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Many of us lose the capacity to make
our own decisions at the end of life
You don’t have mental capacity to make a decision
(according to the Adults with Incapacity (Scotland) Act
2000 if:
(1)
You have a mental illness, learning disability or
related condition, or an inability to communicate
which ...
(2)
... means that you can’t understand, make,
communicate or remember a decision
Lack of capacity could be caused by:
•
sudden brain injury (e.g. stroke, heart attack, falls,
road traffic accident),
•
progressive disease (e.g. advanced dementia,
advanced Parkinson’s),
•
psychological factors (e.g. depression, needle phobia),
•
medically induced (e.g. sedation to manage pain).
May be temporary or permanent
If you don’t have capacity to make serious medical
decisions you cannot request medical aid in dying

AgeScotland

Family experience: Polly Kitzinger
• Catastrophically brain injured in a
car accident in 2009.
• Family members all believed she
have refused treatment if she
could, given prognosis
• Medical treatment delivered for
years in vegetative + minimally
conscious state
• Survives with profound multiple
physical + neurological disabilities
+ with quality of life she would
not have considered worthwhile
• Not able to make a decision about
‘assisted dying’ even if it were
lawful – cannot understand or
remember what has happened,
what future holds or weigh up
pros and cons of ending her life. Is
not terminally ill.
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Assisted Dying would not help Polly or
others like her without “capacity”
• Advance Directives are designed to solve a
DIFFERENT problem from Assisted Dying
• Assisted Dying is about someone with a terminal
illness and with medical capacity making a
decision to end their lives (actively via
medications)
• Advance Directives are for if/when you can’t make
that decision because you don’t have mental
capacity to do so anymore. You may not have a
terminal illness (Polly does not). It’s about refusing
medical treatments (with the result that you might
die) – not requesting active intervention to cause
death.
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Coma and Disorders of Consciousness
Research Centre - cdoc.org.uk
at Cardiff University

- e-learning

Online Resources:
for Health Professionals (click here)
• Free online learning
resources
• Currently developing one
on life-sustaining
treatments
• Member of British
Medical Association
Core Group on Clinically
Assisted Nutrition &
Hydration

Co-founder of charity:
ADA – Advance Decisions Assistance
Website: www.ADassistance.org.uk

Focus on 1-to-support with creating Advance Decisions

Adviser for Compassion in Dying (compassionindying.org.uk) excellent online resource tool for making advance decisions
mydecisions.org.uk
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• Report commissioned by
Public Policy Institute for
Wales
• Click here
• Very low uptake in Wales
(2%) as in England (4%) –
explored reasons for this
+ suggestions for
improving understanding
and uptake.

Info + Support on making Advance
Directive in Scotland
• Click here
• If that doesn’t work – paste this url into your
browser:
https://compassionindying.org.uk/makingdecisions-and-planning-yourcare/scotland/advance-directives/
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Practical tools that would have helped
Polly – and are already lawful
• Advance Decision/Directive (refusing treatment)
• Advance values statement explicitly saying what (for Polly)
constituted ‘quality of life’
• Welfare Power of Attorney (to make health + welfare
decisions on P’s behalf)
• Financial Power of Attorney (to deal with bills, bank
accounts, savings, house sale)
• Social media will (Facebook etc)
• (She had made a will + completed an organ donation form)
• “Next of Kin” do NOT have decision-making rights
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Practical tools that would have helped
– and are already lawful
• Advance Decision/Directive (concerning treatment
refusal)
• Advance values statement explicitly saying what (for
Polly) constituted ‘quality of life’
• Welfare Power of Attorney (to make health + welfare
decisions on P’s behalf)
• Financial Power of Attorney (to deal with bills, bank
accounts, savings, house sale)
• Social media will (Facebook etc)
• (She had made a will + completed an organ donation
form)
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Practical tools that would have helped
– and are already lawful
• Advance Decision/Directive (concerning treatment
refusal)
• Advance values statement explicitly saying what (for
Polly) constituted ‘quality of life’
• Welfare Power of Attorney (to make health + welfare
decisions on P’s behalf)
• Financial Power of Attorney (to deal with bills, bank
accounts, savings, house sale)
• Social media will for digital legacy (Facebook etc)
• She had made a will + completed an organ donation
form
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Sheila Kitzinger

Warning: Do NOT use this as a model!

Sheila Kitzinger
• Birth plans & planning
for death
• Home birth & home
death
Died at home with cancer
11 April 2015
How to plan for a Good Death – article about
13 here
our mother’s death in The Guardian – click

Why would anyone refuse medical treatments?
• To bring their life to an end when life is no longer
worthwhile (e.g. no feeding tube, no artificial
ventilation, no life-prolonging treatment) – may have
‘choice to live’ for years/decades
• Because treatment
…. Is futile - merely prolongs the dying process
…. is burdensome (e.g. CPR, chemotherapy,
dialysis, surgery)
…. is non-beneficial.
• Religious reasons (e.g. Jehovah’s witnesses)
• Horror at particular treatments.
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Definition of Non-beneficial
treatments

Cardona-M orrell et al 2016 International Journal for Quality in Healthcare
https://academic.oup.com/intqhc/article-abstract/28/4/456/2594949/Non-beneficialtreatments-in-hospital-at-the-end?redirectedFrom=fulltext

Very common for non-beneficial
treatments to be given to older adults
(60yrs+) in last 6 months of life
• Around 1 in 3 patients receive treatments that
are not beneficial to them near end of life
• 28% get CPR in last 6 months of life
• 42% are treated in ICU
• 30% - dialysis, radiotherapy, transfusions etc.
• 33% get chemotherapy in last 6 weeks of life
‘Realistic medicine’ (Catherine Calderwood, Chief Medical Officer for Scotland)

Adults with Incapacity (Scotland) Act 2000
Code of Practice
“An advance statement which specifically
refuses particular treatments or categories of
treatment is called an 'advance directive'. Such
documents are potentially binding. When the
practitioner contemplates overriding such a
directive, appropriate legal and ethical guidance
should be sought.” (para. 2.30)

What is an advance directive?
• Extends your absolute right to refuse treatments
• A record of your decision to refuse particular treatments
– made at a time when you have the mental capacity to
make this decision for when you can no longer make or
communicate such decisions.
• Used to be called ‘Living Wills’
• ‘Advance Directives’ in Scotland; ‘Advance Decisions’ in
England & Wales
• Referred to as ‘advance healthcare directive’ on NHS
Scotland DNACPR form (v. 29/08/2016)
• Also different from Advance Statement - used in
Scotland for advance planning for treatment for mental
illness, click here (different usage in England)

Grounded in ‘human rights’ +
individual autonomy
• Often expressed in terms of ‘rights’ not ‘compassion’
• NOT ”shared decision making”
• NOT the same as Advance/Anticipatory Care Plan,
Treatment Plan, Palliative Care Summary, Key
Information Summary (KIS), Shared Care and Support
Plan, DNACPR notice, ReSPECT, Power of Attorney
• NOT to be confused with booklets like “My Thinking
Ahead and Making Plans Booklet” (referenced in Grasping
the Nettle, Mark Hazelwood, Scottish Partnership for Palliative
Care )
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Some people WANT
Advance Directives but aren’t being given
opportunity to make them in NHS
• Lots of talk about persuading people to talk about
death + dying, how to encourage people to make
EOL plans….
• People who WANT to refuse treatments + have
no problems in talking about death are falling
through the NHS net (“rugged individualism”)
• People with dementia diagnoses, Parkinson’s,
MND and COPD are about 50% of our clients.
Why are health professionals not picking this up?
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• Talking about death is a start
• Telling family, friends, doctors what you want and
do not want at the end of life is a start
• Writing this down in a care plan or “My thinking
ahead and making plans booklet” is a start.
• Legal documentation – Advance Directives and
Power of Attorney (combined with these
conversations and written plans) is likely to be
most effective in ensuring non-treatment.
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Example of Advance Directive [1]

Seeking to avoid PVS/MCS/profound disability
“I refuse all medical treatments aimed at prolonging or artificially
sustaining my life (including but not limited to clinically assisted nutrition
and hydration) if:
(a) I am in a prolonged disorder of consciousness (vegetative or
minimally conscious) and have been so for at least 4 weeks
and
(b) there is little prospect of recovery to a quality of life that I consider
worthwhile (see attached values statement) in the opinion of two
appropriately qualified doctors.
I maintain this request even if my life is at risk.”
A legally binding document in England and Wales if signed, witnessed & has
accompanying statement (‘magic sentence’!) to the effect of “I maintain
this request even if my life is at risk”
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Example of Advance Directive [1]

Seeking to avoid PVS/MCS/profound disability
“I refuse all medical treatments aimed at prolonging or artificially
sustaining my life (including but not limited to clinically assisted nutrition
and hydration) if:
(a) I am in a prolonged disorder of consciousness (vegetative or
minimally conscious) and have been so for at least 4 weeks
and
(b) there is little prospect of recovery to a quality of life that I consider
worthwhile (see attached values statement) in the opinion of two
appropriately qualified doctors.
I maintain this request even if my life is at risk.”
A legally binding document in England and Wales if signed, witnessed & has
accompanying statement (‘magic sentence’!) to the effect of “I maintain
this request even if my life is at risk”.
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Accompanying Advance (Values)
Statement (extracts)
• “By ‘recovery to a quality of life that I regard
as worthwhile’ I mean a return to normal
independent living.”
• “A worthwhile life, for me, is to be able to be
actively involved in bringing up my daughter,
and being able to go back to work.”
• “The quality of life I would want is being able
to recognize my family and friends and to take
pleasure from their company.”
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Example of AD [2]
Refuses only CPR

“I refuse cardio-pulmonary resuscitation (CPR) under
all circumstances. I maintain this refusal even if my
life is shortened as a result.”
Signature: _________ Name: _____________
Witnessed: _____________
Date:_______________
This would be a legally binding refusal in England and
Wales. (Clear refusal, ‘magic sentence’, signature +
witness).
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Cardiopulmonary resuscitation:
NHS Scotland forms
• DNACR form NHS
Scotland requires reason
for decision
• Section A: “CPR will not
be successful + is not a
treatment option for this
patient”
• Section B: CPR could be
successful but the likely
outcome would not be of
overall benefit to the
patient... (next slide)

Example of AD [3]
(extract)

Refuses ALL life-prolonging treatments

• “I refuse ALL medical treatment or
procedures/interventions aimed at prolonging
or artificially sustaining my life. I maintain this
refusal of treatment in the hope that my life
will be shortened as a result.”
(Extract from
Avril Henry’s
AD- used with
permission)

Extract from advance (values)
statement
My long, happy, productive life is more than
‘complete’. Aged 80, I now live alone in
incurable, unbearable pain (which cannot be
relieved by opiates which render me
dangerously dopey and incapable) and with
crippling and progressive disabilities.

Avril Henry
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What treatments can be lifeprolonging?
•
•
•
•
•
•
•
•
•
•
•

CPR
artificial ventilation
antibiotics for life-threatening infection
artificial nutrition + hydration (feeding tube)
physiotherapy
chemotherapy
dialysis
implantable cardioverter defibrillator (ICD)
insulin
your current medications?
Preventative medicine (investigations, routine screening,
influenza jabs)?
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Problems of Implementation in
England and Wales
•
•
•
•
•
•
•
•

Ignorance
Misinformation
Badly drawn up Advance Decisions
Professionals who think law doesn’t
apply to them (home care agencies,
life-guards)
DNACPR confusion
‘Capacity’ confusion
Misplaced Advance Decisions
(Brenda Grant out-of-court award
£45k)
Conscientious objections (often
undeclared)
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Opportunities with amendments to
Adults with Incapacity (Scotland) Act
• Ensure statute states that advance refusals are legally
binding (i.e. “the decision has effect as if he had made it, and had had
capacity to make it, at the time when the question arises whether the
treatment should be carried out or continued.”)

• Advertise them – so public know they can make them.
• Educate doctors (GPs, intensivists) + ambulance staff +
publics (incl. relationship with DNACPR)
• Provide support for making them
• Require a capacity statement?
• Create a national (accessible) repository
• Procedures for updating and revising advance directives
• Address conscientious objection explicitly
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Info + Support on making Advance
Directive in Scotland
• Click here
• If that doesn’t work – paste this url into your
browser:
https://compassionindying.org.uk/makingdecisions-and-planning-yourcare/scotland/advance-directives/
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QUESTIONS + COMMENTS
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