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Structure of talk

1. The national context: ADRTs in England & Wales

2. Factors influencing low uptake in England & Wales

3. Some suggestions for change



What is an ADRT in England & Wales?

“Living will”

Mental Capacity Act (2005) Ss. 24-26

“Advance decision” means a decision made by a person (“P”), after he has 
reached 18 and when he has capacity to do so, that if—

(a) at a later time and in such circumstances as he may specify, a specified 
treatment is proposed to be carried out or continued by a person providing 
health care for him, and

(b) at that time he lacks capacity to consent to the carrying out or 
continuation of the treatment, the specified treatment is not to be carried 
out or continued. (24(1)) 



Format

* No standard form

* Does not require a solicitor

* If it refuses LSTs, it must be in writing & signed 

* Signature must be witnessed (no restrictions on who can witness)

* Must also include statement (to the effect that) “I maintain this 
refusal even if my life is shortened/at risk”

* Does not require a declaration of mental capacity



Key distinctive features

* Covers treatment refusal only (not treatment requests)

* Does not include possibility of nominating an alternative decision-
maker (proxy, surrogate, substitute) – this requires separate legal 
provision (Lasting Power of Attorney for Health & Welfare)

* Next-of-kin have no automatic decision-making rights (and cannot 
overrule an ADRT)

* Absent an ADRT, decisions must be in patient’s ‘best interests’ 
(not substituted judgement)

* No provision for assisted dying



Status

* An ADRT is legally-binding (not just advisory) – advance refusal 
treated as equivalent to contemporaneous refusal

* Important in context where the default situation is to give/continue 
medical treatment, and where treatment is free at the point of 
delivery (NHS)

* Also in context where ‘over-treatment’ is a contemporary issue (e.g. 
BMJ ‘Too much medicine’ campaign; concerns about non-beneficial 
treatment at end-of-life)



Uptake of ADRTs in England & Wales

* Only 4% of people in England & Wales have an ADRT or LPA (YouGov polls
2013 & 2014 for Compasssion in Dying. Latest report (2015) available at: 
https://compassionindying.org.uk/library/plan-well-die-well/) 

* Compares with 10-20% in other Western European countries (Evans et al, 
2012) & 20-30% in USA (Hickman et al, 2005)

* Current uptake: strongly-motivated individuals who know what they want 
(my work with Compassion in Dying & Advance Decisions Assistance)  



Explaining low uptake: 7 key factors

1. Psychological barriers

2. Lack of public knowledge

3. Confusion with other types of end-of-life provision

4. Ignorance of health & care professionals

5. Lack of support for making ADRTs

6. Misleading media representations

7. Lack of belief that that an ADRT will ‘work’



1. Psychological barriers

* Reluctance to talk about death: avoidance & procrastination widely-
documented (e.g. Hirschman et al, 2008; Sachs et al, 1992); also: 
superstition, ‘too soon’/’not ill’ (Pollack et al, 2010; van Wijmen et al, 
2010)

* Reasons for not wanting an ADRT:
◦ - religious or ideological objections: leave it to god/fate (Douglas & 

Brown, 2002;  Schickedanz et al, 2009)
◦ - happy to let someone else decide: doctors/proxy (Volker & Wu, 2011)
◦ - don’t want to make decisions now for future incapacitated self 

(prioritise ‘experiential’ over ‘critical’ interests: Dworkin’s (1994) ‘happy 
dementia patient’)



ADRTs not for everyone –
but particularly useful for:

People who want to refuse specific medical treatments:
◦ e.g. blood products (Jehovah’s Witnesses)

◦ e.g. CPR (e.g. frail elderly)

People who want to avoid specific medical conditions:
◦ e.g. a prolonged disorder of consciousness: 

◦ 82% of people would not want to be kept alive in a PVS – yet up to 16,000 are (YouGov, 2013; PostNote 489, 2015)

◦ e.g. advanced dementia
◦ condition which most-commonly prompts an ADRT (Schiff et al, 2000; also Albers et al, 2011 in Netherlands)

People who especially value autonomy & independence at end-of-life:
◦ e.g. callers to Compassion in Dying helpline (Wilkinson, 2013); ADA clients



ADRT also alternative to
appointing a proxy (LPA):

* When person has nobody they know or trust to make decisions on their behalf

* When person believes that family members would not respect their treatment-refusal 
wishes (e.g. ‘not ready to let me go’)

* When person wants to protect loved ones from ‘burden’ of involvement in medical 
decision-making on their behalf

[NB  ADRT need not be an alternative – can have both ADRT & LPA]



Example of ‘simple’ ADRT 
(for disorders of consciousness only)

“I refuse all medical treatments aimed at prolonging or artificially sustaining my life - including, but 
not limited to, clinically-assisted nutrition and hydration - if I am in a prolonged disorder of 
consciousness and have been so for at least 4 weeks.

I maintain this refusal even if my life is shortened as a result.” 

Valid if signed, witnessed & has accompanying statement (to the effect of) “I maintain this refusal 
even if my life is shortened/at risk”

Applicable under circumstances specified



2. Lack of public knowledge

* No government promotion or public education in England & Wales 

* People simply don’t know that making an ADRT is a possibility

* Many people believe myth that next-of-kin have decision-making power  
(enough that ‘they know what I want’)



3. Confusion with other types of 
end-of-life provision

People may think they already have an ADRT (or equivalent) 
because:

* Advance Care Planning occurs across England & Wales
◦ (typical tools: ‘Advance Statement/Wishes’, ’The Pony Book’)

* Have completed a DNACPR form (or TEP, or – more recently – a
ReSPECT form) 

NONE OF THESE IS LEGALLY-BINDING



Typical ACP tools
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Other forms



4. Ignorance of health & care 
professionals

* ADRTs not routinely included in training

* Knowledge of ADRTs of relevance to very wide range of health & 
care professionals

* ADA has trained:

GPs, intensivists, clinical psychologists, ambulance services, nurses, 
hospice and care home staff, advocates …



Examples of misconceptions

Common misconceptions about scope of ADRTs & who can make them:

* Must refuse all treatments, or none (can’t be selective)

* Can’t refuse treatments unless terminally ill

* Can’t make an ADRT if have mental health problems (esp. depression) 

Common misconceptions about process of creating an ADRT & its subsequent validity:

* Must include a declaration of mental capacity

* Witnesses can’t be relatives

* An ADRT is no longer valid after 1/2/5 ... years

* Health professionals don’t need to comply with an ADRT if not in patient’s best interests 



5. Lack of support for making ADRTs

* Not integrated into the healthcare system (nobody’s job)

* Occasionally done (badly) by solicitors

* Largely left to charities:

◦ Compassion in Dying

◦ Advance Decisions Assistance



Compassion in Dying - online tool:
https://mydecisions.org.uk



ADA - ‘case studies’ & 1-to-1s:
http://adassistance.org.uk



Other key features

* Move away from ‘tick box’ forms

* Facilitated conversation about values, wishes, feelings & beliefs

* Raise ‘future self’ issues if appropriate

* Accompany ADRT with an ‘advance values statement’ (+ve feedback from heathcare providers)

* Attempt to ‘future proof’ (going well beyond law)



6. Misleading media representations

A recent example:

Mr. Justice Jonathan 

Baker’s lecture at the 

University of Oxford, 

October 2016



Reports



Consequences

Anxious phone calls and emails from ADA clients – e.g.

“I wondered if what is said here [in Daily Mail] really does ‘strike 
down the Mental Capacity Act’?  If this article is accurate … or has 
any sway it is a bad day for Advance Decisions.”



Correcting media misrepresentations: 
via Twitter



Correcting media misrepresentations: 
Compassion in Dying statement



Correcting media misrepresentations: 
Alex Ruck Keene blog



7. Lack of belief that an ADRT 
will ‘work’

* Confusion between treatment-refusal & euthanasia (worry 
treatment-refusal might be illegal)

* Lack of trust that doctors will respect treatment-refusal 
(sometimes: ‘counter to Hippocratic Oath’)

* How will anyone know I’ve got one? 
◦ Get placed on medical records
◦ Other ad hoc solutions (e.g. multiple copies; Lions’ ‘Message in a bottle’ 

scheme; MedicAlert & SOS jewellery)



Suggestions for change

* More public awareness-raising 

* More – and systematic - professional training

* Focus on supporting those who do want ADRTs to write them (rather than a 
blanket attempt to increase uptake)

* Normalisation of ADRTs (so not just end-of-life)

* Create central registry for ADRTs

* Harmonise legal provision across UK - & across Europe (see Council of Europe
Recommendation (2009) 11)

* Court judgements on assault following treatment-provision counter to an ADRT 
(preferably with damages)



Questions/discussion

Contact details:

sue.wilkinson@york.ac.uk

ADA:

info@adassistance.org.uk

Website: http://adassistance.org.uk


