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Introduction.

INTRODUCTION.

What is this toolkit for?

The purpose of this toolkit is to support healthcare professionals’ understanding of Advance

Decisions. It looks at:

¢ the legal framework for Advance Decisions and explains healthcare professionals’ obligations when
caring for someone who lacks capacity;

* what an Advance Decision is and the criteria one needs to meet;

* how to support someone to make an Advance Decision;

* what steps should be followed if a person lacks capacity and has an Advance Decision;

* challenges that healthcare professionals may face when acting on an Advance Decision and offers
practical guidance to help overcome them; and

¢ the relationship between Advance Decisions and Lasting Power of Attorney for Health and Welfare.

It consolidates guidance from the Mental Capacity Act, General Medical Council and British Medical
Association.

This toolkit should be read in conjunction with the Mental Capacity Act 2005 and its accompanying
Code of Practice.

Who is this toolkit for?

The toolkit aims to support anyone who is engaging someone in discussions about advance care
planning. This could be prompted by a direct question about Advance Decisions or a broader
discussion about a person’s wider goals of care. It is also for anyone involved in implementing an
Advance Decision. This includes health and social care professionals.

What is the scope of this toolkit?

The information in this toolkit applies to England and Wales.

Making an Advance Decision can form part of Advance Care Planning, a process of discussing and/
or formally documenting a person’s wishes for their future care. This toolkit focuses on Advance
Decisions.

How do | use this toolkit?

We recommend that you read this entire toolkit. However, each part can also be read independently if
you feel there are some sections that are more relevant to you than others.

Making and implementing Advance Decisions: A toolkit for healthcare professionals
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Part A: The law.

PART A: THE LAW.

Any person over the age of 18 has the right to refuse medical treatment as long as they have
capacity to make the decision.! This is the case even if that refusal will result in their death.?

Adults with capacity also have the legal right to refuse medical treatment in advance in an Advance
Decision.® This allows their wishes to be known about should they lose capacity to make or
communicate decisions in the future. The right to refuse treatment in an Advance Decision was
written into statutory law in the Mental Capacity Act 2005 (MCA), which came into force in October
2007.4

The Mental Capacity Act 2005

The MCA sets out in law a framework that must be followed when making decisions on behalf of
someone who cannot make a decision for themselves. The MCA applies to everyone, including family
members and friends as well as healthcare professionals.®

The Act is based on five key principles. These principles must underpin everyone’s approach to

decision-making®:

1. A person must be assumed to have capacity unless it is proven otherwise.

2. People should be given all possible help and support to make their own decisions before
anyone concludes that they lack capacity. This includes supporting people to communicate in
different ways, such as making noises, or blinking, if they cannot use words to communicate.

3. Itis every adult’s right to make a decision that seems unwise or strange to someone else. If a
person makes such a decision it does not necessarily mean that they lack capacity.

4. Any decision that is made on behalf of a person who lacks capacity must be made in that
person’s best interests.

5. People who lack capacity should not have their basic rights and freedoms restricted
unnecessarily. This means that whenever a decision is made on someone else’s behalf the
person making the decision must consider if a different decision or action would interfere less
with the person’s rights and freedoms.

Making and implementing Advance Decisions: A toolkit for healthcare professionals



Part A: The law. | 5.

What is capacity?

Capacity is the ability to make a decision. It is time and decision-specific.” This means that whether
or not a person has capacity depends on when the decision needs to be made and what the decision
is. For example, a person may lack capacity to make a decision on one day but be able to make

that decision at a later date. This might be if, for example, they have dementia and their capacity is
fluctuating. A person might also have capacity to make some decisions but not others. For example,
they could be able to decide what they want to eat but not have capacity to understand what will
happen if they refuse life-sustaining treatment. So, a healthcare professional cannot make a blanket
decision that a person ‘lacks capacity’ based solely on their behaviour or diagnosis.

The MCA states that a person has capacity if they can:

* understand the information relevant to the decision;

* retain that information;

* use or weigh up that information as part of the process of making the decision; and

* communicate the decision (whether by talking, using sign language or any other means).?

If a person is unable to do one or more of these things then they are deemed to lack capacity to
make that particular decision.

www.compassionindying.org.uk
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Part B: What is an Advance Decision?

PART B:
WHAT IS AN ADVANCE DECISION?

Key facts:

An Advance Decision:

* allows a person to record any medical treatments that they do not want to be given in the future, in
case they later lose capacity and cannot make or communicate that decision themselves;®

* can be used to refuse any medical treatment, including life-sustaining treatment such as CPR,
mechanical ventilation and clinically assisted nutrition and hydration;'®

* is legally binding if it is ‘valid’ and ‘applicable’ to the situation the person is in (see page 12 for more
information); and"

* only comes into effect once the person has lost capacity.'?

The legal term is Advance Decision to Refuse Treatment, however it is commonly known as an
Advance Decision, and this is the term used throughout this toolkit. It is also sometimes called a
Living Will or an Advance Directive. People may use any of these terms when talking about Advance
Decisions. Refusals of treatment contained in a valid and applicable Advance Decision must be given
the same weight as those given by a person with capacity. Healthcare professionals who ignore a
valid and applicable Advance Decision may face a criminal charge or civil liability."

Advance Decisions are not solely for people who are nearing the end of life or who have been

given a diagnosis of a specific condition. Any adult with capacity has the right to make an Advance
Decision.' Advance care planning is valuable at any time and making an Advance Decision can form
an important part of planning for a person’s future care and treatment.

|
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Part B: What is an Advance Decision?

What are the requirements for an Advance Decision?

The requirements for an Advance Decision depend on whether or not it contains a refusal of
life-sustaining treatment. The MCA defines life-sustaining treatment for the purpose of Advance
Decisions as that which “in the view of a person providing health care for the person concerned, is
necessary to sustain life.”®

An Advance Decision that does not refuse life-sustaining treatment:

* can be made verbally;

* must state precisely what treatment is to be refused — it is not enough to give a general wish not to
be treated; and

* must set out the circumstances when the refusal should apply — it is helpful to include as much
detail as possible.'®

An Advance Decision that refuses life-sustaining treatment must:

* be in writing;

¢ specify the treatment(s) that is to be refused. Although this may be expressed in layman’s terms it
must state precisely what treatment is to be refused — a statement giving a general desire not to
be treated is not sufficient — it is however possible to make a blanket refusal of ‘all life-sustaining
treatment’;

¢ specify the circumstances in which the refusals of treatment should apply;

* be made only by someone who is 18 years or older;

* be made only by someone who had capacity at the time it was written;

* be signed by the person (or, if they are unable to sign it, by another person in the their presence) in
the presence of a witness;

* be signed by the witness, in the presence of the person; and

* contain a statement to the effect that the Advance Decision should apply even if the person’s life is
at risk as a result."”

It is not a requirement that an Advance Decision be endorsed or written by a solicitor.

www.compassionindying.org.uk
Information Line: 0800 999 2434
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Part B: What is an Advance Decision?

What can an Advance Decision not be used for?

A person cannot demand specific treatment in an Advance Decision, just as a person with capacity
cannot demand to be given specific treatment. Although a person can express their preferences for
particular treatments, healthcare professionals are not legally obliged to give them.

An Advance Decision cannot be used to request anything unlawful, such as an assisted death.

An Advance Decision cannot be used to refuse basic care. The BMA defines this as “any procedures
designed to alleviate a patient’s pain, symptoms or distress” and includes pain relief, personal care
and the offer of food and water by mouth.'®

An Advance Decision cannot be used to refuse treatment for a mental disorder if a person has been
detained under the Mental Health Act."®

The benefits of Advance Decisions

An Advance Decision allows a person to maintain autonomy and control over their medical treatment,
especially at the end of their life.2°

An Advance Decision can prevent a situation where a doctor provides more treatment than the
person themselves would actually want.

An Advance Decision can help clarify a person’s wishes for medical treatment and their wider goals
for care. This is particularly helpful in a situation where those close to a person who lacks capacity
have differing views about what that person would have wanted.

Making an Advance Decision can form a useful starting point for difficult conversations. There is
evidence that the vast majority of seriously ill people would like to discuss their care, but healthcare
professionals are sometimes reluctant to initiate these discussions.?!

Advance Decisions can help to alleviate some of the anxiety that family members experience when
consulted by healthcare professionals about treatment decisions at the end of a loved one’s life. This
can lead to a more positive bereavement process.

Living Wills

Advance Decisions made before the MCA was introduced in 2007 were known as Living Wills. If a
person made a Living Will before 2007, it may not meet the criteria for an Advance Decision that
refuses life-sustaining treatment to be legally binding. See page 12 for more information on these
criteria.

Making and implementing Advance Decisions: A toolkit for healthcare professionals



Part C: Advance Decisions in practice — helping a person to make an Advance Decision. =

PART C: ADVANCE DECISIONS IN
PRACTICE - HELPING A PERSON TO
MAKE AN ADVANCE DECISION.

&£ Ideally an Advance Decision should be drafted with appropriate discussion with a healthcare
professional rather than by the patient in isolation. Medical advice can lead to a better informed
decision, but it is important for any adviser to help the patient clarify their own wishes rather than
influence them. 99

British Medical Association??

A person may approach you wishing to make an Advance Decision or wanting to find out more about
what one is. Good communication is essential in medical decision-making and this discussion can
act as the starting point to an open dialogue about the person’s wishes and goals for treatment and
care.® A good discussion can help the person to clarify their wishes and understand their decisions
as well as help them feel more confident that their wishes will be respected in the future.?*

There are many reasons a person may want to make an Advance Decision. Some people may be in
good health but have been motivated to plan ahead after witnessing the death of a loved one. Others
may be prompted to make an Advance Decision following a diagnosis where a loss of capacity is
likely. Whatever the reason you should encourage the person to consider what they would want if
they could no longer make decisions for themselves.

The content

An Advance Decision must detail both the treatment that is to be refused and the circumstances in
which this refusal is to take effect.?> Some people may find this challenging because it can be difficult
to envisage the medical scenarios they may find themselves in. This can be especially hard if they do
not have a specific diagnosis.

When specifying the treatments to be refused it is possible to make a general refusal of all life-
sustaining treatments, which would include things such as clinically assisted nutrition and hydration,
CPR, mechanical ventilation and antibiotics for life-threatening infections.

Ultimately, the content of the Advance Decision should reflect the person’s individual wishes.

www.compassionindying.org.uk
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Part C: Advance Decisions in practice — helping a person to make an Advance Decision.

The discussion

When discussing a person’s Advance Decision it may be necessary to clarify exactly what their
wishes are. The starting point should be what they, as an individual, want or, conversely, what they
would like to avoid by making an Advance Decision. They may need support to understand their
diagnosis and prognosis, the available treatment options, and the implications of consenting to or
refusing a treatment.

If a person does have a specific diagnosis, you can explain the effectiveness of different treatments
and their impact on prognosis, and the impact of a refusal in the context of their condition. You can
explain the different types of life-sustaining treatments which may be given should they lose capacity
in the future. Your role is to provide factual and understandable information with which the person can
make a decision about the treatments available.

It may be possible to work backwards — instead of starting with the treatments that the person wants
to refuse, they could begin by talking about what is important to them or what they are trying to avoid.
For example, they may have seen a relative given life-sustaining treatment following a stroke and

be keen to avoid being in that situation themselves. You could then ask them what it was about their
relative’s situation they feared most. It may be that they themselves want to avoid a situation where
they are unable to communicate or recognise loved ones, in which case they could write in their
Advance Decision that they refuse life-sustaining treatment in such a situation.

Such discussions may need to be ongoing or periodically revisited to reflect changes in the person’s
condition or changes in their wishes.

It is not a legal requirement that people discuss their wishes or decisions with a healthcare
professional. An Advance Decision will not be invalid if the person completing it has not done so.

Making and implementing Advance Decisions: A toolkit for healthcare professionals



Part C: Advance Decisions in practice — helping a person to make an Advance Decision. 11.

Clarifying the person’s wishes

It is very important that an Advance Decision is clear so that it can be easily understood and
implemented at the time it is needed. A person may wish to include language that is ambiguous or
vague and you should support them to clarify what they mean by these words. For example, they
may wish to include terms such as ‘severe’, ‘serious’, or ‘unbearable’. This type of language can be
particularly difficult to interpret because each person may have different ideas about what constitutes
‘severe’, ‘serious’, or ‘unbearable’. You should therefore try to establish what situation they envisage
when they consider these words, and help them to use language which is less open to interpretation.

Whilst an Advance Decision can be written in layman’s terms, you may need to check that a person

has not included a description of a treatment that is medically unclear. For example they might have
stated that they want to refuse ‘nutrition’ in certain circumstances, which could mean food by mouth,
which is not a medical treatment. In this situation you could ask them if they actually meant clinically
assisted nutrition, such as through a PEG feed, intravenous drip or nasogastric tube, and if so check
if they also want to refuse clinically assisted hydration.

Another point that may need clarifying is whether or not the person has fully considered the situations
in which they want to refuse treatment. For example, they might have stated that they wish to refuse
life-sustaining treatment if they lose capacity to make decisions about their care following a stroke.

It could be helpful to ask if they have considered whether or not they would also want to refuse
life-sustaining treatment in other situations, such as if they have dementia or are in a continuing
vegetative state.

Recording the person's wishes

It is very important that the person’s Advance Decision is recorded on their medical records.?” This
helps to ensure that it is known about and can be communicated to others when it is needed. People
may also ask that you add a note of the fact that they have an Advance Decision to their Summary
Care Record.? As there is currently no centralised system of registration for Advance Decisions, it

is up to the individual themselves to make sure that the people who need to know are aware of their
Advance Decision.

www.compassionindying.org.uk
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Part D: Advance Decisions in practice — implementing an Advance Decision.

PART D: ADVANCE DECISIONS IN
PRACTICE - IMPLEMENTING AN
ADVANCE DECISION.

The decision-making pathway explained in this section is summarised in the pull-out flowchart at the
back of this toolkit.

When there is a decision to be made about medical treatment, the first thing that must be done is an
assessment of whether or not that person has capacity to make the decision in question. See page 5
for more information on assessing capacity.

Remember: You must always start by presuming that the person has capacity to make the decision
in question.?® A lack of capacity about one particular issue does not automatically indicate a lack of
capacity to make a decision on a different issue.

Has the person made an Advance Decision?

If it is decided that a person lacks capacity to make a decision about their medical treatment, you
should check whether they have made an Advance Decision.®

You should make reasonable efforts to check if they have made an Advance Decision by:

* contacting anyone the person has nominated to be consulted in decisions about their care or by
consulting anyone else close to them;

* checking their medical records;

* contacting their GP; and

* checking for a MedicAlert emblem — MedicAlert is an international charity specialising in the
transfer of medical data to healthcare professionals in emergency situations. People can register
their Advance Decisions with MedicAlert, and will wear a piece of jewellery containing the
international medical symbol and the words ‘has Advance Decision’, as well as MedicAlert’s 24-
hour telephone number.

Is the Advance Decision valid and applicable?

If it is established that an Advance Decision exists, once a copy is obtained, the next step is to check
whether it is valid and applicable. Remember that if it refuses life-sustaining treatment, it must meet
certain additional requirements to be valid.

&£ If the patient lacks capacity and a refusal of treatment is recorded in their notes or is otherwise
brought to your attention, you must bear in mind that valid and applicable Advance Decisions must
be respected. 99

General Medical Council®?
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Part D: Advance Decisions in practice — implementing an Advance Decision.

An Advance Decision refusing life-sustaining treatment, is valid if:

* the person was an adult when they made the Advance Decision (over 18);

* the person had capacity at the time they made the Advance Decision;

* the person was not subject to coercion or undue influence at the time of making the Advance
Decision;

* it includes an explicit statement which states that the Advance Decision is to apply even if the
person’s life is at risk;

* itis in writing;

* it has been signed by the person in the presence of a withess, and the witness has in turn signed
the Advance Decision;

* the person who made the Advance Decision has not withdrawn it at a time when they had
capacity to do so;

* the person has not made a Lasting Power of Attorney for Health and Welfare (LPA) after the
Advance Decision (see page 16 for more information on LPAs); and

* since making the Advance Decision, the person has not acted in a way that is clearly
inconsistent with the content of the Advance Decision.3?

An Advance Decision is applicable if:

* the person does not have capacity to give or refuse consent to the treatment in question;

* the treatment in question is the treatment specified in the Advance Decision;

* the circumstances in question are the circumstances set out in the Advance Decision; and

* there are no reasonable grounds to believe that circumstances exist that the person did not
or could not have anticipated at the time of making the Advance Decision, which would have
affected their decision.®

If you decide an Advance Decision is not valid or applicable

If the Advance Decision does not meet the criteria needed to be valid and applicable, it should still be
taken into account as evidence of the person’s wishes, values, beliefs and feelings.?® This information
has to be considered as part of the best interests decision-making process when any action is being
taken on behalf of someone who lacks capacity.®

If you have genuine doubts about the existence, validity or applicability of an Advance Decision,

you can provide treatment without incurring liability, as long as the treatment is in the person’s best
interests. In such situations, you should make clear notes explaining why you have not followed the
Advance Decision.*"

www.compassionindying.org.uk
Information Line: 0800 999 2434
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Part D: Advance Decisions in practice — implementing an Advance Decision.

POTENTIAL CHALLENGES IN IMPLEMENTING
AN ADVANCE DECISION

An Advance Decision may be worded too ambiguously

A person may have little knowledge of end-of-life conditions and treatments and subsequently write
an Advance Decision that does not provide clinically useful or clear instructions. If there is any
ambiguity in the way an Advance Decision is worded and the person has already lost capacity, they
will not be able to clarify the content.

Under the MCA, ambiguous Advance Decisions may not be applicable. If the refusal is not clear and
cannot be followed it may still provide an indication of the person’s wishes, in which case it should be
taken into account as part of a best interests decision-making process.

The Advance Decision may be worded too specifically

Conversely, if an Advance Decision describes a treatment or situation different to that which has
arisen, it may be unclear whether or not the decision should still apply. For example, a person may
refuse clinically assisted nutrition and hydration in the event that they have dementia, but give no
preference in the event that they have a stroke. In these circumstances, the Advance Decision may
not be applicable to the situation in question but again it may provide an indication of the person’s
wishes and if this is the case it should therefore be taken into account as part of the best interests
decision-making process.

The Advance Decision may not follow the person to other wards,
departments or care settings

People can be transferred to different wards or care settings many times during their care, for
example, between an emergency department, an intensive care unit, another ward and then to a care
home. If communication between the various professionals responsible for their care is not carefully
co-ordinated, then the existence of an Advance Decision may not be known. To avoid this happening
it is crucial that there are policies in place that ensure effective transfer and communication of a
person’s medical records, including whether or not they have an Advance Decision. There should

be clear systems for recording and communicating decisions (often electronic) and you should be
familiar with how these operate in your local area.®®

Family members may object to the content of the Advance Decision

Faced with the iliness of someone close to them, family members may urge healthcare professionals
to ignore an Advance Decision refusing life-sustaining treatment and act to sustain the person’s life.
However, under the MCA, a valid and applicable Advance Decision is legally binding and must be
followed, even if family members object. Family members in this scenario should have this explained
to them, and should be offered support in dealing with the situation.

Making and implementing Advance Decisions: A toolkit for healthcare professionals



Part D: Advance Decisions in practice — implementing an Advance Decision.

Healthcare professionals may have a conscientious objection to following
the person's instructions

Healthcare professionals with a conscientious objection to withholding or withdrawing treatment as
directed in a person’s Advance Decision do not have to act contrary to their beliefs.*® However, they
must not simply abandon their patients and have a duty to find another doctor who will comply with
their wishes.

The MCA Code of Practice advises that healthcare professionals with a conscientious objection
should make their views clear when the matter of the Advance Decision is initially raised.* Where
feasible, people with capacity should immediately be given the option of having their care transferred
to another healthcare professional. If the person lacks capacity, the healthcare professional should
make arrangements for their care to be transferred. If transferral of their care cannot be agreed, the
Court of Protection has the power to direct that a different healthcare professional takes responsibility
for them .+

There may be disputes over the Advance Decision

There is potential for disagreement about the validity and applicability of an Advance Decision.
Members of a multi-disciplinary team may interpret the person’s wishes, or the severity of their
condition, in different ways.

It is ultimately for the healthcare professional with overall responsibility for the person’s care when
the treatment is required to decide whether the Advance Decision is valid and applicable.#? In the
event of a disagreement about the validity and applicability of an Advance Decision, either between
healthcare professionals themselves or between healthcare professionals and those close to the
person, the senior healthcare professional must consider all the available evidence. All staff involved
in the person’s care and those close to the person should be given the opportunity to express their
views.®

The purpose of such discussions should not be to overrule the person’s Advance Decision but rather
to seek evidence concerning its validity and to confirm its scope and its applicability to the current
circumstances. Details of these discussions should be recorded in the person’s medical notes.*

As a last resort, where there continues to be genuine doubt or disagreement about the existence,
validity or applicability of an Advance Decision, a decision can be sought from the Court of
Protection.*

The Court does not have the power to overturn a valid and applicable Advance Decision.*¢ It does,

however, have the power to make declarations as to:

* whether a person does or does not have capacity to consent to or refuse treatment at the time the
treatment is proposed;

* whether an Advance Decision is valid; and

* whether an Advance Decision is applicable to the proposed treatment in the circumstances that
have arisen.*’

Information on when and how an application can be made is available from the Court of Protection.

www.compassionindying.org.uk
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Part E: Advance Decisions and Lasting Powers of Attorney for Health and Welfare.

PART E: ADVANCE DECISIONS AND
LASTING POWERS OF ATTORNEY
FOR HEALTH AND WELFARE.

The MCA also created a new legal tool called Lasting Power of Attorney (LPA), which replaced

the previous system of Enduring Powers of Attorney (EPA).#8 A Lasting Power of Attorney allows

a person to give someone they trust the legal power to make decisions on their behalf if they lack
capacity.*® The person who makes the LPA is known as the ‘donor’ and the person given the power to
make decisions is known as the ‘attorney’.*

There are two different types of LPA:
* An LPA for Property and Financial Affairs covers decisions about money and property.5
* An LPA for Health and Welfare covers decisions about health and personal welfare.%?

The type of LPA that is relevant in the context of Advance Decisions is the Lasting Power of Attorney
for Health and Welfare. Within this LPA the donor has to choose whether or not to give their attorneys
the power to give or refuse consent to life-sustaining treatment on their behalf.%

The relationship between an Advance Decision and an LPA depends on the order in which the
documents were made. Whichever was made more recently takes priority for dealing with the
decision in question. If a person made their Advance Decision affer they made an LPA, then their
attorney cannot override the Advance Decision.

If, however, the person has made an LPA after the Advance Decision, then the LPA will take
precedence and the attorney could choose to override the Advance Decision. In this circumstance,

if the decision in question concerns life-sustaining treatment, then you should look at the LPA
document to ensure that the donor had given their attorney power to make such decisions. You
should also check the document to see whether or not there is an instruction that states the attorneys
must follow the Advance Decision.

It is important to note that attorneys must also always act in a person’s best interests.

Case study:

Miss Hart appointed her brother, George, to be her attorney for health and welfare. A few weeks
later she also made an Advance Decision to refuse resuscitation if she had a heart attack, as she
was worried that George would not be comfortable carrying out her wishes. If she becomes ill in
the future, healthcare professionals should follow George’s decisions in almost all circumstances
because he is her attorney. However, if she has a heart attack, healthcare professionals must
follow her Advance Decision because this was made more recently. George cannot tell a
healthcare professional not to follow his sister’s Advance Decision.

If Miss Hart had appointed George to be her attorney AFTER making her Advance Decision, and
she had given him the power to make decisions about life-sustaining treatment, he would have the
power to tell the doctor not to follow her Advance Decision, as long as he was making this decision
in her best interests.

Making and implementing Advance Decisions: A toolkit for healthcare professionals



Part E: Advance Decisions and Lasting Powers of Attorney for Health and Welfare.

FURTHER GUIDANCE AND SUPPORT

Below is a summary of the guidance most relevant to Advance Decision making and implementation.
Healthcare professionals should also refer to this guidance to ensure they act within the law and in
accordance with best practice.

GMC Guidance on Treatment and Care towards the End of Life54

The GMC Guidance is designed as a framework to support healthcare professionals to address
issues at the end of life in a way that helps the needs of individual patients. It acknowledges that the
decision whether to withhold or withdraw treatment that may prolong a person’s life is one of the most
challenging decisions faced by healthcare professionals and is based on long-established medical
principles including respect for human life and care and respect for patients.

BMA Guidance on Advance Decisions>°

The BMA Medical Ethics Department has produced guidance on Advance Decisions including
advice for healthcare professionals involved in the making of an Advance Decision, and in assessing
their validity and applicability. The Guidance covers the reasons that patients may wish to make an
Advance Decision and any practicalities that need to be considered.

MCA Code of Practice®®

The Code of Practice provides practical guidance on implementing the Mental Capacity Act for
anyone that must have regard to its provisions including professionals and carers.

4 \
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Part E: Advance Decisions and Lasting Powers of Attorney for Health and Welfare.

ABOUT COMPASSION IN DYING

At Compassion in Dying we work to inform and empower people to exercise their rights and choices
around end-of-life care. Our vision is a world in which each individual gets the end-of-life care that is
right for them.

We believe everyone should be aware of their legal rights and choices when making decisions about
their treatment, including how to plan their wishes in advance in a legally binding way.

We support all people, whatever their faith or belief, to make their wishes clear at the end of life. Our
services support people who wish to have all available treatment at the end of life, as well as those
who wish to refuse it. We provide a dedicated information line and outreach support to the benefit of
over 12,000 people annually. We also provide training to healthcare professionals and community
groups and commission research into decision-making and end-of-life care.

Compassion in Dying was founded by the membership and campaigning organisation Dignity in
Dying in 2007. The two are sister organisations, and share a desire to see individual choice at the
heart of end-of-life decision-making. At Compassion in Dying, we support the uptake of existing legal
rights and are not involved in Dignity in Dying’s campaign for assisted dying for terminally ill, mentally
competent adults, within the last six months of life.
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DECISION-MAKING FLOWCHART.

Does the person have capacity to give or refuse consent to the medical treatment?

: Can they do all of these things?:

©« understand the relevant information
* retain the relevant information :
« use and weigh up that information as part of the process of making the decision :
« communicate the decision :

The person can give Has the person made an Advance Decision?
. orrefuse consentto
. the medical treatment

. themselves.

To find out you should consult people close to the person,
. check their medical records, contact their GP, check for a
MedicAlert emblem.

© s it valid, is it

. Has the person made a Lasting Power of Attorney
applicable? .

for Health and Welfare?

: (See overleaf)

Decide whether
: or not giving

Discuss the treatment
© with the attorney and

Zgllow the t?IOCK(rjnent why . the treatment is : follow their decision (as
5 D hnines ; De- - vance . in the person’s : long as they are acting
ooeen | ecsion s . best interests. © in the person’s best
........................ ‘' not valid or :

: person’s notes

. applicable in the

: This includes

© considering any

. expressed wishes
. of the person,

© their values and

. beliefs and the

. views of any other
: relevant people.

. interests).

: If the decision that needs
. to be made concerns

. life-sustaining treatment,
: check the LPA document
. to ensure the attorney :
© has the authority to make :
. decisions about life- :
. sustaining treatment.

COMPASSION  \,ww.compassionindying.org.uk
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IS THE ADVANCE DECISION
VALID AND APPLICABLE?

Once it is established that a person who lacks capacity has an Advance Decision, the next step is to check
whether it is valid and applicable. If it refuses life-sustaining treatment, it must meet certain requirements
to be valid.

An Advance Decision refusing life-sustaining treatment, is valid if:

* the person was an adult when they made the Advance Decision (over 18);

* the person had capacity at the time they made the Advance Decision;

* the person was not subject to coercion or undue influence at the time of making the Advance Decision;

¢ it includes an explicit statement which states that the Advance Decision is to apply even if the person’s
life is at risk;

* itis in writing;

* it has been signed by the person in the presence of a withess, and the witness has in turn signed the
Advance Decision;

* the person who made the Advance Decision has not withdrawn it at a time when they had capacity to
do so;

¢ the person has not made a Lasting Power of Attorney for Health and Welfare (LPA) after the Advance
Decision; and

* since making the Advance Decision, the person has not acted in a way that is clearly inconsistent with
the content of the Advance Decision.

An Advance Decision is applicable if:

* the person does not have capacity to give or refuse consent to the treatment in question;

* the treatment in question is the treatment specified in the Advance Decision;

* the circumstances in question are the circumstances set out in the Advance Decision; and

* there are no reasonable grounds to believe that circumstances exist that the person did not or could not
have anticipated at the time of making the Advance Decision, which would have affected their decision.
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COMPASSION  CONTACT US.
IN DYING.

SUPPORTING YOUR CHOICES Compassion in Dying

181 Oxford St
London
W1D 2JT

© 0800 999 2434
@ info@compassionindying.org.uk
O www.compassionindying.org.uk

© www.facebook.com/compassionindying
O @agooddeath
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