Recommendations for service providers and commissioners

1.1.1 Service providers and commissioners should ensure that practitioners

undergo training to help them to apply the Mental Capacity Act 2005 and

its Code of Practice. Training should be tailored to the role and

responsibilities of the practitioner and cover new staff, pre-registration,

and continuing development and practice supervision for existing staff.

Where appropriate, training should be interdisciplinary, involve experts by

experience and include:

the statutory principles of the Mental Capacity Act 2005

the importance of seeking consent, and how to proceed if a person
might lack capacity to give or refuse their consent to any proposed
intervention

how and when to have potentially difficult conversations about loss of
autonomy, advance care planning or death

required communication skills for building trust and working with people
who may lack capacity

clarity on roles and responsibilities

the advantages, challenges and ethics of advance care planning, and
how to discuss these with the person and their carers, family and

friends
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1.1.2

1.1.3

e the processes and law surrounding advance decisions to refuse

treatment and lasting powers of attorney/ court appointed deputies

e condition-specific knowledge related to advance care planning, where
appropriate

¢ the conduct of decision- and time-specific capacity assessments

e the process of best interests decision-making in the context of section 4

of the Mental Capacity Act 2005 and associated guidance

¢ the role of Independent Mental Capacity Advocates in best interests
decision-making

¢ how to direct people to sources of advice and information.
All health and social care organisations should:

e develop local policy and guidance about which interventions, tools and
approaches will be used to support decision-making

¢ identify or devise specific tools to help health and social care
practitioners assess where appropriate and necessary the mental
capacity of the people they are working with and audit the tools against
adherence to the Mental Capacity Act Code of Practice

¢ train relevant practitioners in the use of these tools.

Co-develop policies and Mental Capacity Act 2005 training programmes
with people who have experience of supported decision-making and of
having their mental capacity assessed, and their carers, family and

friends.

Recommendations for individual practitioners

1.1.4

1.1.5

Practitioners involved in making decisions regarding individuals who lack
capacity or supporting decision-making in individuals who have capacity

must follow the 5 key principles set out in section 1 of the Mental Capacity

Act 2005. As a starting point they must assume capacity unless there is

evidence to suggest an assessment is required.
When giving information about a decision to the person:

¢ it must be accessible, relevant and tailored to their specific needs
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1.1.6

¢ it should be sufficient to allow the person to make an informed choice
about the specific decision in question
¢ it should be supported by tools such as visual materials, visual aids,

communication aids and hearing aids, as appropriate.

Record and update information about people’s past and present wishes,
beliefs and preferences in a way that practitioners from multiple areas (for
example care and support staff, paramedics) can access and update. This
information should be used to inform advance planning, supported

decision-making and best interests decision-making.

Using_ advocacy to support decision-making and assessment under the Mental

Capacity Act

1.1.7

1.1.8

1.1.9

1.1.10

Practitioners should tell people about advocacy services as a potential

source of support for decision-making, including:

e enabling them to make their own key decisions, for example, about
their personal welfare, medical treatment, property or affairs
¢ facilitating their involvement in decisions that may be made, or are

being made under the Mental Capacity Act 2005.

As a minimum, independent advocacy must be offered by local authorities
as described in the Care Act 2014, Mental Capacity Act 2005 and Mental
Health Act 2007. [This recommendation is adapted from the NICE

guideline on learning disabilities and behaviour that challenges: service

design and delivery].

. Consider expanding the commissioning of statutory Independent Mental

Capacity Advocates.

Commissioners, public bodies and providers of statutory advocacy

services should work closely to ensure that:

e statutory duties on public bodies to refer to and involve advocacy are
consistently adhered to and monitored and

e failures in the duty to refer to statutory advocacy are addressed.
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1.1.11 Relevant commissioners and providers should work with public bodies
and providers to increase investment in training for statutory independent
mental capacity and other statutory advocates in key areas, in order to

ensure they are able to support:

e people who have communication difficulties and

¢ Independent Mental Capacity Advocates to have expertise in specific
areas that require additional skills and knowledge — for example
working with people with impaired executive function arising from

acquired brain injury, mental iliness, dementia or other iliness.

1.2 Supporting decision-making

‘A person is not to be treated as unable to make a decision unless all practicable
steps to help him do so have been taken without success’ (Principle 2 section 1(3),
Mental Capacity Act 2005)

Principle 2 of the Mental Capacity Act 2005 requires practitioners to help a person
make their own decision, before deciding that they are unable to make a

decision. Supporting decision-making capacity effectively requires a collaborative
and trusting relationship between the practitioner and the person. It does not involve
trying to persuade or coerce a person into making a particular decision, and must be
conducted in a non-discriminatory way. It requires practitioners to understand what is
involved in a particular decision, and to understand what aspects of decision-making

a person may need support with, and why.

This may mean helping a person with their memory or communication,
helping them understand and weigh up the information relevant to a decision,
or helping to reduce their distress. Various ways to support decision-making
capacity are described in Chapter 3 of the Mental Capacity Act 2005 Code of

Practice.

1.2.1 Find out from the person how they want to be supported in decision-
making in accordance with principle 2 of the Mental Capacity Act 2005. If
they would like someone to support them, find out from the person who

needs support who this should be. Be aware of the possibility that the
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nominated person may be exercising undue influence, duress or coercion
regarding the decision, and take advice from a safeguarding lead if there

iS a concern.

1.2.2 At times, the person being supported may wish to make a decision that
appears unwise. As confirmed by the 3rd key principle of the Mental
Capacity Act 2005, a person is not to be treated as unable to make a

decision merely because he or she makes an unwise decision.

1.2.3 Practitioners supporting a person’s decision-making should build and

maintain a trusting relationship with the person they are supporting.

1.2.4 Practitioners should take a personalised approach, accounting for any
reasonable adjustments and the wide range of factors that can have an

impact on a person’s ability to make a decision. These should include:

e the person’s physical and mental health condition

the person’s communication needs

¢ the person’s previous experience (or lack of experience) in making
decisions

¢ the involvement of others and being aware of the possibility that the
person may be subject to undue influence, duress or coercion
regarding the decision

¢ situational, social and relational factors

e cultural, ethnic and religious factors

e cognitive (including the person’s awareness of their ability to make

decisions), emotional and behavioural factors, or those related to

symptoms

o the effects of prescribed drugs or other substances.

They should use this knowledge to develop a shared and personalised
understanding of the factors which may help or hinder a person’s
decision-making, which can be used to identify ways in which the person’s

decision-making can be supported.
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Providing information to support decision-making

1.2.5 At the start of the decision-making process practitioners should clearly
determine what information they need to cover the salient details of the
decision they are supporting the person to make. This will depend on the

nature and complexity of the decision itself.

1.2.6 Offer tailored, accessible information to the person being supported. This
should be about the process and principles of supported decision-making

as well as about the specific decision.

1.2.7 When providing the person with information to support a particular

decision:

e do soin line with the NHS Accessible Information Standard

e support them to identify, express and document their own

communication needs

e ensure that options are presented in a balanced and non-leading way.

1.2.8 Record the information that is given to the person during decision-making.
Give the person an opportunity to review and comment on what is

recorded and write down their views.

1.2.9 Consider tailored training programmes for the person, to provide
information for specific decisions — for example sexual education

programmes and medication management.

Supporting decision-making

1.2.10 Support people to communicate so that they can take part in decision-
making. Use strategies to support the person's understanding and ability
to express themselves in accordance with paragraphs 3.10 and 3.11 of

the Mental Capacity Act Code of Practice.

1.2.11 Involve significant and trusted people in supporting decision-making, in

line with the person's preferences and:
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1.2.12

1.2.13

1.2.14

1.2.15

1.2.16

e have due regard for the principle of confidentiality set out in paragraph
3.15 of the Mental Capacity Act Code of Practice

e ensure that this support is free from coercion or undue influence, for
example that it does not undermine the person’s ability to understand,

retain, use and weigh information and express a choice.

If there are no significant trusted people, or no-one willing to take on this

role, think about involving an advocate.

Practitioners should be aware of the pros and cons of supporting decision-
making and be prepared to discuss these with the person concerned. The
benefits could include increased autonomy, being better informed and
sharing decisions with people interested in their welfare. However,
practitioners should also be aware that talking about potentially upsetting
issues including declining health or end of life can be potentially
distressing, and a person may feel overwhelmed with having to make a
difficult decision at a difficult time and having to deal with possibly

conflicting opinions.

Give people time during the decision-making process to communicate
their needs and feel listened to. Be aware that this may mean meeting

with the person for more than 1 session.

Practitioners should increase the person’s involvement in decision-making
discussions by using a range of interventions focused on improving

supported decision-making.

Where possible and relevant, ensure that the same practitioner provides
continuous support to the person as they make different decisions at

different points in time.

Health and social care practitioners should refer to other services (for
example speech and language therapy, clinical psychology and liaison
psychiatry) that could enable the person to make their decision when their

level of need requires specialist input. This is especially important:
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e when the person’s needs in relation to decision-making are complex
¢ if the consequences of the decision would be significant (for example a

decision about a highly complex treatment that carries significant risk).

1.2.17 Practitioners should make a written record of the decision-making
process, which is proportionate to the decision being made. Share the
record with the person and, with their consent, other appropriate people.

Include:

e what the person is being asked to decide

¢ how the person wishes to be supported to make the decision

¢ steps taken to help the person make the decision

e other people involved in supporting the decision

¢ information given to the person

e whether on the balance of probabilities a person lacks capacity to make
a decision

e key considerations for the person in making the decision

e the person’s expressed preference and the decision reached

¢ needs identified as a result of the decision

e any further actions arising from the decision

e any actions not applied and the reasons why not.

1.2.18 Organisations should ensure they can demonstrate compliance with

principle 2, section 1 (3) of the Mental Capacity Act 2005 by monitoring

and auditing:

e person-reported outcomes, including the extent to which the person
experiences collaboration and empowerment when making important
decisions and the extent to which they experience support for their
decision-making

e practitioner-reported outcomes, including the frequency and quality of
steps they have taken to support decision-making

e process outcomes, including the frequency and quality of formal
recording of steps taken to support decision-making and the use of

overt and covert coercion during decision-making.

Decision-making and mental capacity: FINAL (October 2018) 15 of 444


https://www.legislation.gov.uk/ukpga/2005/9/section/1

1.3 Advance care planning

Advance care planning involves helping people to plan for their future care and
support needs, including medical treatment, and therefore to exercise their personal
autonomy as far as possible. This should be offered to everyone who is at risk of
losing capacity (for example through progressive illness), as well as those who have

fluctuating capacity (for example through mental illness).

Some approaches involve the production of legally binding advance decisions, which
only cover decisions to refuse medical treatment, or the appointment of an

attorney. Others, such as joint crisis planning and advance statements, which can
include any information a person considers important to their health and care, do not
have legal force, but practitioners must consider them carefully when future

decisions are being made, and need to be able to justify not adhering to them.

People can initiate advance care planning (such as advance statements)
independently, without the input of practitioners. However, in some circumstances,
professional input from a clinician with the appropriate expertise may assist a person
to consider the matters they wish to address either by way of an advance care plan,
an advance refusal of treatment and/or creation of a formal proxy decision-making

mechanism such as a Lasting Power of Attorney. Skilled practitioners need to be

able to have sensitive conversations with people in the context of a trusting and
collaborative relationship, and provide the person with clear and

accessible information to help them make these important decisions.

Helping practitioners to undertake advance care planning

1.3.1 Healthcare commissioners and providers should:

e develop standard protocols and plans for joint working and sharing of
information on advance care plans between practitioners, people and
families

e ensure that protocols and plans reflect the optional nature of advance
care planning

e commission training on advance care planning, including advance

decisions to refuse treatment and a lasting power of attorney
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e demonstrate that protocols are in place and training is available by

including advance care planning in audits.

Providing information about advance care planning

1.3.2 Offer people accessible verbal and written information about advance
care planning, including how it relates to their own circumstances and
conditions. All information sharing must fulfil the requirements of the NHS

Accessible Information Standard.

1.3.3 If a person has recently been diagnosed with a long-term or life-limiting

condition, give them information on:

¢ their condition

e the process of advance care planning

¢ how they can change their minds or amend the decisions they make
while they retain capacity to make them

¢ the impact that a subsequent loss of capacity may have on decisions
made

¢ services that will help in advance care planning.

Developing advance care plans collaboratively

1.34 All health and social care practitioners who come into contact with the
person after diagnosis should help them to make an informed choice
about participating in advance care planning. If the person wishes to

engage in advance care planning, enable them to do so.
1.3.5 Offer the person a discussion about advance care planning:

¢ at the most suitable time once they receive a diagnosis likely to make
advance care planning useful and
e at other times, allowing people to think through and address different

issues in their own time.

1.3.6 Practitioners involved in advance care planning should ensure that they

have access to information about the person’s medical condition that
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1.3.7

1.3.8

1.3.9

1.3.10

helps them to support the advance care planning process. It is the

practitioner’s responsibility to identify what information they need.

When approaching discussions about advance care planning,

practitioners should:

e be sensitive, recognising that some people may prefer not to talk about
this, or prefer not to have an advance care plan

¢ be prepared to postpone discussions until a later date, if the person
wishes

e recognise that people have different needs for knowledge, autonomy
and control

¢ talk about the purpose, advantages and challenges of this type of
planning

e consider the use of checklists to support discussions.

If the person has given consent for carers, family and friends, or
advocates to be involved in discussions about advance care planning,

practitioners should take reasonable steps to include them.

Health and social care practitioners should help everyone to take part in
advance care planning and co-produce their advance care plan if they
choose to have one (including people with fluctuating or progressive

conditions). They should:

e work with the person to identify any barriers to their involvement, and
investigate how to overcome these

¢ help them to communicate by providing communication support
appropriate to their needs (for example communication aids, advocacy
support, interpreters, specialist speech and language therapy support,

involvement of family members or friends).
During advance care planning discussions, practitioners should:

e take into account the person’s history, social circumstances, wishes

and feelings, values and beliefs (including religious, cultural and ethnic
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1.3.11

1.3.12

1.3.13

1.3.14

1.3.15

1.3.16

factors), aspirations and any other factors they may consider important

to them

¢ help the person to anticipate how their needs may change in the future.

Practitioners must ensure that all notes made on advance care planning

are contemporaneous. In addition:

e notes should be agreed with the person at the time and
e consent should be sought from the person to share the information with

other people as appropriate.

Provide the person with an accessible document that records their wishes,
beliefs and preferences in relation to advance care planning and which
they may take with them to show different services. It may include who the
person wants to have involved in decision-making or their preferences for

issues such as treatment, support or accommodation.

Practitioners should share any advance care plans in a clear and simple
format with everyone involved in the person’s care, if the person has given

consent.

Practitioners should ensure that information about a person’s advance
care plan is, with their consent, transferred between services when their

care provider changes.

Review advance care plans at reviews of treatment or support, while the

person has capacity, and amend as necessary, if the person wishes.

When people are reaching the end of life, give them the opportunity to

review or develop an advance care plan if they haven't already done so.

Joint crisis planning

1.3.17

1.3.18

Practitioners and individuals may wish to consider the use of advance

care planning in the context of joint crisis planning.

Offer joint crisis planning to anyone who has been diagnosed with a
mental disorder and has an assessed risk of relapse or deterioration, and
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anyone who is in contact with specialist mental health services. The offer
should be documented and, if the person accepts it, the plan should be

recorded.

1.4 Assessment of mental capacity

‘A person must be assumed to have capacity unless it is established that he lacks

capacity.” (Principle 1, section 1(2), Mental Capacity Act 2005)

Mental capacity within the meaning of the Mental Capacity Act 2005 involves being
able to make a particular decision at the time it needs to be made (section 2 of the
Mental Capacity Act 2005 and Chapter 4 of the Code of Practice).

Under the Mental Capacity Act 2005 capacity is decision-specific, and an individual
is assumed to have capacity unless, on the balance of probabilities, proven
otherwise. The concept of capacity under the Mental Capacity Act 2005 is relevant
to many decisions including care, support and treatment, financial matters and day-
to-day living. However, the Mental Capacity Act 2005 does not cover all decisions,

and there are some decisions that are subject to a separate capacity test.

To lack capacity within the meaning of the Mental Capacity Act 2005 a person must
be unable to make a decision because of an impairment or disturbance in the
functioning of the mind or brain. That is, the impairment or disturbance must be the
reason why the person is unable to make the decision, for the person to lack
capacity within the meaning of the Mental Capacity Act 2005. The inability to make a
decision must not be due to other factors, for example because of undue influence,
coercion or pressure, or feeling overwhelmed by the suddenness and seriousness of

a decision.

A lack of capacity cannot be established based merely by reference to the person’s
condition or behaviour. It can only be established if their condition also prevents
them from understanding or retaining information about the decision, using or
weighing it, or communicating their decision. It cannot be established

unless everything practicable has been done to support the person to have capacity,
and it should never be based on the perceived wisdom of the decision the person

wishes to make.
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Effective assessments are thorough, proportionate to the complexity, importance and
urgency of the decision, and performed in the context of a trusting and collaborative

relationship.

1.4.1 Health and social care organisations should monitor and audit the quality
of mental capacity assessments, taking into account the degree to which
they are collaborative, person centred, thorough and aligned with the
Mental Capacity Act 2005 and Code of Practice.

1.4.2 Include people’s views and experiences in data collected for monitoring

an organisation’s mental capacity assessment activity.

1.4.3 Organisations should ensure that assessors can seek advice from people
with specialist condition-specific knowledge to help them assess whether,
on the balance of probabilities, there is evidence that the person lacks
capacity — for example clinical psychologists and speech and language

therapists.

1.4.4 Organisations with responsibility for care and support plans should record
whether a person has capacity to consent to any aspect of the care and

support plan.

1.4.5 Organisations should have clear policies or guidance on how to resolve
disputes about the outcome of the capacity assessment, including how to

inform the person and others affected by the outcome of the assessment.

Conducting an assessment of mental capacity

1.4.6 Assess mental capacity in line with the process set out in section 2 and
section 3 of the Mental Capacity Act 2005.

1.4.7 While the process applies to all decisions that fall within the scope of the
Mental Capacity Act 2005, both large and small, the nature of the
assessment and the recording of it should be proportionate to the

complexity and significance of that decision.
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1.4.8 Assessors should have sufficient knowledge of the person being
assessed (except in emergencies or where services have had no previous

contact with the person) to be able to:

e recognise the best time to make the decision

e provide tailored information, including information about the
consequences of making the decision or of not making the decision

e know whether the person would be likely to attach particular importance

to any key considerations relating to the decision.

1.4.9 Practitioners should be aware that people can be distressed by having
their capacity questioned, particularly if they strongly disagree that there is

a reason to doubt their capacity.
1.4.10 In preparing for an assessment, the assessor should be clear about:

¢ the decision to be made

e if any inability to make a decision is caused by any mental impairment
of or disturbance in the functioning of the mind or brain in that person

¢ the options available to the person in relation to the decision

¢ what information (the salient factors) the person needs in order to be

able to explore their options and make a decision

e what the person needs in order to understand, retain, weigh up and use
relevant information in relation to this decision, including the use of
communication aids

¢ how to allow enough time for the assessment, giving people with
communication needs more time if needed

e how to introduce the assessment and conduct it in a way that is
respectful, collaborative, non-judgmental and preserves the person’s
dignity

e how to make reasonable adjustments including, for example, delaying
the assessment until a time when the person feels less anxious or

distressed and more able to make the decision
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1.4.11

1.4.12

1.4.13

1.4.14

1.4.15

e how to ensure that the assessment takes place at a location and in an
environment and through a means of communication with which the
person is comfortable

e how to identify the steps a person is unable to carry out even with all
practicable support

¢ whether involving people with whom the person has a trusted

relationship would help the assessment.

The assessor should take into account the person’s decision-making
history when preparing for an assessment, including the extent to which
the person felt involved and listened to, the possible outcomes of that

assessment and the nature and outcome of the decisions they reached.

Practitioners must take all reasonable steps to minimise distress and

encourage participation.

Where consent has been provided, health and social care practitioners
should identify people who could be spoken with in order to inform the
capacity assessment. For example, this may include the individual's family

or friends.

Practitioners should use accessible language or information in an

accessible format to explain to the person:

¢ that their capacity to make a particular decision is being assessed
e why their capacity is being assessed
¢ the outcome of that assessment

e what they can do if they are unhappy with the outcome.

Health and social care practitioners should take a structured, person-
centred, empowering and proportionate approach to assessing a person's
capacity to make decisions, including everyday decisions. If the
assessment concludes that a person, would, with appropriate support,
have capacity to make their own decisions the assessment should

establish which elements of the decision-making process the person
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requires assistance with, in order to identify how decision-making can be

supported.

1.4.16 Use of single tools (such as the Mini-Mental State Examination) that are
not designed to assess capacity may yield information that is relevant to
the assessment, but practitioners should be aware that these should not

be used as the basis for assessing capacity.

1.4.17 Health and social care practitioners must take a collaborative approach to
assessing capacity, where possible, working with the person to produce a
shared understanding of what may help or hinder their communication
and decision-making. This may include involving an interpreter, speech
and language therapist, someone with sensory or specialist
communication skills, clinical psychologists or other professionals to

support communication during an assessment of capacity.

1.4.18 Where the person has identified communication needs the assessor
should also think about using communication tools to help with the

assessment.

1.4.19 Practitioners should be aware that it may be more difficult to assess

capacity in people with executive dysfunction — for example people with

traumatic brain injury. Structured assessments of capacity for individuals
in this group (for example, by way of interview) may therefore need to be
supplemented by real-world observation of the person’s functioning and
decision-making ability in order to provide the assessor with a complete
picture of an individual's decision-making ability. In all cases, it is
necessary for the legal test for capacity as set out in section 2 and section
3 of the Mental Capacity Act 2005 to be applied.

1.4.20 If a person refuses to engage in some or all aspects of a capacity
assessment, the assessor should try to establish the reasons for this and
identify what can be done to help them participate fully. This may involve
consulting with others involved in their care and support, reviewing

records or giving the person a choice about who else can be involved.
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1.4.21

1.4.22

1.4.23

1.4.24

Information gathered from support workers, carers, family and friends and
advocates should be used to help create a complete picture of the

person’s capacity to make a specific decision and act on it.

When assessing capacity, practitioners must take account of the principle

enshrined in section 1(4) of the Mental Capacity Act 2005 and not assume

that the person lacks capacity because they have made a decision that

the practitioner perceives as risky or unwise.

Practitioners should understand that the person has to retain information
only for the purposes of making the specific decision in question, and for

the period of time necessary to make the decision.

Practitioners should be aware that a person may have decision-making
capacity even if they are described as lacking 'insight' into their condition.
Capacity and insight are 2 distinct concepts. If a practitioner believes a
person's insight/lack of insight is relevant to their assessment of the
person's capacity, they must clearly record what they mean by insight/lack
of insight in this context and how they believe it affects/does not affect the

person's capacity.

Recording the outcome of the assessment

1.4.25

1.4.26

1.4.27

The assessor should record any differing views on the person’s capacity
and how the outcome of the assessment addresses or answers those

differing views.

If, following the assessment of capacity, the practitioner finds no evidence

to displace the assumption of capacity, this should be documented.

If the outcome of the assessment is that the person lacks capacity, the
practitioner should clearly document the reasons for this. The
documentation should also make clear what impairment/disturbance of
the mind or brain has been identified, the reasons why the person is

unable to make a decision (with reference to section 3 of the Mental

Capacity Act 2005) and the fact that the person's inability to make a
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decision is a direct consequence of the impairment or disturbance
identified.

1.4.28 The person assessing mental capacity should record:

¢ the practicable steps they have taken to help the person make the
relevant decision for themselves and any steps taken by other parties
involved

¢ whether the person has capacity to make the decision

e if the person is assessed as lacking capacity, why the practitioner
considers this to be an incapacitous decision as opposed to an unwise

decision.

1.4.29 All assessments of mental capacity must be recorded at an appropriate
level to the complexity of the specific decision being made at a particular
time. This may be as a stand-alone assessment document, contained
within the individual's health or social care record or in care and support
plans, following local policy. The timescale for review of the assessment

should be specified and recorded.

After the assessment

1.4.30 Provide the person with emotional support and information after the
assessment, being aware that the assessment process could cause

distress and disempowerment.

1.5 Best interests decision-making

‘An act done, or decision made, under this Act for or on behalf of a person who lacks
capacity must be done, or made, in his best interests.’ (Principle 4, section 1(5)
Mental Capacity Act 2005)

When a person does not have capacity to make a decision, all actions and decisions

taken by practitioners or their attorney or Court Appointed Deputy must be done or

made in the person’s best interests. Any advance statements expressing the
individual's views about the decision in question should be taken into account and

given appropriate weight.
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When making a decision under the Mental Capacity Act 2005, a decision maker
must be identified. This could be an attorney appointed by the individual or a Court

Appointed Deputy with relevant decision making powers, or the practitioner or

team who is responsible for providing a health or social care intervention

The decision maker is responsible for determining the person’s best interests.
They must be able to demonstrate they have adhered to all the requirements of
section 4 of the Mental Capacity Act 2005 and Chapter 5 of the Code of

Practice. Wherever possible, this means helping the person who lacks capacity to be

involved in the decision-making process, consulting with their family, carers and
IMCAs (Independent Mental Capacity Advocates), and seeking or establishing the
person’s known wishes, preferences and values, placing these at the heart of the

decision-making process where possible.

Depending on the complexity, urgency and importance of the decision, and the
extent to which there is agreement or disagreement between an between an attorney
or Court Appointed Deputy and/or other people involved in the person's care, it
would be advisable to convene a meeting at which a decision regarding appropriate
next steps can be made. This may include considering possible ways of resolving

any disputes.

The Mental Capacity Act 2005 excludes some decisions from its remit, for example,
those relating to voting and family relationships. It is therefore not possible for best

interests decisions to be made in respect of the excluded issues.

Helping practitioners to deliver best interests decision-making

1.5.1 In line with the Mental Capacity Act 2005, practitioners must conduct a
capacity assessment, and a decision must be made and recorded that a
person lacks capacity to make the decision in question, before a best
interests decision can be made. Except in emergency situations this
assessment must be recorded before the best interests decision is made.

1.5.2 Ensure that everyone involved in the best interests decision-making

process knows and agrees who the decision maker is.
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1.5.3

1.5.4

1.5.5

1.5.6

As part of the best interests decision-making process, practitioners must
take all reasonable steps to help the person to provide their own views on

the decision.

Health and social care services must ensure that best interests decisions

are being made in line with the Mental Capacity Act 2005.

Health and social care services should:

e implement a service-wide process for recording best interests decisions
and ensure that staff are aware of this and

e have clear systems in place to support practitioners to identify and
locate any relevant written statement made by the person when they

had capacity, at the earliest possible time.

Health and social care services should have clear systems in place to
obtain and record the person’s wishes and feelings in relation to a
relevant decision, as well as their values and beliefs, or any other factor

that would be likely to influence such a decision. Services should:

¢ have mechanisms in place to make these available in a timely way
e ensure that the person’s personal history and personality is

represented in the above.

Involving family members or other people involved in a person's care in best

interests decision-making

1.5.7

1.5.8

Unless it would be contrary to the person's best interests to do so, health
and social care practitioners should work with carers, family and friends,
advocates, attorneys and deputies, to find out the person's values,
feelings, beliefs, wishes and preferences in relation to the specific

decision and to understand the person’s decision-making history.

In some cases, the views of the interested parties may differ from those of
the person or the decision maker. However, this does not necessarily

mean it would be contrary to the person's best interests to consult them.
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1.5.9

1.5.10

1.5.11

If a decision maker considers it helpful or necessary to convene a meeting
with the relevant consultees to assist with the decision-making process,

they should:

¢ involve the person themselves, unless a decision is made that it would
be contrary to their best interests for them to attend the meeting. Where
this is the case, this decision and the reasons for it should be recorded

e consult carers, family, friends, advocates and any attorney or deputy

about the meeting in advance, giving them time to ask questions and
give their opinions, for example about how to include the person in
decision-making

e make it clear that the purpose of the meeting is to assist the decision
maker in making a decision in the person's best interests

¢ clarify the role of each person attending the meeting, especially the
identities of the decision maker and the meeting chair, as these may be
different people

e provide all information in an accessible format.

Practitioners should access information about the person informally if

needed, as well as through any formal meetings.

The decision maker should ensure that all people consulted as part of the
best interests decision have their views encouraged, respected and
heard. This does not mean that the views of consultees should
necessarily be followed; the decision maker is ultimately responsible for

deciding what course of action would be in the person's best interests.

Undertaking best interests decision-making

1.5.12

When making a decision on behalf of the person who lacks capacity,
practitioners should use a range of approaches, as needed, to ensure that

the person’s best interests are served. This might include:

¢ aless formalised approach for day-to-day decisions — that is, recurring

decisions being recorded in support or care plans
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¢ a decision-making approach appropriate to the circumstances and
personalised to the individual, making all reasonable adjustments

o formal best interests meetings for significant decisions:

— if this is the most appropriate way to undertake the required
consultation or

— if the outcome of the decision is likely to have a serious impact on
the person’s health or wellbeing or

— if there are likely to be conflicting opinions about the person’s best
interests.

1.5.13 Carers and practitioners must, wherever possible, find out the person's
wishes and feelings in order to ensure any best interests decision made
reflects those wishes and feelings unless it is not possible/appropriate to
do so. Where the best interests decision ultimately made does not accord
with the person's wishes and feelings, the reasons for this should be
clearly documented and an explanation given. The documentation of the
assessment should also make clear what steps have been taken to
ascertain the person's wishes and feelings and where it has not been

possible to do this the reasons for this should be explained.

1.5.14 Health and social care organisations should provide toolkits to support
staff to carry out and record best interests decisions. These toolkits should

include:

e how to identify any decision-making instruments that would have an
impact on best interests decision-making occurring (for example a
Lasting Power of Attorney, advance decisions to refuse treatment, court
orders)

e when to instruct an Independent Mental Capacity Advocate

e a prompt to consult interested parties (for example families, friends and
advocates and relevant professionals) and a record of who they are

e guidance about recording the best interests process and decision. This
may include, for example, a balance sheet, which may assist in

documenting the risks and benefits of a particular decision
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e instructions on what information to record, ensuring this covers:

— a clear explanation of the decision to be made

— the steps that have been taken to help the person make the decision
themselves

— a current assessment concluding that the person lacks the capacity
to make this decision, evidencing each element of the assessment

— a clear record of the person's wishes, feelings, cultural preferences,
values and beliefs, including any advance statements

— the concrete choices that have been put to the person

— the salient details the person needs to understand

— the best interests decision made, with reasons.

1.5.15 When making best interests decisions, explore whether there are less

restrictive options that will meet the person's needs. Take into account:

¢ what the person would prefer, including their past and present wishes
and feelings, based on past conversations, actions, choices, values or
known beliefs

¢ what decision the person who lacks capacity would have made if they
were able to do so

¢ all the different options

¢ the restrictions and freedoms associated with each option (including
possible human rights infringements)

e the likely risks associated with each option (including the potential
negative effects on the person who lacks capacity to make a decision —

for example trauma or disempowerment).

1.5.16 When an Independent Mental Capacity Advocate has been instructed
they should be involved in the process until a decision has been made
and implemented fully.

1.5.17 As people’s circumstances change, review the decisions regularly to

ensure that they remain in a person’s best interests.
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1.5.18 After the outcome has been decided, the decision maker should ensure
that it is recorded and communicated to everyone involved and that there

is opportunity for all participants to offer feedback or raise objections.

1.5.19 If there is a dispute about a person’s best interests, resolve this, where
possible, before the decision is implemented — for example through further
meetings or mediation. If a dispute cannot be resolved locally, it may be
necessary for the matter to be referred to the Court of Protection for a

determination of the person’s best interests.

1.5.20 Decision makers should specify a timely review of the implementation of
the actions resulting from the best interests decision. If the review
establishes that the best interests decision was not successfully actioned,

the decision maker should take suitable steps such as:

e convening a multi-agency meeting to resolve issues leading to the best
interests decision not being successfully implemented or

e reassessing and making a new best interests decision that is more
achievable or

e taking steps to refer the decision to the Court of Protection or

e re-considering whether any further action is appropriate.
Terms used in this guideline

Advance care planning

Advance care planning with people who may lack mental capacity in the future is a
voluntary process of discussion about future care between the person and their care
providers. If the person wishes, their family and friends may be included in the
discussion. With the person’s agreement this discussion is documented, regularly

reviewed and communicated to key persons involved in their care.

Advance decisions to refuse treatment

An advance decision to refuse treatment (sometimes referred to as a living will and
sometimes abbreviated to ADRT) is a decision an individual can make when they

have capacity to refuse a specific type of treatment, to apply at some time in the
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future when they have lost capacity. It means that families and health professionals
will know the person’s decisions about refusing treatment if they are unable to make

or communicate the decisions themselves.

An advance decision must be valid and applicable before it can be legally binding.
For example, one of the conditions is that the individual is aged 18 or over at the
time the decision is made. To establish whether an advance decision to refuse

treatment is valid and applicable, practitioners must have regard to sections 24-26 of

the Mental Capacity Act 2005. If the advance decision purports to refuse life-

sustaining treatment, additional requirements apply. (See Chapter 9 of the Code of

Practice)

Capacitous

Where used in this guideline, the term 'capacitous' is used to reflect the status of
someone who has capacity to make decisions regarding their care and treatment —
that is, those matters to which the Mental Capacity Act 2005 applies. This could be
someone for whom there is no evidence to suggest the presumption of capacity
should be displaced, or someone whose capacity to make decisions regarding their
care and treatment has been formally assessed and who has been found to have

capacity to make those decisions.

Contemporaneous

This is being used to describe how, during advance care planning, the practitioner
should take notes of the discussions and decisions reached at the same time as

those discussions are taking place.

Consent

The voluntary and continuing permission of the person to receive particular treatment
or care and support, based on an adequate knowledge of the purpose, nature, likely
effects and risks including the likelihood of success, any alternatives to it and what
will happen if the treatment does not go ahead. Permission given under any unfair or
undue pressure is not consent. By definition, a person who lacks capacity to consent
cannot consent to treatment or care and support, even if they co-operate with the

treatment or actively seek it.
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Court Appointed Deputy

A person appointed by the Court of Protection who is authorised to make decisions
(relating to the person's health, welfare, property or financial affairs) on behalf of
someone who lacks mental capacity and who cannot make a decision for

themselves at the time it needs to be made.

Executive dysfunction

The completion of tasks that involve several steps or decisions normally involves the
operation of mental processes known as ‘executive functions’. If these executive
functions do not develop normally, or are damaged by brain injury or iliness, this can
cause something called ‘executive dysfunction’. This involves a range of difficulties in
everyday planning and decision-making, which can be sometimes hard to detect

using standard clinical tests and assessments.

Independent advocacy

Independent advocates can have a role in promoting social inclusion, equality and
social justice and can provide a safeguard against the abuse of vulnerable people.
Independent advocates take action to act to help people say what they want, secure
their rights, represent their interests and obtain the services they need. Together with
their provider organisations they work in partnership with the people they support

and speak out on their behalf.

Joint crisis planning

A joint crisis plan enables the person and services to learn from experience and
make plans about what to do in the event of another crisis. It is developed by
seeking agreement between the person who may lack mental capacity now or in
future and their mental health team about what to do if they become unwell in the
future. When the person lacks capacity to make decisions regarding their care and
treatment and is unlikely to gain or regain capacity, a joint crisis plan about what to
do in the event of a future crisis may be developed through a best interests decision-
making process. A joint crisis plan does not have the same legal status as an

advance decision to refuse treatment.
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Lasting power of attorney (LPA)

A legal instrument that allows a person (the ‘donor’) to appoint one or more people
(known as ‘attorneys’) to make decisions on their behalf. There are 2 types: health
and welfare, and property and financial affairs, and either one or both of these can
be made. To have legal force, LPAs must be created in accordance with section 9
and section 10 of the Mental Capacity Act 2005. The attorney must have regard to
section 4 of the Mental Capacity Act 2005, the Mental Capacity Act Code of Practice,

and must make decisions in the best interests of the person.

Mental Capacity Act 2005

The Mental Capacity Act 2005 is designed to protect and empower people who may
lack capacity to make their own decisions about their care and treatment. It is a law
that applies to people aged 16 and over in England and Wales and provides a
framework for decision-making for people unable to make some or all decisions for

themselves.

Mental Health Act 1983

The Mental Health Act 1983 provides for the detention of persons in hospital for
assessment and/or treatment of mental disorder and for treatment in the community
in some circumstances. The Act provides for the process of assessing individuals
and bringing them within the scope of the Act, for treatment of individuals subject to
the Act's provisions and sets out the rights and safeguards afforded to individuals

who are subject to the Act's powers.

Practicable steps

‘Practicable steps’ links to principle 2 of the Mental Capacity Act (and Chapter 3 of
the Code of Practice), which states that ‘all practicable steps’ should be taken to help
a person make a decision before being treated as though they are unable to make
the decision. There are obvious steps a person might take, proportionate to the
urgency, type and importance of the decision including the use of specific types of
communication equipment or types of languages such as Makaton or the use of
specialist services, such as a speech and language therapist or clinical psychologist.
Practicable steps could also involve ensuring the best environment in which people

are expected to make often life-changing decisions — for example giving them
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privacy and peace and quiet or ensuring they have a family member or other trusted

person to provide support during decision-making, if this is their wish.

Salient factors

Section 3(1) of the Mental Capacity Act 2005 makes clear that a person will be

unable to make a decision for themselves if they are unable to understand the
information relevant to the decision. Case law has confirmed that the information to
be provided to the person regarding the decision does not have to include every
single detail relating to the decision, but must include the 'salient factors'. The salient
factors are those which are most important to the decision to be made. This would
include information that is subjectively important to the person being assessed (for
example information relating to the likely level of disability a person would have if
they did/did not undergo the treatment in question) and also key pieces of
objective/factual information relevant to the decision to be made (for example the
side effects of a particular treatment, or the known complications or survival rates of
a particular surgical procedure). The seriousness of the decision, and the timeframe
within which it must be made, will impact on the nature and amount of information

that will need to be provided to the person.

For other social care terms see the Think Local, Act Personal Care and Support

Jargon Buster.

2 Research recommendations

The Guideline Committee has made the following recommendations for research.
2.1 Training and support for practitioners

Research question

What is the effectiveness and cost effectiveness of different training programmes on
the Mental Capacity Act 2005 at improving practice for practitioners involved in
supporting decision-making, conducting capacity assessments and making best

interests decisions?
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Why this is important

The guideline committee agreed that effective training and support on the Mental
Capacity Act 2005 and how to apply its principles in practice is essential for
practitioners working with people who may lack capacity to make a decision. The
evidence the committee reviewed often referred to training and support, but very few
studies looked at this area specifically. Some of the evidence suggested that
practitioners did not always understand the requirements of the Act and that their
practice did not always comply with these. Much of the evidence was of low to
moderate quality and there was no good quality evidence evaluating the

effectiveness of training and support in relation to the Act.

A better understanding of what training and support increases compliance with the
Act could improve outcomes for people who may lack capacity to make a decision.
Qualitative studies exploring the current barriers to delivering effective training and
support and the challenges that practitioners face in using this learning in practice

would help to inform measures for improvement.

Comparative studies are needed to determine the effectiveness and cost
effectiveness of different approaches for delivering training and support to
practitioners. Evaluating whether these increase compliance with the requirements of

the Act would be especially informative.

Criterion Explanation

Population Health and social care practitioners working with people who may lack
mental capacity, now or in the future, to make a specific decision.

Intervention (Training programmes explicitly designed to enable health and social care
practitioners to comply with the requirements of the Mental Capacity Act
2005 in relation to support for decision-making, the conduct of capacity
assessments and best interests processes.

Comparators |Usual care.

Outcomes Service outcomes

Competence and confidence among health and social care practitioners
to implement and uphold the principles of the Mental Capacity Act 2005.

Compliance with principles of the Mental Capacity Act 2005.

Study design |Comparative studies (ideally randomised controlled trials — RCTs) that
include a cost-effectiveness component or provide data suitable for cost-
effectiveness analysis, conducted in the UK.

Timeframe  (Studies should measure the impact of training programmes in the short
and medium term.
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2.2 Equalities considerations

Research question

Does a person’s cultural background, ethnicity or religion influence the outcome of
mental capacity assessments or best interests decisions and are these processes

acceptable to service users and health and social care practitioners?

Why this is important

We reviewed a small amount of evidence suggesting that people who do not speak
English as their first language may sometimes be disadvantaged during
assessments of mental capacity. This evidence was drawn from a survey of old age
psychiatrists in the UK. Over half of those who responded reported that interpreters
were not always involved in cases in which the person being assessed was not
fluent in English. The Guideline Committee was particularly concerned about this
finding, noting the importance of seeking assistance from interpreters, especially
when complex decisions regarding health and social care are being made. The
Committee also discussed how other issues of culture, ethnicity or religion might
influence both the outcome of an assessment of mental capacity and the outcome of

best interests decisions.

As this evidence was drawn from a single study, the Committee agreed that further
research into this area was needed. Ensuring that assessments of mental capacity to
make a decision do not discriminate against individuals for whom English is not their

first language is essential.

Qualitative studies exploring service user and health and social care practitioner
views on these issues would help to ensure that assessments of mental capacity are
not conducted in a discriminatory manner. Studies exploring the barriers and
facilitators to communicating with people for whom English is not their first language
during an assessment of mental capacity would be particularly useful, and would

help to ensure that services do not discriminate against people from minority groups.

Criterion Explanation

Population People from a minority ethnic background or whose first language is not
English and who have experience of mental capacity assessments and
best interests decisions.
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Health and social care practitioners with experience of mental capacity
assessments and best interests decisions.

Intervention  |N/A. The focus of the research should be on the views and experiences
of service users and health and social care practitioners with regards to
current practice.

Comparators |N/A. The focus of the research should be on the views and experiences
of service users and health and social care practitioners with regards to
current practice.

Outcomes Service user (and carer) experience and level of satisfaction.
Acceptability to service users and carers.
Research should also focus on:

Service user views and experiences regarding mental capacity
assessment and best interests decision processes.

Health and social care practitioner views and experiences regarding
mental capacity assessment and best interests decisions processes.

Study design |Qualitative studies exploring the views and experiences of service users
and health and social care practitioners. Studies should incorporate a
quantitative satisfaction measure.

Timeframe Research should be completed in a sufficiently short timeframe to ensure
that findings are relevant to, and illustrate, current practice.

2.3 Targeted interventions to support advance care planning

Research question

What is the effectiveness and cost-effectiveness of targeted advance care planning

interventions?

Why this is important

Evidence suggests that tailored approaches such as speech and language therapy
and psychological and psychosocial interventions can lead to improvements in a
person’s capacity to make a decision. However, the studies were limited in number
and generally of low quality. The guideline committee agreed that further research in
this area would be valuable, particularly in relation to the decision-making capacity
for treatment of people with dementia, a learning disability, an acquired brain injury
or a mental illness. Interventions should be designed to address the needs of those
cohorts, should take into account the natural course of capacity (whether stable or
fluctuating) and should be underpinned by a comprehensive understanding of the

needs associated with each condition.
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High-quality comparative studies evaluating the effectiveness of these different types
of interventions (including participant experience of the interventions) are needed to
help ensure that practitioners refer people to the most appropriate programmes. This
would empower people to make their own decisions about their treatment wherever

possible.

Criterion Explanation

Population People who may in the future lack mental capacity to make a specific
decision.

Intervention (Targeted advance care planning interventions such as people with
dementia or those experiencing executive dysfunction. These should be
underpinned by comprehensive understanding of the relevant condition.

Comparators |Usual care.

Outcomes Uptake of advance care planning.

Alignment between content of advance care plans and future health and
social decisions/treatment.

Involvement in decision-making.

Acute care usage.

Social care usage.

Service user (and carer) health-related quality of life.
Service user (and carer) social care-related quality of life.
Service user (and carer) experience and level of satisfaction.
Acceptability to service users and carers.

Service user and carer choice and control.

Service user and carer dignity and independence.
Acceptability to health and social care practitioners.
Health and social care practitioner satisfaction.

Study design |Large, well designed randomised controlled trials (including a cost-
effectiveness component or providing data suitable for cost-effectiveness
analysis) conducted in the UK evaluating targeted interventions.

Timeframe  |Studies would ideally measure outcomes in both the short and medium-
term and the long-term in order to ensure that the impact of advance care
planning on future care and support can be evaluated.

2.4 Targeted interventions to support and improve decision-

making capacity for treatment

Research question

What is the effectiveness and cost effectiveness of different targeted interventions
(speech and language therapy and psychological and psychosocial interventions) to

support and improve decision-making capacity for treatment in specific groups?
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Why this is important

Evidence suggests that tailored approaches such as speech and language therapy
and psychological and psychosocial interventions can lead to improvements in a
person’s capacity to make a decision. However, the studies were limited in number
and generally of low quality. The guideline committee agreed that further research in
this area would be valuable, particularly in relation to the decision-making capacity
for treatment of people with dementia, a learning disability, an acquired brain injury
or a mental illness. Interventions should be designed to address the needs of those
cohorts, should take into account the natural course of capacity (whether stable or
fluctuating) and should be underpinned by a comprehensive understanding of the

needs associated with each condition.

High-quality comparative studies evaluating the effectiveness of these different types
of interventions (including participant experience of the interventions) are needed to
help ensure that practitioners refer people to the most appropriate programmes. This
would empower people to make their own decisions about their treatment wherever

possible.

Criterion Explanation

Population People who may lack mental capacity to make a specific decision.

Intervention (Targeted interventions to support and improve treatment decision-making
among people who may lack capacity to make a specific decision (on the
presumption of capacity), such as people with dementia, a learning
disability, a head injury or a mental iliness. These should be underpinned
by comprehensive understanding of the relevant condition.

Comparators |Usual care.

Outcomes Capacity to make specific treatment decisions.
Involvement in decision-making.

Alignment of health and social care support to service user wishes and
decisions.

Service user (and carer) health-related quality of life.
Service user (and carer) social care-related quality of life.
Service user (and carer) experience and level of satisfaction.
Acceptability to service users and carers.

Service user and carer choice and control.

Service user and carer dignity and independence.
Acceptability to health and social care practitioners.

Health and social care practitioner satisfaction.
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Study design |[Large, well designed randomised controlled trials (including a cost-
effectiveness component or providing data suitable for cost-effectiveness
analysis) conducted in the UK evaluating targeted interventions.

Timeframe Studies would ideally measure outcomes in the short and medium term.

2.5 Advocacy and support for decision-making

Research question

What is the effectiveness, cost effectiveness and acceptability of advocacy as a

means of supporting people to make decisions?

Why this is important

The evidence reviewed did not include any studies that evaluated the effectiveness
or acceptability of advocacy as a means of supporting people to make decisions.
However, the guideline committee thought that this was an area in which emerging
practice shows promise. Expert witness testimony highlighting the Swedish ‘Personal
Ombudsman’ peer support scheme also suggested that further research into the use
of advocacy as a means of supporting decision-making might be useful. Although
provision for advocacy already exists for people assessed as lacking capacity to
make a decision (through an Independent Mental Capacity Advocate), this type of
support could also benefit people who, although retaining capacity, may need

support to make a decision.

High-quality mixed methods studies with a controlled effectiveness component
(preferably randomised) are needed to evaluate the effectiveness and cost
effectiveness of advocacy as a tool to support the decision-making of people who
may need support to make a decision. The effectiveness component will ideally
include 3 arms: usual care, usual care plus advocacy and usual care plus support
with enhanced advocacy. Studies should also include a qualitative component that
explores whether advocacy as a means of support to make decisions is acceptable

to people using services and valued by practitioners.

Criterion Explanation

Population People who may lack mental capacity to make a specific decision.
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Health and social care practitioners working with people who may lack
mental capacity to make a specific decision.

Intervention |[Advocacy as a means of support for decision-making (on the presumption

of capacity).

Comparators |Usual care.

Outcomes Involvement in decision-making.
Alignment of health and social care support to service user wishes and
decisions.

Service user (and carer) health-related quality of life.
Service user (and carer) social care-related quality of life.
Service user and carer-related experience.

Acceptability to service users and carers.

Service user and carer satisfaction.

Service user and carer choice and control.

Service user and carer dignity and independence.
Acceptability to health and social care practitioners.
Health and social care practitioner satisfaction.

Study design |Comparative studies (ideally randomised controlled trials) that include a
cost-effectiveness component or provide data suitable for cost-
effectiveness analysis, conducted in the UK.

Qualitative studies exploring the views and experiences of service users
and health and social care practitioners.

Timeframe Quantitative studies would require sufficient time to capture impacts on
outcomes related to service user wellbeing.

Qualitative research should be completed in a sufficiently short timeframe
to ensure that findings are relevant to and illustrate current practice.

2.6 Using mental capacity assessment tools to assess

capacity
Research question

What is the accuracy and/or effectiveness, cost effectiveness and acceptability
of mental capacity assessment tools that are compliant with the Mental
Capacity Act 20057

Why this is important
There is a lack of evidence from the UK on the effectiveness and acceptability of

approaches to capacity assessment that are in line with the meaning of mental
capacity as outlined in the Mental Capacity Act 2005. Although the guideline
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committee reviewed some evidence evaluating the accuracy of specific tools, these

are not necessarily compatible with the definition of mental capacity.

There is a need for high-quality mixed methods studies that evaluate the accuracy or
effectiveness of mental capacity assessment tools that are compliant with the Act.
The controlled effectiveness component will ideally include 3 arms: usual care, usual
care plus mental capacity assessment tools and usual care plus support with
enhanced assessment tools. Studies should also include a qualitative component
that explores whether such tools and approaches are acceptable to people using

services and valued by practitioners.

Criterion Explanation

Population People who may lack mental capacity to make a specific decision.

Health and social care practitioners working with people who may lack
mental capacity to make a specific decision.

Intervention [Tools, aids and approaches designed to support the assessment of
mental capacity to make a decision. These should comply with the
requirements of the Mental Capacity Act 2005.

Comparators |Usual care.

Outcomes Compliance with principles of the Mental Capacity Act 2005.
Accuracy of mental capacity assessments.

Cost of mental capacity assessments.

Time taken to conduct mental capacity assessments.
Acceptability to service users and carers.

Acceptability to health and social care practitioners.

Service user and carer-related experience and satisfaction.
Service user and carer dignity and independence.

Health and social care practitioner experience and satisfaction.

Study design |Diagnostic accuracy studies or comparative studies of a robust design
(such as randomised controlled trials) that evaluate tools or approaches
to assessment of mental capacity that are clearly aligned with the
principles of the Mental Capacity Act 2005.

Timeframe  |Studies should measure the impact of specific tools and approaches in
the short and medium term.

2.7 Components of a mental capacity assessment

Research question

What are the components of an effective assessment of mental capacity to make a

decision (for example checklists, memory aids or standardised documentation)?
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Why this is important

Although the Mental Capacity Act Code of Practice provides some fundamental
guidance on conducting and recording capacity assessments there is a lack of clarity
about the way in which practitioners actually conduct assessments of capacity to
make a decision and how the process and outcomes of these assessments are
being recorded. The guideline committee reviewed the small amount of available
evidence suggesting that practice may be improved through the use of standardised
forms. However, these studies tended to be poorly designed — for example, relying

on audit data.

There is a need for high-quality research that explores in detail how to conduct an
effective capacity assessment. This could include studies comparing one-off capacity
assessments with multiple assessments, and comparative studies evaluating

whether certain approaches or tools are appropriate.

Criterion Explanation

Population People who may lack mental capacity to make a specific decision.

Health and social care practitioners working with people who may lack
mental capacity to make a specific decision.

Intervention ([Tools, aids and approaches designed to support the assessment of
mental capacity to make a decision. These should comply with the
requirements of the Mental Capacity Act 2005.

Comparators |Current standard practice.

Outcomes Compliance with principles of the Mental Capacity Act 2005.
Accuracy of mental capacity assessments.

Cost of mental capacity assessments.

Time taken to conduct mental capacity assessments.
Acceptability to service users and carers.

Acceptability to health and social care practitioners.

Service user and carer-related experience and satisfaction.
Service user and carer dignity and independence.

Health and social care practitioner experience and satisfaction.

Study design |Comparative studies (ideally randomised controlled trials) that include a
cost-effectiveness component or provide data suitable for cost-
effectiveness analysis, conducted in the UK.

Timeframe  |Studies should measure the impact of specific assessment approaches in
both the short and medium term.
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2.8 Best interests decision-making processes

Research question

What is the effectiveness and cost-effectiveness of using a checklist to support the

best interests decision-making process?

Why this is important

We reviewed evidence that suggested that the use of checklists could improve
practice in relation to the best interests decision-making process, particularly with
regard to the recording of this process and the outcomes of the best interests
decision itself. However, the evidence on this was sparse and was generally of a low
methodological quality (for example, audit data). Although some members of the
Guideline Committee noted that checklists had been established as an effective
means of improving practice in a range of practice fields, there were others who

were concerned that checklists often resulted in a ‘tick box’ approach to practice.

Comparative studies evaluating the effectiveness of a standardised approach or
checklist based on the principles of the Mental Capacity Act would enable decisions
to be made regarding the introduction of these at an organisational level. These
studies should ideally be complemented with qualitative studies that explore how
they fit into daily practice and whether they can be used as they were originally

designed.

Criterion Explanation

Population Health and social care practitioners working with people who may lack
capacity to make a specific decision.

Intervention |Checklists designed to support the best interests decision-making
process.

Comparators |Current standard practice.

Outcomes Compliance with principles of the Mental Capacity Act 2005.
Cost of best interests processes.

Time taken to conduct best interests processes.

Acceptability to service users and carers.

Acceptability to health and social care practitioners

Service user and carer-related experience and satisfaction.
Service user and carer dignity and independence.

Health and social care practitioner experience and satisfaction.
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Study design |Comparative studies (ideally randomised controlled trials) that include a
cost-effectiveness component or provide data suitable for cost-
effectiveness analysis, conducted in the UK.

Timeframe Studies should measure the impact of tools to support the best interests
process in both the short and medium term.

3 Evidence review and recommendations

We used the methods and processes in Developing NICE guidelines: the manual

(2014). For more information on how this guideline was developed, including where
non-standard methods were used or there were deviations from the manual as

agreed with NICE, see Appendix A.
The target group for this guideline was defined as all people aged 16 years and over:

e who may lack mental capacity (now or in the future) and need support from health
or social care practitioners to make their own decisions

e whose capacity to make specific decisions about aspects of their care may need
to be assessed

e when specific best interests decisions are being made on their behalf if they are

assessed as lacking capacity.

In identifying the population for the review work, it was crucial to note that lack of
mental capacity can fluctuate, as described in the Mental Capacity Act Code of
Practice. The Code of Practice also provides examples of an impairment or
disturbance in the functioning of the mind or brain, which helped to focus the

screening of the literature. Examples include:

conditions associated with some forms of mental illness

e dementia

e significant learning disabilities

e the long-term effects of brain damage

e physical or medical conditions that cause confusion, drowsiness or loss of
consciousness

e delirium

e concussion following a head injury
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e the symptoms of alcohol or drug use.

Any difficulties in identifying the population during the review process were overcome
through close working with the Guideline Committee and examination of the

descriptions in the full text of the study.

How the literature was searched

A combined search strategy was developed on the basis of the four review areas of
planning in advance, supporting decision-making, assessment of mental capacity,
and best interests decision-making. The terms used were selected with input from
the scoping group and GC and included terms to cover concepts such as
safeguarding. The search was restricted to material published since 2005. Searching

took place between September and October 2016.

An additional search on planning in advance was undertaken in May 2017. The
Guideline Committee highlighted additional papers and types of advance planning
that had not emerged in the main search. These included areas such as joint crisis
planning and ‘do not resuscitate’ (DNR) orders. A broader search on advance
planning was conducted and filters were applied where appropriate to capture

systematic reviews, clinical trials, economic evaluations and carer and user views.
See Appendix A for full details of the search including the rationale for the date limit.

How studies were selected

The results of the searches were screened on title and abstract and then full text
using criteria based on the guideline scope and protocol. The included studies were
critically appraised using tools highlighted in the manual and the results tabulated
(see Appendix B for tables). We amended some of these checklists (in accordance
with NICE methods) to enable the critical appraisal of studies not commonly included
in the evidence reviews underpinning NICE guidelines (e.g. audits) and study
designs not commonly used in social care research such as diagnostic accuracy
studies. For more information on how this guideline was developed, including search

strategies and review protocols, see Appendix A.

We presented the ‘best available’ evidence, which had implications for the final

selection of evidence, for instance in terms of the country in which the study was
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conducted. The review protocols in Appendix A describe the flexibility we had to look
for evidence from comparable international countries, but to prioritise UK evidence
over non-UK evidence. This is in line with NICE methods and any flexibilities have
been applied systematically. For qualitative data, for all questions, studies were
limited to the UK only. This means we focused fully on the experience and views of
the people who are the target population of this guideline. For quantitative data, non-
UK studies (as defined in the protocol) could be used, based on the assumption that
the findings of average effects of specified interventions are likely to be generalisable
from countries similar to the UK. However given the volume of evidence, non-UK
studies were used only where the UK evidence base was assessed as being not
sufficient. The approach to quantitative data taken for each of the review questions is

described in sections 3.1-3.5.

In terms of the quality of evidence, studies were rated for internal validity (how
convincing the findings of the study are in relation to its methodology and conduct)
and external validity (how well the study relates to the review question, particularly its
applicability in terms of setting and population) using ++/+/- (meaning good,
moderate and low). The internal quality rating is given in the evidence statements
with both the internal and external rating reported in the narrative summaries and in

the evidence tables in Appendix B.

The critical appraisal of each study takes into account methodological factors to

assess internal validity such as:

« whether the method used is suitable to the aims of the study

« whether random allocation (if used), including blinding, was carried out
competently

e sample size and method of recruitment

e |oss to follow-up

e transparency of reporting and limitations that are acknowledged by the research

team.

Critical appraisal also assesses the external validity of each study, judging the extent
to which samples are relevant to the population we are interested in and whether the

research question matches the guideline review questions.
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Evidence rated as of only moderate or low quality was included in evidence
statements, and taken into account in recommendations, where the Guideline
Committee independently and by consensus supported its conclusions and thought a

recommendation was needed.

A further table reports the details (such as aims, samples) and findings. For full
critical appraisal and findings tables, arranged alphabetically by author(s), see

Appendix B.

3.1 Planning in advance, including for people who experience

fluctuating capacity

Introduction to the review question

The purpose of the first review question was to examine evidence on advance
planning for people who may lack capacity, including for people who experience
fluctuating capacity. Part ‘a’ of the question sought to identify data about the
effectiveness and cost-effectiveness of tools and approaches for supporting advance
planning for decision-making. Part ‘b’ sought evidence about views and experiences
relating to different approaches to advance planning for people who may lack
capacity. This included the views of practitioners and those of people who may lack
capacity, their families and carers. In particular, question 1b aimed to identify what
works and what does not work well and whether people feel advance planning for

this population is holistic and person-centred.

Review questions

1a) What interventions, tools and approaches are effective and cost-effective in
supporting advance planning for decision-making for people who may lack mental
capacity?

1b) What are the views and experiences of people who may lack mental capacity,
their families and carers and others interested in their welfare, on the acceptability of
interventions, tools and approaches to support planning in advance for decision-

making?

Summary of the review protocol

The protocol sought to identify studies that would:
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¢ identify the interventions, tools and approaches that are effective and cost-
effective in supporting advance planning for people who need support from health
or social care practitioners to make their own decisions

e identify interventions, tools and approaches designed to support advance planning
for people who may lack capacity in the future, or experience fluctuating capacity

e describe practitioners’ views about advance planning for those who may lack the
capacity to make decisions, including what works and what does not work well

e consider specifically whether people who may lack mental capacity, their families
and carers think that interventions and tools aimed at supporting future planning
are holistic and person-centred

e explore whether interventions, tools and approaches to forward planning
acknowledge the fluctuating nature of capacity and support people to make
decisions

e consider specifically whether interventions, tools and approaches supporting
planning are coordinated across social care, health and other services

¢ consider whether interventions, tools and approaches to supporting advance

planning involve carers and other interested parties.

Population

All people aged 16 years or over who may lack mental capacity and need support
from health or social care practitioners to make their own decisions. This group is
diverse and according to the Mental Capacity Act Code of Practice may include
people suffering from dementia, mental iliness, learning disability, brain damage or

other conditions that may cause confusion, drowsiness or a loss of consciousness.

Intervention

Review and identification of the needs of adults who may lack mental capacity
relating to future decisions about care and support. Supporting people to make
decisions in advance, so that their wishes are known should they be assessed as
lacking capacity to make those decisions in the future.

Setting

People’s own homes, family homes, extra care settings, supported housing, shared

lives schemes, care homes, inpatient healthcare settings, inpatient mental
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healthcare settings, outpatient and day hospitals, hospices and palliative care
settings, educational settings, prisons and other criminal justice settings and family

courts.

Outcomes

Person-focused outcomes (empowered and enabled to make decisions about their
care and support, afforded access to their human rights and dignity and helped to

maintain independence and social inclusion).

Service outcomes (competence and confidence among practitioners to implement
and uphold the principles of the Mental Capacity Act, supporting decision-making
and conducting best interests decision-making, transparency and quality of

recording, efficient and effective use of resources). See 1.6 in the scope.

Study design

The study designs which were prioritised for the effectiveness and cost-effectiveness
question included: systematic reviews of studies of interventions, tools and
approaches related to this topic; randomised controlled trials of interventions, tools
and approaches related to this topic; economic evaluations; cohort studies, case

control and before and after studies and mixed methods studies.

The study designs which were prioritised for the views and experiences questions
included: systematic reviews of qualitative studies on this topic; qualitative studies of
user and carer views of social and integrated care; qualitative components of
effectiveness and mixed methods studies and observational and cross-sectional

survey studies of user experience.

How the literature was searched

A combined search strategy was developed on the basis of the four review areas of
planning in advance, supporting decision-making, assessment of mental capacity,
and best interests decision-making. The terms used were selected with input from
the scoping group and GC and included terms to cover concepts such as
safeguarding. The search was restricted to material published since 2005. Searching

took place between September and October 2016.
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An additional search on this question was undertaken in May 2017. Since they were
conducted as separate reviews the results of the additional search are presented

separately from the results of the original search and appear in section 3.4.
See Appendix A for full details of the search including the rationale for the date limit.

How studies were selected

Search outputs (title and abstract only) were stored in EPPI Reviewer 4, a software
program developed for systematic review of large search outputs. Coding tools were
applied and all papers were screened on title and abstract. Formal exclusion criteria

were developed and applied to each item in the search output, as follows:

e language (must be in English)

e population (must be over 16 years of age who may lack mental capacity,
accessing health or social care services, their families or carers)

e intervention (all aspects of assessment, supported decision-making, future
planning and best interests decision-making for adults who may lack mental
capacity)

e setting (service user's own home, family homes, extra care settings, supported
housing, shared lives schemes, care homes, inpatient healthcare settings,
inpatient mental healthcare settings, outpatient and day hospitals, hospices and
palliative care settings, educational settings, prisons and other criminal justice
settings and family courts)

e country (for qualitative data, must be UK, for quantitative, UK studies are
prioritised but non UK would be considered)

e date (must not be published before 2005)

e type of evidence (must be research).

Title and abstract of all research outputs were screened against these exclusion
criteria. Those included at this stage were marked for relevance to either ‘a’ or ‘b’ of
this review question — or flagged as being relevant to 1 of the other review areas —

and retrieved as full texts.

Full texts were again reviewed for relevance and research design. A list of studies
excluded on full text can be found in Appendix A, organised by exclusion criteria.
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If still included, critical appraisal (against NICE recommended tools) and data
extraction (against a coding set developed to reflect the review questions) was
carried out. The coding was all conducted within EPPI Reviewer 4, and formed the
basis of the analysis and evidence tables. All processes were quality assured by

double coding of queries, and a random sample of 10%.
See Appendix B for full critical appraisal and findings tables.

Overview of evidence

From the original single search — covering all review areas — our initial screen (on
title and abstract) identified 80 studies which appeared relevant to review question 1.
We retrieved and then reviewed full texts and included a total of 14 papers: 5
effectiveness studies and 9 views and experiences studies. The quality of the studies
was moderate to good and the systematic review of economic evaluation was judged
to be moderate quality. As with all the review areas, only UK qualitative evidence
was included. Since no UK based quantitative studies were found, we included 5

non-UK quantitative studies (including 3 RCTs) to supplement the evidence base.

Narrative summary of the evidence

In this section, a narrative summary of each included study is provided, followed by a
synthesis of the evidence, according to the key outcomes, themes or sub-groups in
the form of evidence statements. The approach to synthesising evidence was

informed by the PICO within the review protocol.

Studies reporting effectiveness data (n = 4)

Note that due to the heterogeneity of the evidence (the studies delivered different
interventions to differing populations for differing lengths of time and used different
outcome measures), data from each effectiveness study are presented separately,

rather than combining them into a single meta-analysis.

1. Bravo G, Trottier L, Arcand M et al. (2016) Promoting advance care planning
among community-based older adults: a randomized controlled trial. Patient
Education and Counselling 99: 1785-95

Methods: Quantitative
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Data: Effectiveness
Country: Canada

Outline

This moderate quality (+) randomised controlled trial (RCT) compared the impact of
a multimodal advance planning intervention to a control intervention. The
intervention was given to 118 older adults and their proxies, while 117 received the
control. The study had moderate relevance (+) to the current topic area. The study
was conducted in Canada, using older adults (mean age 77.6 years) from the
community and their designated health proxies (mean age 70.5 years). Participants
were of varying health, but with no single specified health problem. Those
randomised to receive the multimodal advance planning intervention received 3

monthly sessions:

e session 1: a senior social worker visited their home to explain about decision-
making and its difficulties

e session 2: a group session was held where they were taught to use a booklet
developed to record preferences

e session 3: the senior social worker assisted them to complete the booklet.

The aim was to show them how difficult decision-making could be and start the
process of clarifying and communicating preferences through completing the booklet.
By contrast, the control group received 3 monthly sessions of a health intervention
programme aimed to promote a healthy lifestyle. The main outcomes variable was
the extent to which the older person’s preferences were in agreement with the
estimation of their preferences by their proxy when presented a series of vignettes
about health decisions. Participants were also asked about their health and their
feelings about health planning and the future. Outcomes were measured before the

intervention, immediately after and again 6 months later.

Findings

At baseline, participants in the 2 groups were similar on all domains. Half rated
themselves as being in good health, even though many of these had 1 or more
illness. On the whole, proxies tended to predict a higher desire for treatment than

subjects themselves did. Initially a third had previously documented their treatment
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preferences, and 46% had discussed them in some way with their proxy. After 3
sessions, 80% of those in the intervention group had completed one (that is, the
booklet).

Overall this study found there were no significant improvements in the proxy’s ability
to predict the older adult’s wishes in the intervention group compared to the control
group. The intervention group showed significantly improved agreement compared to
baseline on (1) incurable brain cancer specifically and (2) in combined health states
overall. However, these domains also equally and significantly improved among
controls, suggesting the intervention was not behind this effect. These unilateral
improvements may instead have been a result of them all completing the outcome

measure.

While not effective, the intervention was highly acceptable. Participants in the
experimental group said they were highly satisfied with the intervention. They
reported very few adverse side-effects, with just 1 older adult and 2 proxies reporting
some upset/anxiety discussing the prospect of having to make difficult decisions for

their loved one.

2. Elbogen E, Swanson J, Appelbaum P et al. (2007) Competence to complete
psychiatric advance directives: effects of facilitated decision making. Law and
Human Behavior 31: 275-89

Methods: Quantitative
Data: Effectiveness
Country: USA

Outline
This moderate quality (+) randomised controlled trial (RCT) was concerned with

Psychiatric Advanced Directives (PADs), and compared the effects of a

training/support intervention to those of a ‘treatment as usual’ control condition. The
intervention was delivered to 213 service users with a mental illness, compared to
206 in the comparison group. This study was assessed as highly relevant (++) our
topic area. The study was conducted in the USA, with participants from 2 community

mental health programmes that were being treated for some form of psychosis.
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Those randomised to receive the intervention were offered to meet with a trained
facilitator to create a PAD. The session was structured but flexible, giving general
orientation as well as direct assistance. By contrast, the control group received
written materials, the standard leaflets and information/support usually available (a
description of PADs, copies of the standard forms in North Carolina, and contact
details for the region’s free helpline). The goal was to improve performance on PAD
competence, measured using the Decisional Competence Assessment Tool for
PADs (DCAT-PAD), completed at baseline and then and a month later. This tool
assesses 2 competencies — ‘competence to write a PAD’ and ‘competence to make
treatment decisions’. Each competency had an ‘understanding’ domain (for example,
understand the pros and cons of hospital treatment) and a ‘reasoning’ domain (for

example, reasoning about how hospital treatment would affect their lives).

Findings
At baseline it was found that a higher DCAT-PAD score was associated with higher

1Q, better verbal memory, better abstract thinking and less psychiatric symptoms.

In the area of ‘competence to write a PAD’ the intervention group did not show
improvement in the domain of ‘understanding’, but showed significant improvement
in the domain of ‘reasoning’ compared to controls. In a multivariate analysis the
participants in the intervention group that had below average 1Q scores were the
ones that showed improvement in reasoning compared to comparable controls, while

participants with a higher |Q did not.

Similarly, in the area of ‘competence to make treatment decisions’ those in the
intervention group showed no significant improvement within the ‘understanding’
domain compared to controls, but did show significant comparative improvements in
the ‘reasoning’ domain. Again, the authors broke this down and found that those with
lower 1Q had far higher improvement in reasoning compared to controls, while those

with an 1Q over 100 again had a non-significant difference in improvement.

The authors concluded that the intervention group were more competent to complete
a PAD at 1-month follow-up, at least in the domain of ‘reasoning’, but specifically

among people whose pre-morbid IQ was estimated below the median score of 100.
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They concluded that the intervention led to an increased chance of these patients

producing a valid as well as complete advance directive.

3. Pearlman R, Starks H, Cain K et al. (2005) Improvements in advance care
planning in the Veterans Affairs System: results of a multifaceted intervention.
Archives of Internal Medicine 165: 667-74

Methods: Quantitative
Data: Effectiveness
Country: USA

Outline

This randomised controlled trial (RCT) was of moderate quality (+) and investigated
the impact of an educational and motivational advanced care planning intervention
for older veterans compared to the hospital’s usual 8-page advance directives
packet. The intervention was delivered to 119 participants, compared to a 129 in the
control group. This study was assessed as moderately relevant (+) to our topic area,
mostly limited by being a US study of veterans only. Participants were outpatients
from 23 health providers. They were 55 years of age or older with chronic conditions
although at the time of the study they did not have severe cognitive impairment and
were able to participate in advance care planning.. Those randomised to receive the
intervention were given a workbook called '"Your Life, Your Choices', and received
prompts to complete it, as well as a 30-minute session with a social worker to review
their progress, and prompts for their care providers to discuss the preferences with
them. By contrast, the control group were posted the hospital’s standard 8-page
advance directives packet — including a living will and forms for durable power of
attorney for healthcare. The goal of the intervention was to improve rates of
completion for advanced care plans, as well as improve awareness and
concordance of these preferences between patient and their care provider, and their
proxy decision-maker. Patients completed a questionnaire to assess their values,
personal beliefs and preferences for treatment, and then family member proxies and
care providers were asked about their ‘perceptions of the person’s preferences to

assess concordance. Patients were also assessed on quality of life, physical health

Decision-making and mental capacity: FINAL (October 2018) 58 of 444



and mental health. Also monitored were reports of discussions with their service, and

number of living wills filed in medical records. Results are reported narratively.

Findings
At follow-up the participants that had received the intervention were more likely to
have had a discussion about advance care plans with their care providers. They

were also more likely to have an advance care plan filed in their medical record.

Compared to controls, the intervention led to greater concordance between patients
and their professional care providers in some domains of the patients’ preferences.
Specifically, there was slightly higher agreement found for perceptions of ‘treatment
preference’ in some scenarios, and also on perceptions of ‘values’ and ‘personal
beliefs’. However, professionals were still quite likely to over- or under-treat in

several scenarios.

For patients and their proxies, a comparative improvement in concordance was
found in the area of ‘personal beliefs’ however, the intervention did not improve

patient-proxy agreement in relation to treatment preference or values.

4. Seal M (2007) Patient advocacy and advance care planning in the acute

hospital setting. Australian Journal of Advanced Nursing 24: 29-36
Methods: Quantitative

Data: Effectiveness
Country: Australia

Outline

This mixed methods study was deemed to be of moderate quality for its qualitative
component (+), but poor for its quantitative component (-). Overall it was moderately
relevant to the current topic area (+).The study was a prospective, quasi-
experimental (non-randomised) cluster controlled trial, backed by semi-structured
focus groups. A ‘patient advocacy’ intervention was rolled out on 4 wards at a
hospital, aiming to promote advanced care planning, improve the systems in place,
and improve the nurses’ skills. Nurses on these wards completed a questionnaire

before the implementation and again 6 months later. The results were compared to
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those of nurses on 4 other wards that hadn’t yet received the intervention.
Additionally, semi-structured focus groups were conducted with 18 nurses from both
the intervention and control wards beforehand, and with 3 nurses from the

intervention ward at follow-up.

A 5-point Likert scale was administered to quantitatively assess nurses’ feelings

towards 2 service user-related areas and 1 service outcome:

o fostered patient advocacy — how much they felt the environment encouraged
patient advocacy

e quality end-of-life assurance — meaning how much they felt patients were getting a
‘good death’

e the nurses’ own ‘associated job satisfaction’.

Findings
The response rate averaged at 55% for the nurses working in the wards. Across all
times and conditions 77—87% of nurses agreed that ‘prolonging the dying process

with inappropriate measures is nursing’s most disturbing ethical issue’.

Also, 98-100% of nurses across times and conditions stated that ‘respect for patient
self-determination at end-of-life was important’ and 94-96% said that delivering

quality end-of-life care would give job satisfaction.

The intervention appeared to lead to some significant improvements on all three

outcomes:

e fostered patient advocacy: on the question ‘In my work environment | am
encouraged to ensure patients understand and can make informed choices about
their end of life treatment’, 84% of nurses agreed compared to 49% at baseline,
and compared to 42-55% at follow-up in controls

e quality end-of-life assurance: for the question ‘In practice | am able to uphold the
end of life wishes of patients’, 73% of nurses agreed compared to 54% at
baseline, and compared to 54% at follow-up in controls

e associated job satisfaction: for the question ‘I experience job satisfaction because

in practice | can deliver appropriate end-of-life care’, 67% of nurses agreed
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compared to 47-53% at baseline, and compared to 47-53% at follow-up in

controls.

Many nurses (30—-49%) initially agreed that they ‘felt powerless to advocate for their
patients with respect to the appropriateness of their end-of-life care’, and this

reduced to 19% post-intervention for those that received it.

In pre-interviews, nurses stated they currently had no formal pathway for patient
advocacy. They were concerned that patients suffered as a result of treatment aimed
at restoring health when death was imminent. They also expressed concern about
when doctors offered ‘domineering’ family members decision-making powers
regarding resuscitation. Finally, they mentioned that patients were willing to talk
about dying when it’s brought up, but terminology often made it hard — as did the

insistence that curing alone is the goal.

In post-interviews, nurses stated that previously they had felt uncertain about
whether initiating end-of-life care discussions was their place. After implementation
they felt the culture had changed and patients were appreciative, as it was
something they had already thought about. Finding shared terminology made the
process clearer. Some had noticed respectful patient care had increased — however
they noted an important point: that when it came down to it, doctors did still

sometimes completely overlook the patient’s preferences that had been established.

Studies reporting views and experiences data for people who may lack mental

capacity, their families and carers, n = 8

5. Ashton S, Roe B, Jack B et al. (2014) End of life care: the experiences of
advance care planning amongst family caregivers of people with advanced

dementia — a qualitative study. Dementia 15: 958-75

Methods: Qualitative
Data: Views and experiences

Country: UK
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Outline

This qualitative study was of good methodological quality and relevance to the
review question. It aimed to explore the experiences of advance care planning
among family caregivers of people with advanced dementia. Qualitative data were
collected using semi-structured interviews with family carers (n = 12) in a specialist
dementia unit within a nursing home. Participants were recruited via purposive

sampling.

Findings

Content analysis of interview data suggests that family carers of people with
advanced dementia found advance care planning relevant and welcomed the
opportunity to be involved in end-of-life care decisions and discuss the issues of
advance care planning openly and honestly with the care staff, though they found it
could be an uncomfortable experience. Family carers reported that advance care
planning discussion allowed them to confront important and inevitable decisions that
had to be made as their loved one’s condition deteriorated. ‘Dying with dignity’, the
need to ensure the personal history and personality of the person to be kept to the
end were reported to be important in advance care planning discussion, also the
issues of complex nursing and medical interventions to relieve suffering or prevent
undue distress in the dying person. Family caregivers would need encouragement to
ask the right questions during advance care planning to discuss the appropriateness

of nursing and medical interventions at the end of life.

6. Bisson J, Hampton V, Rosser A, et al. (2009) Developing a care pathway for
advance decisions and powers of attorney: qualitative study. British Journal of
Psychiatry 194: 55-61

Methods: Qualitative

Data: Views and experiences
Country: UK

Outline
This moderate quality (+) qualitative study describes the development of a care
pathway for advance decisions. In developing the model for the pathway the study

conducted qualitative interviews with 13 practitioners, service users, law practitioners
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and ethical experts. Only the first part of the study is relevant to the views and
experiences question. Despite this, the study had good relevance (++) to the topic
area. The study was conducted in the UK and aimed to gather opinions on the use of
advance directives with individuals with Huntington’s disease. The study used
interviews to gather data on when lasting power of attorney should be discussed with
the individual and which practitioner was responsible for initiating the lasting power
of attorney process and assessing capacity (this study may be relevant to later

review questions).

Findings
The findings from the qualitative phase of the study are grouped into 5 themes
related to when lasting power of attorney should be discussed, by whom and where.

Only findings related to advance decision-making are presented below.
Information and method of delivery

Services users expressed confusion about the nature of advance decision making
and powers of attorney: people said that they wanted clear information in either
verbal or written format. Interviewees considered information on Huntington’s
disease to be important, particularly about treatment options and the location of
specialist facilities to help with planning. Informants said that a leaflet and a verbal
explanation would be useful: ‘The Huntington’s Disease Association leaflet was
actually the best one of all. It gave a lot of information but it’s not too in-depth either’

(service user p60).
Location and individuals

Some interviewees preferred to discuss their conditions at home and others
preferred a clinical setting. A good relationship with the practitioner and good
communication were important: ‘I think it would be comfortable if it was made less
like a hospital appointment. It's not a hospital appointment. It is something very
important to us’ (carer p60); ‘It helped that we know him. | wouldn’t have wanted

someone | didn’t know. It made it easier. We have a rapport with him’ (carer p60).

Timing and duration of the process
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Practitioners were reluctant to introduce the idea of discussing advance planning
because of a concern about causing distress. Service users were much more
positive about talking about advance planning early, because of increased
autonomy. The duration of the process, it was felt, should be flexible., allowing
several sessions to decide and also a 2-week ‘cooling off period’: ‘In order for the
individual to have the most control, the discussion should take place earlier. The
earlier the better really’ (practitioner p60); ‘I think if | had symptoms, then I'd be

panicking to rush this thing through’ (service user p60).
Form of documentation

Interviewees recommended simple decision forms to record advance planning,
including personal statements and wishes. Informants reported that the topics that
the form should detail were: ‘life saving treatments, percutaneous endoscopic
gastrostomy feeding, location of future care, capacity assessment, witness details
and a distribution list’ (p56).

Another important elements was: ‘A summary sheet for patient files, and checklists
for education, completion and review were considered important’ (p56). ‘| would say
it should be a standardised document and additional information could be filled in by

speaking to the person. I'd say that was the easiest way to do it’ (practitioner p60).

7. Manthorpe J, Samsi K, Rapaport J (2014) Dementia nurses’ experience of
the Mental Capacity Act 2005: a follow-up study. Dementia 13: 131-43

Methods: Qualitative
Data: Views and experiences
Country: UK

Outline

This is a moderately well conducted (+) qualitative study with a high degree of
relevant to the topic area (++). One section has specific relevance to advance
planning. This study interviewed 15 specialist dementia nurses about their attitudes
to the Mental Capacity Act and their practice experience of its implementation. The

study was conducted in the UK and recruited a sample of 15 nurses. The study is the
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second phase of a previous piece of research into the Act. The paper used
qualitative interviews with dementia nurses to gain insight into their practice. The
study aimed, specifically, to gather nurses reflections on the Mental Capacity Act
process around mental capacity and the challenges associated with it. This paper is

likely to be relevant to later review questions as it covers several aspects of the Act.

Findings

The study found that nurses often did not come into contact with patients until they
lost capacity, making involvement in advance planning difficult. A key part of their
role was advising carers, but some were hesitant to do so. The nurses all reported
that they were involved in providing advice to carers about lasting power of attorney
provisions in relation to their relatives. Nurses advised carers of the ‘practical and
financial risks’ (p137) of not obtaining lasting power of attorney. Nurses had recruited
solicitors to speak to carer groups and at an Alzheimer’s cafe. Nurses said that
advising on the Act was a key part of their role: ‘We always talk about dementia
being sort of like a long-term condition and the person would get progressively more
unwell and trying to put your house in order before it gets to a stage where they lose
capacity’ (p137). A total of 30% of respondents said that encouraging end-of-life
planning was part of their role. Some nurses felt that carers would be informed of
end-of-life planning from their attendance at ‘carer education programmes’ (p137).
This belief was thought to limit their intervention in end-of-life care. Nurses reported
that resuscitation was the most common decision discussed along with the move into

residential care.

Two nurses said that they had been encouraged to talk to carers about the advance
planning part of the Mental Capacity Act. Nurses reported making statements of
wishes in nursing notes. GPs were sometimes party to these wishes, but not always.
Documents around advance planning were not common and 1 nurse said that

statements were usually verbal which led to uncertainty around care wishes later.

8. Poppe M, Burleigh S, and Banerjee S (2013) Qualitative evaluation of
advanced care planning in early dementia (ACP-ED). PLoS ONE 8: e60412

Methods: Qualitative

Data: Views and experiences
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Country: UK

Outline

This qualitative study was considered to be of moderate methodological quality (+)
and good relevance to the review question (++). It aimed to explore the experiences
and acceptability of discussing advance care plans with people with memory
problems and mild dementia shortly after diagnosis. Qualitative data were collected
using in-depth interviews with patients (n = 12), family carers (n = 8) and staff
members (n = 6) from 2 memory service and community mental health teams.

Participants were recruited via purposive sampling.

Findings

Data in this paper suggested that advance care planning in dementia is a positive
intervention, perceived by patients with dementia and carers as a positive and
helpful experience, though it could also be dispiriting for some. Patients felt relieved
and more secure having had their preferences for future care known. Carers found it
helpful to know the patient’s wishes in case they had to make a decision on behalf of

the patient in the future.

The best time to discuss advance care planning was soon after diagnosis when
patients have had time to think about the diagnosis and the future but still have the

capacity to make decisions about future care.

The main barriers to advance care planning were patients’ non-readiness to accept
the diagnosis and discuss advance care planning, and not having detailed
information about advance care planning before proceeding to discussion.
Disagreement between patients and family members could disrupt the advance care
planning process. For staff, the main barrier was a lack of confidence in
discussing/facilitating advance care planning which could be addressed by receiving
good training and refreshers to improve knowledge about dementia and improve
confidence. Staff need to have skills and competence in being open-mined, non-
judgemental, ready to listen and able to deal with difficult conversations and manage
conflicts. This could help towards building a good relationship with the patient and
the patient’s family in order to establish trust throughout the advance care planning

process.
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9. Robinson L, Dickinson C, Bamford C et al. (2013) A qualitative study:
professionals’ experiences of advance care planning in dementia and palliative

care, ‘a good idea in theory but ...’ Palliative Medicine 25: 401-8
Methods: Qualitative

Data: Views and experiences
Country: UK

Outline

This good quality (++) qualitative study used focus groups and interviews to explore
the views of 95 health and social care practitioners about the implementation of
advance care planning. This study has good relevance to the review question (++)
and the guideline area more generally. The study sought the views of a wide range
of practitioners in North East England, both clinical and non-clinical. The study
focused on those working with people with dementia or another life-limiting
conditions. The study is non-specific about the life-limiting conditions. The study has
an explicit focus on advance planning and used focus groups and qualitative

interviews.

Findings
The focus groups and interviews produced thematic findings around advance care

planning.
Value and usefulness of advanced care planning

Many participants described advance care planning as positive in theory but difficult
to enact. Some said that issues like end-of-life care were difficult to discuss with
people but that it was positive to help people resolve fears. Some people questioned
the usefulness of advance care planning and the feasibility of reflecting patient
choices. They also said that delivering on patient preferences would be challenging.
Dementia specialists said that advance care planning duplicated person-centred
care measures already in place. There was concern that advance care planning
would be a ‘tick-box’ exercise because it may be seen as a quality indicator of a

service.
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Delivering patient choice and outcomes

The study described the difficulty for different practitioners to deliver preferences. In
some cases appropriate care is not available, and so there are no other options.
Ambulance staff found it difficult to adhere to wishes, dealing with DNR (do not

resuscitate’ orders and balancing patient wishes with family wishes.
Defining advance care planning and legal issues

Some practitioners reported confusion around the legal status of an advance care
plan and what was included. Practitioners were most confident around lasting

powers of attorney (LPA) and most confused about the content of advance decisions

to refuse treatment (ADRT). Generally, practitioners showed a lack of knowledge of

the Mental Capacity Act. Practitioners interchanged terms like ‘advance directives’,
‘do not resuscitate orders’ and ‘living wills’. Health and social care interviewees
reported confidence in discussing LPA in relation to property and affairs. They saw

signposting to legal advice as part of their role.
Practicalities of implementing advance care plans

Practitioners were uncertain about implementing advance care plans, in relation to
the following factors: Who is responsible, supporting documents, when to instigate

an advance care plan and the costs of an advance care plan.
Roles and responsibilities

There was debate among practitioners as to who should take overall responsibility
for the advance care plan and many participants felt they lacked the skills to
implement advance care planning. This was true whether they had received training

or not.

Palliative care specialists, solicitors, community nurses and some GPs were more
likely to see advance care planning as part of their practitioner responsibilities.
Others said that it was either outside of their remit or that they didn’t have enough

time, training or resources.

Documentation
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The variety of documents used for advance care planning caused confusion.
Practitioners weren’t sure they were transferable to other care settings and different
practitioners used different forms for advance care planning. The forms were
criticised because they couldn’t always capture individual contexts. Some
practitioners used their notes, like nurses, which were not available to other

practitioners, and others did not formally record advance care planning discussions.
Timing of advance care planning

Interviewees reported delays caused by a lack of clarity about who should complete
the advance care plan. Delays led to plans not being in place by the time a person
lost capacity. Some practitioners described cues to gauge whether someone was
interested in advance care planning. These were talking generally about the future
and asking if someone liked to plan ahead. For those with dementia, planning ahead
was much harder to gauge, and the right time for advance care planning was not
clear. The timing of ADRTs was an issue, and there were problems with knowing if

they remained relevant as treatment changed.
Financial costs of lasting power of attorney

Costs were a potential barrier to people using lasting powers of attorney.
Practitioners said that families may not want to pay, even though a person had

capacity.

10. Samsi K, Manthorpe J, Rapaport P (2011) ‘As people get to know it more’:
experiences and expectations of the Mental Capacity Act 2005 amongst local
information, advice and advocacy services. Social Policy and Society 10: 41—
54

Methods: Qualitative
Data: Views and experiences
Country: UK

Outline
This study used qualitative findings to gather the views of 6 Age Concern information

and advice workers. The study has a high level of relevance to the guideline (++) in
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general and to the review question on advance planning. The study is deemed to be
of moderate quality (+). The study used hour long interviews to discuss
implementation levels of the Mental Capacity Act, particularly around advance
planning. It was part of a programme of research related to Mental Capacity Act
implementation with specific focus on advice for those with dementia. In particular it

looked at planning.

Findings
Findings are organised under 4 themes. Only the findings related to advance

planning are extracted below.
Mental Capacity Act understanding

Informants had gained knowledge though Age Concern information network. This
included information about changes to enduring power of attorney to lasting power of
attorney (LPA), the role of Independent Mental Capacity Advocates (IMCA) and
changes to legal definitions of mental capacity. Few know the Act in detail and only 1

had made a referral to IMCA services.

The staff saw the IMCA service as valuable for those who did not have the support of
family members. Some staff were critical of the LPA registration system. Staff felt it
may discourage people due to complexity and price. The staff said that some

attorneys were not clear of their roles which led to problems with advocacy
The role of training

Staff had experienced training in the Mental Capacity Act, which they had found
useful. Some commented that it had given them confidence drawing up LPAs, and

knowing when to deal with a query themselves or refer to a legal practitioner.
The impact of the MCA on perceived organisational role

Age Concern staff said that they provided information that was valuable to older
people. Workers said they signposted people for advance planning and encouraged

the drawing up of LPAs. They often sign posted people to solicitors.

Commonly raised areas
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Enquires about LPAs were the main query from the public. Callers were signposted
to more specialist agencies or told to contact a solicitor. Participants said that social
workers had made enquiries about decisions around moving people with dementia to

more appropriate care.
Role of Age Concern

Age Concern provided expertise, experience and information to older people. The
study indicates that the service was a useful resource to help with planning and that
the staff had more time to help other services. The service also offered independent

advocacy and had links with other organisations for signposting.
Predictions/expectations of the MCA in relation to older people

Participants said that they hoped that the MCA would encourage people to plan.
Staff said that demand for information and advice was likely to rise. Staff said that
new LPA and IMCA powers were significant but it was uncertain whether older
people with dementia would use the MCA to make future plans. Some people were
thought to be unaware of the act, and this was thought to be a barrier to planning.
Age Concern staff felt that older people were reluctant to face the changes ahead
and address legal arrangements. Some staff said that they hoped the MCA would
encourage people with worries about their future to make plans. The service

received lots of enquires about LPAs.

The barriers to future planning were: lack of information, poor legal literacy and
limited public awareness. Services were seen as a way to spread information and

encourage people to start using the MCA.

11. Sinclair J, Oyebode J, Owens R (2016) Consensus views on advance care
planning for dementia: a delphi study. Health and Social Care in the
Community 24: 165-74

Methods: Qualitative
Data: Views and experiences

Country: UK
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Outline

This study was considered to be of moderate methodological quality (+) and
moderate relevance to the review question (+). It was conducted using the Delphi
method to investigate consensus views of how and when advance care planning
should be explained and carried out with people with dementia, what should be
covered and who should be involved in the process. A 3-round Delphi study used
questionnaires assessing levels of agreement from 17 experts (3 policy-makers, 6
old age psychiatrists, 1 person with dementia and 7 family members) on related

items above.

Findings
The consensus reached in this study was as follows.

e When? The best time to discuss advance care planning was when the person has
come to terms with the diagnosis of dementia and feels ready to engage in the
discussion. This respects the person’s personal choice and autonomy and the fact
that the person has the right to choose whether to pursue advance care planning
or not.

e What? Advance care planning needs to prioritise covering specific points such as
financial aspects and also general discussion of values.

e Who? Advance care planning needs to include spouses.

e How? Advance care planning explanation needs to be tailored to the individual
concerned, discussing how decisions are better made at an early stage, while the
person still maintains control and has ideas of what is important to them. It will
also make it easier for families and health practitioners to act in a way the person
would have wanted. There was consensus that the process should be couched in
terms of ‘dealing with certain possibilities’, due to the uncertain future relating to
the natural progression of the disease of dementia. This softens the notion that
what is discussed is necessarily going to happen — advance care planning may

not be needed but it would be helpful to discuss it.

There was consensus that practitioners should not be involved in the advance care
planning process and they were viewed as carrying some responsibility for low
uptake.
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12. Wilson E, Seymour J, Perkins P (2010) Working with the Mental Capacity
Act: findings from specialist palliative and neurological care settings.
Palliative Medicine 24: 396—402

Methods: Qualitative
Data: Views and experiences
Country: UK

Outline

This study used qualitative methods to investigate staff perspectives on working with
Mental Capacity Act guidelines. The study spoke to staff working either in palliative
care or specialised neurological centres. The sample is of 26 practitioners and the
study is deemed to be of good relevance (++) to the review question and to be of
good quality (++). The study focuses on end-of-life care planning. The study used
semi-structured interviews to gather views and experiences from practitioners
working with individuals affected by multiple sclerosis, Huntington’s disease and
acquired brain injury in the neurological centre, and advanced cancer. The

practitioners were from multidisciplinary teams based at 6 units.

Findings
Participants used a checklist, which was kept in the person’s notes, and which
signposted any advance care planning decisions and discussions. This was seen as

simple and it prompted checking for advance care planning records.

Staff said that they did not agree with the terminology related to the Court Appointed
Deputy, which had unfamiliar terminology, and was difficult to convey to families and

service users.

Many interviewees said that they did not have confidence explaining the options
relating to advance care planning. This lack of confidence stopped staff from
discussing it with patients. One team interviewed had solved the issue of unfamiliar

terminology by developing a leaflet explaining the key terms.
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Staff interviewed said that they had missed training, had not been trained via a
useful method, or felt they lacked training. Some staff said that sensitivity was

needed to discuss difficult topics.

Staff were unsure who was responsible for initiating the advance care planning
process. They were also unsure about how to complete the documents. The staff in
the neurological centre had more confidence but those in palliative care did not know

whether it was a nursing or medical responsibility.

Knowing when to initiate advance care planning was also a point of uncertainty, as
well as when to complete the documentation. Staff reported that advance care
planning was meant to start when a person was admitted. Some staff said this was

not felt to be appropriate because:

e other issues need to be discussed at admission,
e there was too much paperwork
e and questions from carers and patients about the Mental Capacity Act needed

expertise to answer.

Most staff said that the introduction of advance care planning documents had not
changed their working practice a great deal because they were already dealing with
these types of issues previously. However the MCA did formalise and structure

discussions about future care.

Economics

A decision tree model was developed for this review question, which compared the
costs and outcomes of Advance Care Planning with standard care for people in their
last year of life. The perspective taken was that of NHS and personal social services
(PSS) costs. Costs were included in regard to the following service use:
cardiopulmonary resuscitation; life-prolonging treatment in the form of assisted
ventilation; and place of death. Outcomes were considered in form of quality-
adjusted life years (QALY's) as experienced by carers of people dying in the 2
groups. Findings were presented in the form of incremental cost-effectiveness ratios
(ICERs). All costs were presented in 2015/16 prices. No discounting was applied as

the model referred to a time horizon of 1 year. Probabilistic and 1- and 2-way
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sensitivity analysis was applied to explore the impact of values from distributions on
the incremental cost-effectiveness ratios (ICER). Main data sources included: 1 RCT
from Australia (which was used to inform data on uptake, wishes made and followed,
and health-related quality of life for carers); 1 cohort study from England (which was
a secondary data analysis of a nationally representative sample); and Guideline
Committee views (which were gathered in a Delphi-like process to extract
information about costs of advance care planning). Unit costs were taken from

national sources such as the PSSRU Unit Costs for Health and Social Care 2016.

The mean total cost of advance care planning was £821 with a minimum cost of
£214 and a maximum cost of £1,874. Mean costs per person linked to service use in
the advance care planning vs standard care groups were as follows: (1)
cardiopulmonary resuscitation: £39 (SD 31, 95% CI 30 to 33) vs £41 (SD 34, 95% ClI
32 to 36); (2) life-prolonging treatment in the form of assisted ventilation: £436 (SD
225, 95%Cl 212 to 238) vs £501 (SD 225, 95% CI 212 to 238); (3) place of death:
£2,416 (SD 236, 95% Cl 2,414 to 2,444 to 257) vs £2,508 (SD 250, 95% CI 235 to
266). Mean total costs in the advance care planning group were £3,748 (SD 539,
95% CI 502 to 572). Mean total costs in the standard care group were £3,072 (SD
354, 95% 332 to 376). The mean difference in total costs between the 2 groups was
£677 (SD 430, 95% CI 403 to 457). Mean QALY was 0.82 in the advance care
planning group (SD 0.06, 95% CI 0.82 to 0.83) and 0.79 in the standard care group
(SD 0.06, 95% CI 0.79 to 0.8). The mean difference in QALYs was 0.03 (SD 0.03,
95% CI 0.03 to 0.04).

The mean ICER for the base case was £22,533. Confidence limits on ICER do not
give the information needed when there is a (non-negligible) chance that the ICER
value could be negative (which was the case for some simulations in this analysis).
The uncertainty surrounding the ICER was thus presented differently, in form of cost-
effectiveness planes and curves. The probability that advance care planning was
cost-effective was above 55% at a willingness-to-pay (WTP) threshold of £20,000
and above 80% at a WTP threshold of £30,000.

One- and 2-way sensitivity analysis was carried out on 2 parameters that had the
strongest impact on the ICER: duration of advance care planning and the period over

which carers in the standard care group experienced QALY losses. It showed that if
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the mean duration of advance care planning was 2 hours instead of 4 hours, the
ICER decreased to under £9,000 and the probability that advance care planning was
cost-effective increased to about 90% at a cost per QALY threshold of £20,000 and
just under 100% at a cost per QALY threshold of £30,000. The reduction in mean
duration of advance care planning could partly offset a reduced QALY gain (if it is
was assumed that the time that carers in the standard care group experienced
mental health problems was less and if more people in the advance care planning
group experienced mental health problems). For example, when the time period that
people in the standard care group experienced mental health problems was
assumed to reduce by half and - at the same time - 15% (instead of 0% per cent) of
people in the advance care planning group were assumed to experience mental
health problems, then mean ICER was still below £30,000; and the probability that
advance care planning was cost-effective was about 60% at a cost per QALY
threshold of £30,000.

Studies reporting cost-effectiveness (n = 6)

There is a large amount of economic evidence that advance care planning for people
reaching end of life can reduce the costs of hospital care, but there is a lack of
evidence of overall cost impact and cost-effectiveness. Overall, no final conclusions
could be drawn about the cost-effectiveness of advance care planning. The quality of
evidence is mixed and most studies are from the US. There is a small amount of
economic evidence that joint crisis plans (JCP) for people with psychosis or
borderline personality disorder can lead to reductions in compulsory treatment under

the Mental Health Act 1983 and be cost-effective from a public sector perspective.

The quality of studies is high.

Studies concerned with advance care planning (advance care planning) for

people reaching end of life

1. Dixon J, Matosevic T, Knapp M (2015) The economic evidence for advance
care planning: systematic review of evidence. Palliative Medicine. 29: 869—-84

Method: Systematic review

Data: Cost-effectiveness
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Country: UK

Outline

This is a systematic review of economic evidence in relation to advance care
planning. Studies were included if they were published between 1990 and 2014,
reported economic outcomes in relation to advance care planning and in which
advance care planning was a stand-alone intervention or formed an important
component of a wider palliative care or support programme. While the authors did
not define economic outcomes, it was clear from their reporting of study details that
this referred to costs (and cost-effectiveness results, although no study was

identified which measured this). Studies were excluded if they were solely about

medical orders or advance directives in relation to power of attorney and if they were

targeting psychiatric patients or children.

Findings

In total n = 18 studies were identified, of which n = 5 used a randomised design, n =
10 natural experiments and n = 3 non-randomised designs. Sample sizes ranged
from n = 50 to n = 3000+. N = 7 studies focused on hospital-based samples; n =3
studies were from nationally representative data from the US Health and Retirement
Study of older people. The review found no published cost-effectiveness studies.
Included economic studies were costs—savings ones. Different types of costs were
evaluated using different methods and data sources but the focus was on costs of
hospital care. Cost savings ranged from USD 64,827 for the terminal hospital stay to
USD 56,700 for total healthcare costs over the past 6 months for people with
dementia and USD 1,041 in hospital costs over the last week of life for those with
cancer. N = 11 studies reported positive results in regards to cost savings largely

due to reductions in hospital admissions or the use of intensive care.

While this systematic review found that most studies did not provide sufficient detail
that would have allowed analysis of the source of cost savings, the majority reported
reductions in a range of service outcomes that were likely to explain some of the cost
savings. This included reductions in: hospital deaths; intensive care unit (ICU)
admissions; life-prolonging treatments; hospitalisations; and length of hospital stay.
In addition, the systematic review highlighted the following issues of economic
studies on advance care planning: of the n = 18 identified studies, n = 8 were not
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evaluations of advance care planning but retrospective single cohort studies, which
used secondary data to measure an association between advance care planning and
costs. Another issue was the definition of advance care planning and how it was
measured. This ranged from evidence of documented medical decisions to
counselling and support services led by nurses or social workers and more complex
palliative care interventions, of which advance care planning was only a component.
The authors identified a particular challenge in interpreting findings from studies,
which analysed secondary data as they provided limited data on the process of
advance care planning and the factors known to influence the quality and
effectiveness of advance care planning such as when and how it was first initiated,

the professionals involved and the frequency of reviews.

2. Klingler C, Schmitten J, Marckmann G (2016) Does facilitated advance care
planning reduce the costs of care near the end of life? Systematic review and

ethical considerations. Palliative Medicine 30: 42 -33

Study design and type: Systematic review of economic evaluations
Country: US, Canada

Outline

This study was a systematic review of economic evaluations on advance care
planning published between 1994 and 2010. The review stated that it included
interventions, which contained a communication process facilitated by a professional
caregiver involving the patient or legal proxy about the patient’s preferences for
future medical care. This could include interventions, in which advance care planning

was part of a more comprehensive programme to improve end-of-life care.
Findings

The review identified n = 7 studies including 4 RCTs, 1 before and after study and 2
cohort studies. Sample sizes of studies ranged from n = 43 to n = 3000+.
Populations were often defined by their medical conditions which included cancer,
heart failure, diabetes and chronic obstructive pulmonary disease. Studies collected
different types of costs with a focus on costs of hospice and hospital care. Authors
conclude that limited data indicate net cost savings may be realised with advance

care planning. The review found significant cost reductions (p < 0.05) inn =3
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studies; n = 2 studies did not report significance and n = 1 found a non-significant
effect. Cost-savings ranged from USD 1,041 to USD 64,827 per patient; relative cost
reductions ranged from 5% to 68%. Only n = 3 studies reported the costs of
implementing advance care planning; costs were CAD 113, USD 452 and USD
1,968. Other effects reported included improved patient satisfaction in n = 2 studies,
but n = 1 found no significant effect on patient or family satisfaction. Studies which
evaluated programme costs showed that that these were relatively small, amounting

to 6 to 15% of cost savings.

Findings are discussed in the context of previously published findings from studies
that investigated advance directives (ADs) — defined as presence of signed legal
documents — and which do not find cost reductions; authors conclude that this might
suggest that advance care planning is more likely to lead to cost savings if it is
implemented comprehensively, because it increased compliance with end-of-life

wishes.

3. Abel J, Pring A, Rich A et al, (2013) The impact of advance care planning of
place of death, a hospice retrospective cohort study. BMJ Supportive and
Palliative Care 3: 168-73

Study design and type: Cost-effectiveness and saving, prospective cohort study
Country: England (UK)

Outline

This is an England-based prospective cohort study (n = 450), which examined the
cost-effectiveness of advance care planning for individuals reaching end of life in a
hospice in the South West of England. Advance care planning was defined as
discussions taking place about place of death using the ‘Planning Ahead’ document,
which includes general treatment preferences as well as advance decisions. Both
groups received specialist palliative care provided in-hospice, which includes
inpatient and outpatient services, visits from specialist palliative care community
nurses at home and a day care centre. The primary outcome measure was place of
death (including whether person died in their preferred place of death for those who
had expressed a preference/were part of the advance care planning group). Costs
included those from the hospital only.
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Findings

N = 14 (75%) achieved their choice of place of death; for those who chose home, n =
34 (11.3%) died in hospital; for those who chose a care home n =2 (1.7%) died in
hospital; for those who chose a hospice n = 14 (11.2%) died in hospital; for those
who chose to die in hospital n = 6 (86%) did so. In the standard care group, n =112
(26.5%) died in hospital.

Individuals in the intervention group spent a significantly lower mean number of days
in hospital in the last year of life (18.1% vs 26.5%, p < 0.001), had a non-significantly
(p = 0.3) lower mean number of emergency admissions: 1.61 (95% Cl 1.4 to 1.8) vs
1.75 (95% CI 1.6 to 1.9). Mean costs for emergency admissions were non-
significantly (p = 0.4) lower in the intervention group: £5,260 (95% CI 4,586 to 5,934)
vs CG £5, 691 (95% CI 4,984 to 6,398). The mean cost of hospital treatment during
the last year of life for those who died in hospital was significantly higher for those
dying in hospital: £11,299 vs £7,730 (MD 3,569; p < 0.001). Authors concluded that
those who used advance care plans spent less time in hospital in their last year and
that advance care planning was associated with a reduction in the number of days in
hospital in the last year of life leading to fewer hospital costs. However, the study
had a number of limitations. Findings on costs were not presented for people
receiving advance care planning versus those not receiving advance care planning
so that not final conclusions could be drawn about the overall cost impact of advance
care planning. In addition the cost perspective was limited to hospital costs. The
study was a cohort study which only controlled for a very small number of variables
so that effects might be explained by other factors, such as whether the person had
a carer or not. The study referred to a very specific population, that is, those who
were accessing hospice services. This is likely to present a small proportion of the
overall population at the end of life (for example, in England only 4% of older people

die in a hospice).
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Studies concerned with joint crisis plans (JCPs) for people with severe mental

illness

4. Flood C, Byford C, Henderson C et al. (2006) Joint crisis plans for people
with psychosis: economic evaluation of a randomised controlled trial. BMJ
333:729

Study design and type: Cost effectiveness, RCT
Country: England (UK)

Outline

This is an England-based, single blinded RCT (n = 160), which examined the cost-
effectiveness of JCP versus standardised service information about the Mental
Health Act (MHA), complaints procedures, access to case records and treatment
options. Joint crisis plans included an introductory meeting at which a facilitator
explained the procedure to the person with mental illness and to their care
coordinator; contents were discussed and plan completed at a second meeting,
which was also attended by a psychiatrist. The study population referred to people of
16 years and above with clinical diagnosis of psychotic illness or non-psychotic
bipolar disorder, who were not currently receiving inpatient care, and had
experienced an admission in the previous 2 years. Primary outcomes measures
included admission to hospital and length of time spent in hospital. Secondary
outcome measures included objective coercion (that is, compulsory treatment under

the Mental Health Act 1983) and service use over 15 months.

Findings

Findings suggest that, in terms of outcomes, there was a significant reduction in use
of MHA (=compulsory admission) in the intervention versus control group (RR 0.48,
95% C10.24 to 0.95, p = 0.03) and a non-significant reduction in hospital admissions
(RR 0.69, 95% C1 0.45 to 1.04, p = 0.07). In terms of total mean costs at 15 months
those were non-significantly lower in the intervention group (£7,264 vs £8,359; MD
£1,095; 95% Cl1-2814 to 5004; p = 0.57).
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5. Barrett B, Waheed W, Farrelly S et al. (2013) Randomised controlled trial of
joint crisis plans to reduce compulsory treatment for people with psychosis:

economic outcomes. PLoS One 8(11)

Study design and type: Cost effectiveness, RCT
Country: England (UK)

Outline

This is an England-based multi-centre RCT (n = 540), which examined the cost-
effectiveness of a joint crisis plan (JCP) with standard care. The intervention is the
same as described in Flood et al. (2006) as this study sought to substantiate the
findings of that study, and was carried out by the same or similar group of
researchers. Joint crisis plans included an introductory meeting at which a facilitator
explained the procedure to the person with mental illness and to their care
coordinator; contents were discussed and plan completed at a second meeting,
which was also attended by a psychiatrist. In addition, the person was contacted by
the facilitator 9 months later to check if (s)he wanted to update the care JCP. The
study population referred to persons of 16 years or above and who had at least 1
psychiatric admission in the previous 2 years and who were registered on the
Enhanced Care Programme Approach register. Primary outcomes measures at 18
months were admission to hospital under the Mental Health Act. Secondary outcome
measures were not reported in this study but in the main or parent study by
Thornicroft et al. (2013).

Findings

In terms of outcomes measured at 18 months, there was no significant reduction
compulsory admission (OR 0.90, 95% CI 0.59 to 1.38, p = 0.63) and no significant
treatment effects for any other admissions outcomes, although there was evidence
for improved therapeutic relationships in the intervention arm, described in detail in
the main paper by Thornicroft et al. (2013). In terms of total public sector costs (n =
504), there was no significant reduction in the intervention group: £17,233 (sd
21,013) vs. £19,217 (sd 28,133) with a mean difference (MD) of -£1,994 (95% CI —
5,733 t0 2,248; p = 0.414). There was also no significant reduction from a societal

perspective (which included productivity losses and criminal activity): £22,501 (sd
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28,103) vs CG £22,851 (sd 34,532) with a mean difference of -£350 (95% CI —4,727
to 5,404; p = 0.902). Joint crisis plans had 80% probability of cost-effectiveness from

public sector perspective (and around 44% from a societal perspective).

In sub-group analyses it was found that for the black and black British population the
intervention was achieving higher cost-effectiveness: the primary outcome
(=compulsory admissions) was significantly lower in the intervention sub-group
(20%, n = 66) compared with the control subgroup (32%, n = 72) with a mean
difference (MD 0.553; 95% CI 0.249 to 1.226; p = 0.256). Mean public sector costs in
the intervention group were non-significantly lower in the intervention group: £17,628
(sd 25,163) vs £28,377 (sd 36,627) and a mean difference (MD) of £10,749 (95% CI
—20,387 to 536; p = 0.079). Mean societal costs were also non-significantly lower in
the intervention group: £23,150 (sd 29,588) vs £32,780 (sd 41,170) with a mean
difference of £9,630 (95% CI —21,043 to 3,106; p = 0.16).

6. Borschmann R, Barrett B, Hellier JM et al. (2013) Joint crisis plans for
people with borderline personality disorder: feasibility and outcomes in a

randomised controlled trial. British Journal of Psychiatry 202: 357-64
Study design and type: Cost consequences, RCT

Country: England (UK)

Outline

This is an England-based pilot RCT, which examined the cost consequences of Joint
crisis plan (JCP) versus standard care for a particular population among people with
mental illness — that is, those with borderline personality disorder. The intervention
was the same as described before (Barrett et al 2013; Flood et al. 2006) and
included: an introductory meeting with facilitator, who explained the procedure to
person and care coordinator; contents of the plan discussed and completed by
facilitator at second meeting which was attended by the person, care coordinator and
psychiatrist. The population referred to persons of 18 years and above with
diagnosis of borderline personality disorder, who had self-harmed in past year, were
under the ongoing care of a community mental health team and able to give
informed consent. Primary outcomes measures included the occurrence of self-

harming behaviour at 6 months and secondary outcome measure included
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depression, anxiety, engagement, satisfaction with services, quality of life, wellbeing

and cost-effectiveness.

Results

There were no significant differences between the groups on any of the secondary
outcome measures at follow-up. Quality adjusted life years gained (QALYs) were
presented in online supplement as they were considered only hypothesis generating:
0.31 (sd 0.11) vs 0.30 (sd 0.15). The mean cost of the intervention was £146 per
participant and there were no significant differences in mean total health and social
care costs (£5,631 vs £5,308, p = 0.20). In the online supplement, the ICER is
reported as -£32,358 suggesting that JCP dominate standard care by being less

costly and more effective.

Evidence statements

The evidence statements listed in this section synthesise the key themes across

included studies.

AP1 There is a good amount of evidence that service users and family carers
found advance care planning useful in discussions about future treatment
and end-of-life care. This statement is evidenced by UK based qualitative
studies related to dementia sufferers. A moderate quality qualitative study
(Ashton 2014 +) of family carers to those with dementia, found advance
care planning relevant to them and welcomed the opportunity to be
involved, particularly in end-of-life care. Another moderate quality study
(Poppe 2013 +) reported that advance care planning was seen by most
service users as positive and helpful as an experience, because they felt
they had had the opportunity to express preferences. There is also
evidence from another UK based moderate quality study (Bisson 2009)
that people with a diagnosis of Huntington’s disease were positive about
discussing advance care planning because it increased feelings of
autonomy and allowed them to make decisions about the future.

AP2 There is a moderate amount of evidence that practitioners find advance
care planning potentially useful and relevant when working with people
who may lack mental capacity, although some of the views evidence is
conflicting. A UK qualitative study of moderate quality (Samsi 2011 +) that
gathered views and experience from Age Concern information and advice
workers, found that advice related to advance care planning was valuable
to assist people to put in place lasting power of attorney (LPA) and
encourage advance planning. Samsi (2011 +) found that an information
service was valuable to those who did not have family carers. A qualitative
study of low quality (from Australia), (Seal 2007 —) found that 98—-100% of
nurses on the ward studied said that patients’ self-determination at end of
life was important and advance care planning helped people make choices.
Robinson (2013 ++) found in interviews with 95 practitioners (in the UK)
working in dementia and palliative care settings, that advance care
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planning was considered positive, but difficult to enact and deliver
preferences as planned. Practitioners said that advance care planning
could be duplicating person centred care measures already in place or
risked becoming a ‘tick box’ exercise.

AP3

There is a good amount of evidence from service users, carers and
practitioners that a person’s choices and preferences should be
represented in advance care planning, but some of the evidence was
conflicting. A moderately well conducted qualitative UK study (Ashton 2014
+) a found that family carers, caring for people with dementia, wished to
ensure that their relatives personal history and personality be represented
in advance care planning. Another moderate quality, qualitative UK study
related to dementia (Poppe 2013 +), found that service users felt advance
care planning to be a positive experience because it enabled them to
express their preferences. The study also found that carers were in favour
of allowing service users to express their wishes, to avoid having to make
decisions on their behalf later. However, Robinson (2013 ++), a well
conducted qualitative UK study of practitioners, found that practitioners
working in dementia and end-of-life care services questioned whether
advance care planning had the ability to deliver patient preferences. This
was on the grounds that preferred care may not be available. Robinson
also found that practitioners, such as ambulance staff, were unable to
adhere to advance care planning due to conflicting duty of care
responsibilities.

AP4

There is a small amount of evidence that service users and family carers
need support to understand future treatment options. There is evidence
from a moderate quality UK study (Ashton 2014 +) that family carers
reported that they needed support and encouragement to ask the right
questions during advance care planning, in order to understand treatment
options and nursing and medical interventions at end of life. There is also
evidence from a moderate quality randomised control trial from the USA
(Elbogen 2007) of a training and support intervention that aimed to assist
people suffering from mental illness to gain competence in completing a
psychiatric advance directive (PAD).The study found a positive effect on
the samples ability to ‘reason’ which treatments were best for them but
there was no positive improvement in the ability of the sample’s
competency to complete a PAD. Overall the intervention was deemed to
help a person with a risk of psychosis to complete an advance directive.

AP5

There is a moderate amount of evidence that service users find advance
decision-making and lasting powers of attorney process confusing and that
clear information is needed. A moderate quality, qualitative UK study
(Bisson 2009 +) found that service users were unsure about the nature of
advance care planning and LPA and suggested that information in clear
formats would be beneficial to inform people about treatment options and
the location of facilities specific to their condition (in this case Huntington’s
disease). Another moderate quality UK study corroborates this (Samsi
2011 +). This study of information workers reported that service users
seeking advice were confused by the complexity of the LPA process, and
this may be a deterrent for completing it. Another good quality qualitative
UK study (Wilson 2010 ++) of specialist practitioners found that a leaflet
could help decipher unfamiliar terminology for services users.

APG6

There is a small amount of evidence that good relationships with
practitioners was beneficial to advance care planning and that interventions
can increase the likelihood of advance care planning discussion. A
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moderate quality UK study (Bisson 2009 +) found that service users valued
flexibility about the location of advance care planning sessions and good
relationships with practitioners during advance care planning. The study
found that service users liked to discuss AP with a practitioners that they
knew and in a space where they felt comfortable. A moderate quality RCT
based in the USA (Pearlman 2005 +) found that an educational and
motivational advanced care planning intervention aimed at older people
and based on written information and meetings with a social worker could
encourage a sample of older veterans to discuss advanced care planning
with their practitioner. The intervention group were found to have a copy of
the advance care plan in the information file and a higher level of
agreement about treatment options with the practitioner.

AP7

There is a good amount of evidence that practitioners and carers saw
advance care planning as a necessary but sensitive topic and had
concerns about causing distress. A moderate quality, qualitative UK study
(Ashton 2014 +) found that family carers found discussing end of life care
uncomfortable, but saw it as necessary to approach inevitable decisions.
Another qualitative study of moderate quality from the UK (Bisson 2009 +)
also found that practitioners working with people with Huntington’s disease
were reluctant to raise the topic of advance care planning because they
were concerned about causing distress. A good quality mixed methods
study conducted in the UK (Robinson 2013 ++) found that practitioners felt
that end-of-life care and advance treatment were difficult to discuss topics,
but could help people resolve fears. Wilson 2010 had good quality
evidence from the UK (++) and reported that practitioners felt that
sensitivity was necessary when discussing difficult topics like end-of-life
care and the prospect of diminished capacity. Poppe 2013 (+), also found
that staff in the UK needed to feel competent in having difficult
conversations about advance care planning.

AP8

There is a good amount of evidence about the preferred format of
documents for advance planning. There is currently great variety in how
decisions are recorded and a standardised or summary document was
both recommended and seen as a barrier in views-based evidence. A
moderate quality UK based views study (Bisson 2009 +) found that
practitioners working with people with Huntington’s disease liked simple
decision-making forms for advance care planning, standardised documents
were recommended, documenting treatment preferences and end-of-life
wishes. Manthorpe (2014 +) found (in the UK) that dementia nurses made
statements of wishes in nursing notes, meaning that other practitioners did
not necessarily have access to the plans. Other forms of advance planning
documentation were not common and some planning decisions were
verbal, which led to later uncertainty. Robinson (2013 ++), a good quality
UK study (++), found that the variety of different documentation options
was confusing for practitioners, and found that practitioners had doubts
about transferability between settings and a lack of ability to capture
individual contexts. Good quality UK evidence from Wilson (2010 ++) found
that checklists were used in patient notes to signpost advance care
planning decisions and plans.

AP9

There is a good amount of evidence from moderate quality data that the
wishes of service users can conflict with that of carers or practitioners,
leading to problems with implementation. Poppe (2013 +) also in interviews
with service users and carers in the UK found that a barrier to advance
care planning was when patients disagreed with family members or carers.
Robinson (2013 ++) reported in relation to dementia care and end of life
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care in the UK, that delivering patient preferences could be challenging if
they conflict with family wishes. There was low quality evidence from
Australia (Seal 2007 —) that found that nurses perceived that doctors gave
end of life decision making responsibility to family members, limiting the
involvement of the patient. One Canadian study (Bravo 2016 +) presents
effectiveness evidence from a randomised control trial of an intervention
designed to improve advance planning via written instructions and social
work support. The intervention did not produce improvements in the
proxy’s abilities to predict the older person’s preferences but there were
greater levels of agreement following the 3 monthly sessions.

AP10

There was a good amount of qualitative evidence, of moderate quality, that
advance planning should be completed early, to avoid the loss of capacity
before advance care planning was in place. Manthorpe’s UK-based (2014
+) study of dementia nurses found that nurses often only came into contact
with people once they had lost capacity, making assistance with advance
planning difficult. Another UK qualitative study, Poppe (2013 +) found that
the best time to discuss advance care planning was soon after dementia
diagnosis, to maximise the persons input before they lost capacity, the
study also found that a barrier to advance care planning completion was
when a person was unwilling to accept their diagnosis. Sinclair (2016 +)
also found that in UK based views evidence, that the best time to discuss
advance care planning was when a person has come to terms with their
diagnosis but still had capacity. Evidence from the UK about the
importance of timing was also found in Robinson (2013 ++). This study
found that delays in getting the advance care plans completed meant that
they were not in place before the person lost capacity. This was particularly
true of dementia. Samsi (2011 +) found that planning was difficult in the
case of dementia suffers who did not wish to face their diagnosis.

AP11a

There is a good amount of evidence that a variety of practitioners see
providing advice on advance planning as part of their role but a lack of
confidence or training could be a barrier. (Relating to evidence statement
11a.) Manthorpe’s (2014) moderate quality (+) study on dementia nurses
reported that providing advice to carers about advance care planning
measures like lasting power of attorney and end-of-life care was part of
their role. Another UK based qualitative study, Samsi (2011 +) found that
staff were trained in drawing up LPAs and had the confidence to do so. An
Australian study of low quality (Seal 2007 —) found that nurses saw helping
patients make informed choices about end-of-life care as part of their role.
Robinson (2013) found that the practitioners most likely to see advance
care planning as part of their role were palliative care specialists,
community nurses and some GPs, but that some practitioners did not feel
they had received adequate training. Similarly Poppe (2013 +) found that
UK dementia care staff could lack confidence in discussing advance care
planning. This barrier could be combated by training or refresher training to
increase confidence. Wilson (a UK study) (2010 ++) also found that some
staff said they lacked training or had missed training in advance care
planning, reducing their confidence or signposting to other agencies.
Robinson (2013 ++) found that some practitioners were not clear on the
legal status of advance care plans and what needed to be included in LPAs
or ADRTs. Practitioners saw signposting to legal advice as part of their
role.

AP 11b

These was a moderate amount of moderate and good quality evidence
around problems with practitioner understanding of roles and
responsibilities in relation to advance care planning (relating to evidence
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statement 11a.) Some evidence showed a lack of consensus among
practitioners about who is responsible for initiating advance care planning.
Practitioners were not cohesive in views about who should take overall
responsibility for advance care planning. Many practitioners interviewed
were not confident in leading the advance care planning process. A good
quality UK views study (Wilson 2010 ++) found that staff in palliative care
and neurological care settings were unsure about who was responsible for
initiating advance care planning. However neurological settings had more
confidence than that palliative care. The study also found that staff lacked
confidence in advance care planning and this prevented them from
initiating planning and delays in advance care planning were caused by a
lack of expertise to answer some questions. An Australian study (Seal
2007 —) found that 30-39% of the sample felt unable to advocate for
patients about end of life care provision before receiving an advocacy
intervention.

EcAPa1

There is a large amount of economic evidence that advance care planning
for people reaching end of life can reduce the costs of hospital care. The
quality of evidence is mixed and refer to a wide range of different settings;
most studies were from the US. No conclusions can be drawn about total
costs or outcomes from those studies.

A systematic review of economic evidence (Dixon et al. 2015 ++)
summarised findings on identified cost savings in the majority of economic
evaluations of advance care planning; they found that those primarily
referred to reductions in hospital use. This ranged from USD 64,827 for the
terminal hospital stay to USD 56,700 for total healthcare costs over the
past 6 months for people with dementia and USD 1,041 in hospital costs
over the last week of life for those with cancer; however, neither individual
health and wellbeing outcomes nor other costs — including those of
community health and social care and those from a societal perspective
(unpaid care, out-of-pocket expenditure) — were not captured so that no
final conclusions could be drawn about cost-effectiveness.

A systematic review of economic evidence (Klingler et al. 2016 +)
summarised findings on cost savings identified in the majority of economic
evaluations; most individual studies measured hospital costs but did not
include a comprehensive cost perspective; cost savings ranged from USD
1,041 to USD 64,830; studies which evaluated programme costs were
relatively small amounting to 6 to 15% of cost savings.

A single cost-effective study (Abel et al. 2013 +) found that individuals in a
hospice setting who used advance care planning spent considerable less
time in hospital in their last year of life (IG 18.1 vs. CG 26.5 days, p <
0.001); mean cost of hospital treatment during the last year of life for those
who died in hospital was £11,299, those dying outside of hospital £7,730
(md 3,569; p < 0.001).

EcAPa2

There is a small amount of economic evidence that joint crisis plans (JCPs)
for people with psychosis or borderline personality disorder can lead to
reductions in compulsory treatment under the Mental Health Act and be
cost-effective from a public sector perspective. The quality of studies is
high; the described intervention is the same between studies, which were
carried out by the same group of researchers increasing the homogeneity
between studies.
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A single cost-effectiveness study (Flood et al 2006, ++) found that
individuals with psychosis who were currently not in inpatient care had
significantly less compulsory admissions under the Mental Health Act (13%
vs 27%, p = 0.03); there was a non-significant reduction in hospital
admissions and in public sector costs; cost-effectiveness acceptability
curves suggested there was a greater than 78% probability that JCP were
more cost-effective than standardised service information in reducing the
proportion of patients admitted to hospital

A multi-centre cost effectiveness study (Barrett et al 2013, ++) found that
individuals with psychosis had no significant changes in any of the costs or
outcomes (including compulsory admissions); however, JCP had an 80%
probability of being cost-effective from a public sector perspective (but only
40% from a societal perspective); results varied noticeably between ethnic
groups and JCP was more cost-effective for certain groups of people with
psychosis.

A small feasibility cost consequences and utility study (Borschmann et al
2013, ++) found that individuals with borderline personality disorder, who
self-harmed in the last year and were under ongoing care of a community
mental health team, had no significant changes in any of the outcomes
(including self-harm and QALY at 6 months); there was no significant
difference in mean costs; the incremental cost-effectiveness ratio is -
£32,358 suggesting that JCP was less costly and more effective than
standard care.

EcAPa3 | EcAPa3 Economic evidence from additional economic analysis carried out
for this Guideline showed that advance care planning carried out for older
people towards the end of life had minimum probabilities of 55% and 80%
to be cost-effective when compared with standard care. This was based on
cost per QA