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Outline

• Revision of basic principles

• Relevance to palliative care decision 

making



Basic Principles

• MCA 2005 relevant to England and Wales

• Mental Capacity law in some form is present 
in most jurisdictions 

• Core feature is to protect and uphold the right 
to personal autonomy

Over his or her own body and mind, the 
individual is sovereign (John Stuart Mill, On 
Liberty, 1859). 



Medical Treatment 

"An adult patient who…suffers from no mental incapacity 
has an absolute right to choose whether to consent to 
medical treatment, to refuse it or to choose one rather 
than another of the treatments being offered… This right 
of choice is not limited to decisions which others might 
regard as sensible. It exists notwithstanding that the 
reasons for making the choice are rational, irrational, 
unknown or even non-existent.“

Re T (Adult: Refusal of Treatment) [1993] Fam 95 at 102 
Lord Donaldson

http://www.bailii.org/ew/cases/EWCA/Civ/1992/18.html


“The general law on mental capacity is, in my judgment, 

clear and easily understood by lawyers.  Its application to 

individual cases in the context of a GP surgery, a hospital 

and especially in an intensive care unit is infinitely more 

difficult to achieve”

Butler Sloss, Re B 2002



Section 1:

(2) A person must be assumed to have

capacity unless it is established that he

lacks capacity.

(3) 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.

(4) A person is not to be treated as unable

to make a decision merely because he

makes an unwise decision*.

…/

MCA 2005 
Section 2: People who lack capacity 

(1) For the purposes of this Act, a person lacks 

capacity in relation to a matter if at the material 

time he is unable to make a decision for himself 

in relation to the matter because of an impairment 

of, or a disturbance in the functioning of, the mind 

or brain…..

(2) It doesn’t matter whether the impairment is 

permanent or temporary

(3) A lack of capacity cannot be established merely 

by reference to a persons age or appearance, a 

condition of his, or an aspect of his behaviour, 

which might otherwise lead others to make 

unjustified assumptions about his capacity 

(4) …any question whether a person lacks capacity 

within the meaning of the Act must be decided on 

the balance of probabilities

(5) No power which a person (“D) may exercise 

under this Act…is exercisable in relation to a 

person under 16.



Section 3: Inability to make decisions

1.For the purposes of section 2, a person is unable to 

make a decision for himself if he is unable:  

a) To understand the information relevant to 

the decision

b) To retain that information

c) To use or weigh that information as part 

of   the process of making the decision, 

or

d) To communicate his decision (whether by   

talking, using sign language or any other 

means)

Capacity Assessment – a single test

• Is the person unable to make a 

decision? If so,

• Is there an impairment or disturbance? 

If so,

• Is this due to the impairment or 

disturbance? (‘the causative nexus’*)

NB. The test is not whether the person’s decision 

making ability is impaired, but rather whether the 

person is rendered unable to make the decision

(Re SB (A Patient: Capacity to Consent to Termination) [2013] 

EWHC 1417 (COP) at [38] )

“there must be a causative nexus between the impairment, and the inability”
NCC v PB [2014] EWCOP [89]

http://www.bailii.org/ew/cases/EWCOP/2013/1417.html


What does this look like in 

practice?



King’s College NHS Foundation 

Trust v C and V [2015] EWCOP
• Woman in her 50s presents to King’s after an overdose

• Medically, reasonable expectation of full recovery

• After initially accepting treatment, refuses further dialysis as she 
feels that she has “lost her sparkle” and is frightened of being “ugly 
and poor”

• Two Professors of Psychiatry judge that her behaviour is consistent 
with a narcissistic or other personality disorder, and that she lacks 
capacity to consent to treatment

• The Court is asked to consider whether she has capacity, or in the 
words of the Guardian:

How unconventional, selfish and bloody-minded can a person be 
before they are deemed to have a mental disorder?

The Guardian

https://www.theguardian.com/law/2015/dec/04/psychiatrists-doctors-keen-labels-woman-c-died-refusing-treatment


King’s College NHS Foundation Trust 

v C and V [2015] EWCOP

“a person cannot be 

considered to be unable to 

use and weigh information 

simply on the basis that he 

or she has applied his or her 

own values or outlook to that 

information in making the 

decision in question and 

chosen to attach no weight 

to that information in the 

decision making process”.



Palliative Care Decision Making under 

S.3 MCA 2005

• Why might a person diagnosed with a life 

threatening illness be unable to make a decision? 

• At what point do those reasons cross the 

threshold to incapacity, under the MCA 2005? 



Palliative Care Decision Making under 

S.3 MCA 2005

• Why might a person diagnosed with a life threatening 
illness be unable to make a decision?

- Physical: related to disease or treatment

- Psychological: ambivalent, overwhelmed, depression, anxiety, co-existent mental health

- Social: Coercion*, undue influence, financial, co-dependency

- Spiritual: placing faith in God, waiting for spiritual guidance, conflict between beliefs and 

medical systems (e.g. blood transfusions)

• At what point do those reasons cross the threshold to 
incapacity, under the MCA 2005? 



Case Study 1: Weighing Up 

A 42 year old woman is diagnosed with motor neurone 

disease. She presents to A&E having taken an 

substantial overdose of paracetamol, expressing a 

wish to die. She understands that if the overdose is not 

treated, she will die. She feels that her life no longer 

has meaning or quality, and that  she wants to exert 

some control over the manner of her death. Her 

partner feels that she is depressed.



Medical treatment: the general rules

19.[…] It is not lawful to treat a patient who has capacity and refuses
that treatment. Nor is it lawful to treat a patient who lacks capacity if he
has made a valid and applicable advance decision to refuse it: see
2005 Act, sections 24 to 26. Nor is it lawful to treat such a patient if he
has granted a lasting power of attorney (under section 10) or the court
has appointed a deputy (under section 16) with the power to give or
withhold consent to that treatment and that consent is withheld; but an
attorney only has power to give or withhold consent to the carrying out
or continuation of life-sustaining treatment if the instrument expressly
so provides (section 11(8)) and a deputy cannot refuse consent to such
treatment (section 20(5)).

Aintree v James [2013] UKSC 67 per Lady Hale 



Except…



Desire for Hastened Death associated 

with severe depression 

N = 44

No DFHD = 
34

1/34 
evidence of 
depression

33/34 no 
evidence of 
depression

DFHD = 10

10/10 
evidence of 

severe 
depression

Brown et al, Am J Psychiatry 1986

N = 200

Pervasive 
wish to die = 

9%

Depression 
= 58.5%

No 
depression 

= 41.5%

No wish to 
die = 91%

Depression 
= 7.7%

Chochinov et al, Am J Psych 19



What happens when you treat the 

depression?

• 372 patients with advanced AIDS

• DfHD strongly associated with depression
compared with non depressed group (n=64)

• DfHD reduced dramatically in those who
responded to antidepressants but little change
if no response to AD treatment

Breitbart et al, Psychosomatics 2010



Desire for Hastened Death

Multidimensional 
suffering

Loss of self and 
fear

Overwhelming 
distress

DFHD as ‘exit plan’ from suffering and 

means of exerting control

What lies behind the Wish to Hasten Death? A Systematic review and Meta 

Ethnography from the Perspective of Patients (Monforte-Royo et al, 2012)



Doctrine of Necessity

Healthcare professions can and should do what is

immediately necessary in the defined emergency to

prevent a serious deterioration in either physical or

mental wellbeing; there must be no treatment past the

point of crisis



Case Study 2

A 21 year old patient, still living at home, with metastatic bowel 

cancer and perforated bowel wants to self discharge to travel 

overland for experimental treatment in Warsaw (heavily 

influenced by her mother) 

Understands that she is likely to die en route, cannot access 

pain relief regularly and treatment may not be possible, but 

“cannot let my family down, it is their only hope”

The medical team have determined that she has “full capacity” to 

make this decision



• “the presumption of capacity …is widely 

misunderstood by those involved in care. It is 

sometimes used to support non intervention or poor 

care, leaving vulnerable adults exposed to risk of 

harm. In some cases this is because professionals 

struggle to understand how to apply the principle in 

practice. 

Mental Capacity and Vulnerable Adults



Duress and Undue Influence

• A person may appear to have mental capacity may have their ability to 

give true consent impaired if they are under constraint, coercion or 

undue influence. This may occur due to:

– Eroded confidence

– Fear of reprisal or abandonment 

– Sense of obligation 

– Cultural factors 

– Power relationships 

• Be aware that a person may experience duress or coercion by 

professionals e.g. in mental health settings 



The problem of the third party…
• Is the incapacity –

– Due to impairment/disturbance in mind or brain? PC v NC and City of York Council [2013] EWCA Civ 478

OR,

– Inability to take the material decision because of the actions or presence of a third 

party? LB Redbridge v GC [2014] EWCOP 485

• If the person has capacity but they are vulnerable and at the mercy of a 

third party, than the COP has no role – it is the High Court exercising 

inherent jurisdiction. 

• Existing tools for addressing coercive behaviour in the context of adults at 

risk are (aside from local  safeguarding teams!): 

– S. 76 Serious Crime Act 2015

– Modern Slavery Act 2015

– Domestic Violence Protection Notices/Orders

– Court of Protection

– Inherent Jurisdiction of the High Court 



Case Study 3
• 72 year old woman with severe rheumatoid arthritis, presents with

stridor and vocal cord palsy

• Emergency tracheostomy performed in best interests whilst in extremis

• On recovery, refuses NG feeding, and requests tracheostomy tube and
NG removal

• She is partially deaf, and uses a white board to communicate

• The patient accepts that she is likely to die, but just wants to eat ice
cream. Her daughter feels that she doesn’t understand the
consequences of her decision.

• The ENT surgeons feel that her prognosis may be measured in years

What do you do?



How much understanding?

• P only needs to understand the “salient factors” and it is “not necessary for 
the person to comprehend every detail of the issue”   LBJ v RYK [2010] EWHC 2664 at 

[58] and Re JB

• The level of understanding must not be set too high: PH and A Local Authority v Z 

Limited and R [2011] EWHC 1704 

• The assessor must provide the person with detailed options (and support to 
understand them) so that their ability can be fairly assessed CC v KK v STCC [2012] 

EWHC 2136 – not trying to assess ability to grasp concepts but rather help them 
to understand the information relevant to the decision, and foreseeable 
consequences 

• A person cannot be forced to undergo a capacity assessment (MCA Code 
4.59), but a refusal to engage in an assessment may be relevant to the 
assessment (W NHS Trust v P [2014] EWHC 119)



Insight
1.4.24   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.

“[M]edical practitioners’ assumptions about lack of insight can 

inhibit meaningful dialogue, exaggerating inequalities between 

people’s experiential knowledge and the scientific knowledge base 

of practitioners.”
Morant et al. (2015)



– Who is the decision maker

– What is the decision 

• Is it time critical?

• Could it wait until the person regains capacity?

– What is the information that is relevant to the decision ‘the salient 

factors’ 

– What is the information that is irrelevant to the decision 

• ?funding/availability of beds

– Location and timing 

– Who should be present 

• Values and assessment, especially in the context of ‘using and weighing’: 

King’s College Hospital NS Foundation Trust v C [2015] EWCOP 80

Capacity Assessments: Getting it Right



Why is it difficult?

• The law imposes a dichotomy on a spectrum

• The law focuses on cognitive abilities (use/weigh/retain)
where in practice emotional ambivalence may provide more
difficulty

• The law acknowledges that capacity may fluctuate but can be
difficult to determine when to intervene

• The law is clear that people have the right to make a decision
for any reason, or no reason at all, but in practice it can be
difficult to decide how much weight to give unusual beliefs
that can impair ability to evaluate relevant information

• The law defines DMC as decision specific, but in practice
there is a risk of unwittingly adopting a status or diagnosis
based approach to determining DMC e.g. FTD



Reading/Tweeting List 



“The operating is the easy 
part…by my age you realise 
that the difficulties are all to do 
with decision making”

Questions?

caroline.barry@nnuh.nhs.uk
@drcarolinebarry

mailto:Caroline.barry@nnuh.nhs.uk

