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9.30 – 9.40:  Introduction/ Lambeth SAB MCA Good Practice Guide
David Rowley, Lambeth Safeguarding Adults Board, MCA Subgroup

9.40 - 10.00: Overview of the MCA in Practice
Dr Isabel McMullen, Consultant Psychiatrist, South London and Maudsley NHS FT

10.00 – 10.30: MCA – local good practice
Dental Department, Kings College Hospital and Fairlie House Nursing Home, West Norwood.

10.30 – 11.00: Advance Directives in Mental Health 
Dr Lucy Stephenson, Clinical Research Associate, South London and Maudsley NHS FT/  Kings 
College London

11.00 – 11.15:  Refreshment Break

11:15 – 12:30: Best Interest Decision Making - Law and Best Practice 
Alex Ruck-Keene, Barrister, 39 Essex Street Chambers

12:30 – 13:30:   Lunch







The Mental Capacity Act:
A Clinician’s Perspective

Dr Isabel McMullen

Consultant Liaison Psychiatrist 

King’s College Hospital/South London and Maudsley NHS Foundation Trust





The principles of the MCA

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 two-stage functional test

Stage 1. Is there an impairment of or disturbance in the 

functioning of a person’s mind or brain? If so, 

Stage 2. Is the impairment or disturbance sufficient that 

the person lacks the capacity to make a particular 

decision? 



What is capacity?

“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)”



Example 1

• 55yo man with diabetic foot ulcer

• Intermittently refusing i/v antibiotics and foot care

• Longstanding diagnosis of paranoid schizophrenia

• Schizophrenia well controlled with antipsychotics

• No psychotic symptoms affecting his decision re ulcer 
treatment

• Pattern in refusal of antibiotics

• Understood risks but prioritized TV programme over 
treatment

• Timings of drugs adjusted and adherence improved



What are the challenges in 
clinical practice?



What is capacity?

“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)”



KCH audit of capacity assessments

• Complex assessments referred to liaison psychiatry 
for second opinion

• Outcome in 41% cases was that patient had 
capacity to make decision and consented

• Clear communication is so important



Why aren’t we getting capacity 
assessments right?
• Assessments often fall to junior members of team

• Sketchy documentation of summary of discussion 
rather than detailed narrative

• Hard to do in the time available in acute settings

• What about the patient who lacks capacity but 
goes along with treatment?



Best interests

• Process need not be threatening – yet is often seen 
as such

• Family or advocate should be involved

• Aim to get a sense of pre-existing wishes or beliefs

• MDT decision along with family/advocate to make 
the decision in the non-capacitous patient’s best 
interests

• Not always the obvious or safest decision: think 
about taking positive risk taking

• Less restrictive options



Deprivation of Liberty Safeguards 
(DoLS)
• If the patient lacks capacity to make his/her own 

decisions about remaining in hospital we need a 
legal framework to keep them in hospital

• Still tend to be only thought about when the 
patient starts refusing care or trying to leave

• There are situations where it is not clear whether 
DoLS or MHA should be used



Example 2

• 72 yr old woman with Alzheimer’s dementia, diabetes 
and UTI

• Initially compliant with treatment
• Became increasingly agitated and non-compliant
• Capacity assessed for UTI treatment – unable to 

understand, use or retain information
• Capacity assessed for remaining in hospital - placed 

under DoLS
• Treatment provided in best interests – family involved 

in decision-making
• UTI treated and presentation improved so she could be 

discharged 



Take home messages

• Communication is key – often resolves issues, even in 
complex situations

• Good quality documentation, including verbatim 
quotes, is invaluable

• For serious decisions, assessments should be led by 
senior clinicians

• If the patient cannot make his/her own decisions:
• We need to consider whether treatment/intervention is in 

the patient’s best interests
• Remember positive risk taking and least restrictive options
• Involve family or advocate
• We need a legal framework if we want to keep the patient in 

hospital (DoLS or MHA)



Questions

isabel.mcmullen@slam.nhs.uk

mailto:isabel.mcmullen@slam.nhs.uk


The application of the 

Mental Capacity Act 

within the 

Department of 

Special Care 

Dentistry

Ria Prasad Consultant in Special Care Dentistry 



Our Patients

Referred by:

• Dentists

• General Practitioners

• Medical specialists

• Care Teams/Social workers

Patients who are unable to make decisions for themselves, may have:

• A Learning Disability

• Unconscious/altered consciousness

• Dementia

• A history of substance misuse

• Stroke/Brain injury

The care we provide:

• Scaling, Fillings, Extractions, Local anaesthetic, Sedation, General 

Anaesthetic



Consent Form 4: What and Why

List dental treatment proposed and any preop 

investigations eg blood tests/pregnancy test

Benefits/ Risks of treatment must be listed

Patient has a severe learning disability and has 

been referred for query dental pain

Do nothing/ LA/ GA



The Capacity Assessment

Advanced dementia

Very little cognition

Very unlikely as memory is poor

Very limited cognition

Although verbal has no meaningful 

conversation



Making a Best Interest Decision

Court appointed 

deputy?

Lasting power of 

attorney (health)?

Advanced Decisions?

DOLS?

Family/Friends?

Independent Mental 

Capacity Advocate?

Patient view?



Best Interest Decision Letter

1) Introduction:

• Who the patient attended the 

appointment with

• The history of their complaint

• Oral hygiene/ diet history/ 

social history

• Clinical and radiographic 

findings

• The purpose of the letter



Best Interest Decision Letter

2) Treatment Options:

• The indications for care

• The treatment proposed

• Treatment options

• Risks and Benefits



Best Interest Decision Letter



Best Interest Decision Letter

3) Our recommendation 

• Copies to the patient’s Next of 

Kin, Care team, General 

Practitioner, Dentist



Best Interest Decision Letter

4) Response

• Individuals indicate whether 

or not they agree with the 

care proposed

• Option to further discuss the 

matter at a Best Interest 

meeting

• Deadline for responses is 

provided



Best Interest Meeting

• Attended by patient’s 

family/friends/carers +/- any other 

relevant parties e.g. Learning disability 

team/psychiatrist

• Minutes must be taken

• A consensus opinion should be reached 

and documented, and minutes sent to 

relevant parties



Recording the Final Decision

Dental Treatment under IV sedation to include scaling and 

fillings as needed to prevent pain/ infection and maintain oral 

health

Mother

GP

Dentist

Agrees with care proposed 

in BI letter

Agrees with care proposed 

in BI letter

Agrees with care proposed 

in BI letter



Easy Read Leaflets

A Collaborative Process

• Patients, Family, Carers

• Dentists and Nurses

• Safeguarding Team

• Patient Engagement and 

Experience Team

• Speech and Language Team



Providers of nursing excellence



Fairlie Healthcare have been providing quality 
care since 1999. Today we specialise in the care 

of younger adults in states of altered 
consciousness as a result of a neurological 
condition who have complex nursing needs 

including those patients with tracheostomies 
and who require ventilator support. 

Fairlie House has 45 specialist beds for the care of adults, (18+) living 
with long term neurological conditions. All of our beds provide long 
term care for adults with complex nursing needs, including those on 

ventilator support and with tracheostomies and those in altered states 
of consciousness. Fairlie House achieved the highest rating from the 
Care Quality Commission and we continually strive to maintain our 

‘Outstanding’ service.

We provide person centred nursing care and therapy 
services which are individually tailored to the needs of 

each patient at the Home, in line with our six core values 
of dignity, privacy, choice, independence, rights and 

fulfilment. Our clinical governance framework and our risk 
management strategies ensure that the care and therapy 

delivered is safe, caring, responsive and effective. Our 
management structure and the support we offer to our 

registered managers and clinical support managers 
ensure the Home is well led, to enable them to focus on 

maintaining and developing standards of care.



Applying the MCA at Fairlie House in practice







Practice example

Ms X is a 37 year old lady with 3 young children with history of Schizoaffective disorder, learning 
disability, hypoxia brain injury. She presents with occasional agitation during personal care. She 
has increased tremors during bed mobility and personal care. ( Ms X was invited to have cervical 
screening  which is offered to women aged 25-49 every 3 years)
Capacity assessment conducted using a video on a iPad. Ms X enjoys watching films and music 
videos on an iPad. The video explains what you can expect to happen during cervical screening. 
Ms X was assessed as lacking capacity to consent to screening, unable to understand, retain, 
weigh and use information seen on what the screening entails to communicate the decision to 
consent to having the smear test. This was repeated on 3 occasions with familiar staff

Best interest meeting with MDT
Decision : To make a decision whether it is in Cervical screening

Decision maker : GP
MDT: GP, Ms X’s mother, Friend of Ms X mother Deputy manager , Paid Representative, named 

nurse
Options: Practice Nurse to visit the Home and attempt test at the time of personal care

In Hospital Colposcopy with Lorazepam
Do nothing as she does not have current symptoms



How to co-produce a PACT

(Preferences and Advance decisions for Crisis 
or Compulsory Treatment)

Dr Lucy Stephenson and Dr Tania Gergel



For today 

• Motivation and process for developing PACT

• Results of a focus group study on advance decision 
making in mental health contexts

• Developments in mental health advance decision 
making: advance choice documents



What is a PACT?
Advance 

Decision-

Making Tools

Statutory (formal)

(MCA provision England and 

Wales) 

Informal

(not an exhaustive list)

Joint 

crisis 

plan

Crisis 

Plans

Advanc

ed care 

plan 

Advanc

e 

Statem

ent 

Lasting 

Power of 

Attorney 

for 

health 

and 

welfare

Advanc

e 

Decisio

n to 

Refuse 

Treatme

nt

Self-

binding 

advanc

ed care 

plan

Care 

plan

Preferences and Advance decisions for Crisis or 
Compulsory Treatment 

PACT



https://mhj.org.uk/workstreams/3-advance-directives/



Why should we encourage advance 
decision making in mental health? 

• For many persons with disabilities, the ability to plan in advance is an important form 
of support, whereby they can state their will and preferences which should be 
followed at a time when they may not be in a position to communicate their wishes 
to others. All persons with disabilities have the right to engage in advance planning 
and should be given the opportunity to do so on an equal basis with others. States 
parties can provide various forms of advance planning mechanisms to accommodate 
various preferences, but all the options should  be non-discriminatory. Support 
should be provided to a person, where desired, to complete an advance planning 
process. 

• Committee on the Rights of Persons with Disabilities General Comment 1 (2014)

• In accordance with the principle of self-determination, the Council of Europe 
recommends that member states give voluntary measures priority over involuntary 
measures. The voluntary measures most commonly used in 2009, when the 
Committee of Ministers adopted its recommendation promoting self-determination, 
were powers of attorney and advance directives

• Council of Europe 



Service user demand for mental 
health advance decision making 
• Swanson et al (2006): 1,011 psychiatric outpatients 

across 5 US cities 66-77% wanted PAD, 4-13% had one

• Morriss et al (2017): 544 respondents with Bipolar 
74.1% believed advance planning v important 4-10% 
had actually used legal provision for advance planning

• Hindley et al (2019): 932 people with Bipolar 88% 
wanted advance plan, 36% had one



Empirical evidence on outcomes for 
mental health advance decision 
making 
• Focused on achieving reduction in compulsory 

treatment 

• Individual RCTs conflicting 

• Variety of instruments used

• Meta-analyses suggest, overall, advance decision 
making tools can reduce the number of compulsory 
admissions (de Jong et al 2016, Molyneaux et al in 
press)

• Clinical buy in maybe key variable



Common concern: Treatment 
refusal 
• Third party harm

• Public cost

• Insurmountable 
ethical controversy 
e.g. around end of 
life decisions 

• Farrelly et al (2014) 

• 221 joint crisis plans analysed

• 1 person refused all medications 

• 4 refused hospitalisation

• Reilly and Atkinson (2010) 

• 55 advance statements made using legal 
provision in Scotland

• 2 people refused all medications

• Hindley et al (2019)

• Survey of 932 people with Bipolar 

• Of those who with advance decisions 3% 
expressed a preference to refuse all 
medications,



Survey of people with Bipolar in 
England and Wales
• 932 respondents

• Most wanted to use advance decision making

• Most had not done so

• Most wish to make requests for treatment as well 
as specific refusals

• Most wished to collaborate with psychiatrists

• Most frequent motivation for advance decision 
making was to be more involved in mental health 
decisions



What kind of mental health ADM 
tool do stakeholders want?
• Key stakeholders:

• People with Bipolar

• Family/friends 

• Psychiatrists

• Care coordinators

• Specialist social workers (AMHPs)

• Specialist lawyers



Focus group content

• Experience of/attitudes towards any form of ADM 
for Bipolar

• Attitudes towards the concept of a one type of 
ADM focused on decisions around coercion: a self-
binding advance directive

• Opinions on processes involved in 
creating/implementing self-binding directive

• Template Feedback



Power Empowering
Disempowerin

g

Empowering for 
service users

Empowering for 
professionals

“if you’ve got that in a document and 
they did, when they had the capacity, say 
“This is the person I want you to speak 
to”, then as an AMHP you’re going to feel 
more empowered to speak to that 
person.” 
(AMHP)

it empowers people to take a lot of 
responsibility for keeping themselves well 
and ….. their seeking out or accepting 
treatment when they’re starting to 
relapse…. (AMHP)

Disempowering for 
service users

Disempowering for 
professionals

Potential for 
coercion 
during 

process of 
creating 

document 

Undermined 
by lack of 

legal 
provision

many people who were ..like, “Well what’s the 
bloody point then?”…“The hierarchical 
medical system doesn’t respect it, they don’t 
listen …it’s just….it’s a waste of paper” (AMHP)

Undermining 
clinical judgement 

Undermined by 
professional 
responses to 
preferences



Expertise
Enhances use 
of expertise

Expertise 
unused

Document 
harnesses lived 

expertise

Process of 
creating 

document 
generates 
expertise

it can help families to come together around the illness 
in a way that we hadn’t before we did this kind of 
process….to realise that my view of what I had seen and 
understood of her illness was so different from her 
experience of it. And to come to some kind of shared 
understanding of it, and understanding the other 
person’s memories of it (Family member)

Transfer 
expertise 

across clinical 
contexts

Transfer 
expertise 

through time

GPs are very happy with this because it 
means that they can look and see what the 
psychiatrists want. (Service User)

if there was a crisis coming up and as a team we were aware….the 
person who’d …co-produced it with them would be able to get that 
document and….. by sitting down and saying … “You’ve identified 
these markers, these early warning signs”, and because each page 
was signed, as well, by the staff member and service user then it 
was….it was helpful for individuals to realise that something that 
they’d said earlier and came from them (AMHP)

Clinician 
expertise 
unused

Service 
expertise 
unused



Authenticity 
Preserves 
authentic 

self 

Through time

When 
well/unwell

I

I think that the more he becomes 
unwell, the more the symptoms of his 
illness are seen as the person who is 
he, rather than that’s the symptom of 
his illness, (Family member)

Requires a culture of 
authentic respect for 
service user wishes

Not just a ‘tick box’ 
exercise

has to be validity and ownership around it, not just the 
person writing it taking ownership, but collectively within the 
environment and the culture that you’re working in….that 
these are actually valid, and people’s views are actually 
heard, rather than it just being an exercise of making you 
feel better, that “When you become unwell we might do this” 
(AMHP)

Fueled by legal 
changes

I do wonder whether the sea change will be when… 
statutory bite to it, or legislative bite to it, that’s where 
you’ll see a real change, is where actually it will be legally 
binding to some extent for mental health professionals 
(AMHP)



Defining 
harm 

Harms from 
illness

Harms from 
services 

Positive aspects 
of altered mental 

states

Social harm

Thresholds for 
defining harm

he’s only been sectioned when he’s been seriously unwell and yet..we’ve 
been able to see the decline kicking in. But I… can’t sort of pigeonhole it 
into any particular risk….because everyone’s looking particularly looking 
for self harm, that sort of risk, and then the decision becomes much more 
straightforward then. Yet obviously he’s become unwell to a sufficient 
degree that he will eventually be sectioned. But, …..it would be very 
difficult, I think, for him or indeed for us, to say “Well what are the risks, 
apart from the fact that he will end up being seriously unwell?” And, 
how….that would enable this process to work at the earlier stage. (Family 
member)

Advance planning 
used to attempt to 
reduce harms from 

coercion

Financial harms

Harms from 
medication

Third party 
harms

Harms ignored Harms denied

…..he uses (his advance directive) to try to avoid admission, and so he will talk 
about, “Oh if this happening then I should have the home treatment team”. But the 
home treatment team have said ….”We’re not taking this man; he carries 
axes….he’s known to attack”. …even when people….have decision-making 
capacity….that doesn’t mean that they’re making wise decisions or decisions that 
the teams are going to be able to adhere to. (AMHP)



Accessibility
Accessing the 

document 

Multi agency 
access

Accessing mental 
states 

Accessing 
resources

Personalised relapse 
indicators

Lack of 
inpatient beds 

preventing 
crisis de-

escalation

Document should 
be available in 

multiple formats

Lack of 
inpatient beds 

increasing 
need for 

compulsory 
treatment 

before they get to us the team might have considered an 
informal admission, but… they’re really struggling to get 
beds for somebody they want to admit informally…I think 
is then resulting in possibly people becoming unwell to 
the point they need to be detained, and that could have 
been prevented (AMHP)

if it’s skilfully handled by the people who can know the right things 
to say to her, and to help her to understand or to negotiate…, and 
come to some sort of….even compromise with extra drugs and 
thing….then that can work. And you can only do that kind of stuff 
if you have a detailed understanding of how that individual 
presents. (Family member)

Interface 
between 
primary 

care/specialis
t care

Accessibility vs 
confidentiality 

We as a family have to try….when they come to 
assessments, it’s awful but you have to try and like 
probe out the psychosis talk, just so they see that he’s 
unwell, otherwise he can easily mask it. So whenever 
there’s an assessment we have to…go along with his 
psychotic talking and try and talk about God… just so 
they can pinpoint and recognise the signs, otherwise he 
will go for months where…..not quite being sectionable 
but not being himself, which is very draining and hard. 
(Family member)



Mental 
Capacity

Personalised 
capacity 

assessments 

Lack of capacity as a 
barrier to service provision

Using MCA as 
a framework 

for  
community 
treatment 

Tolerance for ‘unwise’ 
advance decisions

Contested capacity 



Self-
binding

Binding for 
service user

Analogous to 
advance 
informed 
consent

it’s the same as consenting to have your appendix taken out, it’s the same as 
consenting to have hip replacement. You can choose to consent or you can 
withhold your consent. And I think if someone’s experienced coercion for 
whatever reason but they’ve realised through the prism of looking back that 
actually the best thing for them was to have that occur and they would want 
that…to occur again, then I think that’s an informed choice they’re making, 
therefore I think there’s nothing wrong with it. (Service User)

Binding for 
services

Benefit of early, 
lesser coercion 

to prevent 
escalation 

the self-binding aspect, it would be very helpful for me, because I 
mentioned …taking Olanzapine and being sort of ok about that in a 
crisis. But I know that if I’ve gone beyond the sort of initial stages, I 
would refuse Olanzapine because …I open up that leaflet and it says 
one of the side effects… ‘sudden unexplained death’….and it totally 
freaks me out, and I also think everyone doesn’t have my best 
interests at heart….so …self-binding for me would be very useful. 
(Service User)

Consequences for 
clinician if serious 
untoward incident 

occurs after 
document 

instructions are 
followed

Potential to 
limit clinical 
treatment 

options

Inappropriate 
use



Template development: Language

• Replaced ‘self-binding directive’ with PACT

• Personalised ‘relapse vocabulary’

• User friendly language



Template development: content

• Use of reflective prompts to stimulate conversations 

• Concrete suggestions for content topics

• Preference prompts: childcare, social media, 
complimentary therapies, ward round

• Summary page

• Contacts

• Links to capacity assessment resource

• Remove mental health history

• Endorsement 



Template Development: 
Accessibility
• Agencies that should be 

able to access the 
document

• Mental health teams
• A&E departments
• GPs
• Medical teams
• Police
• Social services
• Accessible across 

geographical areas

• Document access ideas
• Portable paper document
• Passport format
• USB necklace
• Credit card size 

document 
• Electronic file
• iPhone emergency 

medical information 
section



Desired outcomes for service 
users and their friends and family
• Therapeutic

• Rapid access to services

• Harnessing expertise

• Improved communication

• Informing medico-legal decision making

• Informing risk thresholds



Desired outcomes for 
professionals
• Informative

• Facilitate co-production

• Time saving



Who would this be helpful for?

• Numerous crises

• Numerous admissions

• Perinatal period

• People who have ‘accepted’ their diagnosis

• “there might be a bit of a lag between someone 
first having the illness and getting the diagnosis, 
and actually being able to do this.” (Family 
member)



Second (network) meeting with service user, initiating clinician, psychiatrist/responsible clinician, 
family/friends/advocate

Content of PACT template discussed
Strategy for storage and access discussed

Relevant document review date confirmed 

First draft sent to clinical team 

Cooling off period
Final draft sent to clinical team for review and signing 

If concerns identified by any party further meeting arranged 

Service user approaches clinician about PACT or clinician identifies PACT may be relevant for service user

Clinician gives service user leaflet/details of online resources 
Meeting arranged to create first draft of PACT

Service User encouraged to discuss with family/friends

First meeting with service use and initiating clinician 
Look through PACT template
Discuss any unclear sections

Continue drafting content
Date of second meeting arranged

Encouraged to discuss further with family and friends



The future of mental health 
advance decision making 

Advance 

Decision-

Making Tools

Statutory (formal)

(MCA provision England and 

Wales) 

Informal

(not an exhaustive list)

Joint 

crisis 

plan

Crisis 

Plans

Advanced 

care plan 

Self-

binding 

advance

d care 

plan

Care 

planAdvance 

Statemen

t 

Lasting 

Power of 

Attorney 

for health 

and 

welfare

Advance 

Decision 

to Refuse 

Treatmen

t

Advance 
Choice 

Documents

Preferences and Advance decisions for Crisis or Compulsory 
Treatment 

PACT



Currently available provision for formal mental health advance decision making under 

Mental Capacity Act

Advance Decision 

to Refuse 

Treatment (ADRT)

Can be used to refuse (not request) treatment but if it contains refusals of mental health 

treatment it becomes legally unrecognised if the individual is detained under the MHA.

Proposed provision for formal mental health advance decision making using Advance 

Choice Documents (ACDs)

ACD medical 

treatment refusal
Ideally, but not necessarily, produced with input from mental health services and 

‘authenticated’ with an assessment of mental capacity document at the time the document 

is produced. 

Could be used to make advance refusals of medical treatment for mental disorder which 

would be respected if the individual is detained under the MHA unless: 

• No other clinically appropriate treatment and second opinion doctor is satisfied this is 

the case

• Treatment is immediately necessary to prevent death/serious deterioration/violent 

behaviour/self-harm/serious suffering



Currently available provision for formal mental health advance decision making under 

Mental Capacity Act

Advance 

Statement (AS)

Can contain requests for and refusals of medical and non-medical care. It is not legally 

binding, but decision makers are required to give the statements particular weight if made 

with capacity, unless the individual is detained under the MHA

Proposed provision for formal mental health advance decision making using Advance 

Choice Documents (ACDs)

ACD treatment 

preferences

Ideally, but not necessarily, produced with input from mental health services and 

‘authenticated’ with an assessment of mental capacity document at the time the document 

is produced. Could be used to state preferences and requests for medical and non-medical 

treatments. 

Not legally enforceable, but clinicians would be expected to demonstrate regard to 

preferences and mental health tribunals would have the ability to compare contents of the 

ACD with current care and treatment.



Currently available provision for formal mental health advance decision making under 

Mental Capacity Act

Lasting Power of 

Attorney (LPA) for 

Health and 

Welfare

Allows the individual to nominate a trusted other as an attorney and includes the ability to 

make explicit preferences (to be born in mind) and instructions (which the attorney must 

follow). But if the decision is related to treatment of mental disorder and the individual is 

detained under MHA the LPA is not recognised. 

Proposed provision for formal mental health advance decision making using Advance 

Choice Documents (ACDs)

Nominated 

person (NP)

Key contact, nominated by service user, who should be informed of any plans to detain the 

service user. NPs should be involved in care planning and consulted on treatment/care 

decisions   They have legally enforceable input but in limited areas, focussed on detention. 



Comments, questions

• Lucy.a.Stephenson@kcl.ac.uk

• @MHealthJustice

• https://mhj.org.uk/workstreams/3-advance-
directives/

mailto:Lucy.a.Stephenson@kcl.ac.uk
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Capacity, best interests and the 

UNCRPD – law, best practice and the 

future 



The Mental Capacity Act was a visionary piece of legislation for its 
time, which marked a turning point in the statutory rights of people 
who may lack capacity— whether for reasons of learning disability, 
autism spectrum disorders, senile dementia, brain injury or temporary 
impairment. The Mental Capacity Act placed the individual at the 
heart of decision-making.

[….]

The Act signified a step change in the legal rights afforded to those 
who may lack capacity, with the potential to transform the lives of 
many. That was the aspiration, and we endorse it. 

House of Lords Select Committee post-legislative scrutiny of 
MCA 2005 (2014) 

The rear view mirror 



What have we learnt so far – capacity can be difficult 

• Wellcome-funded study of all reported cases where capacity either 
disputed or consideration by judge of capacity as part of project to 
develop educational tools

• First article: “Taking capacity seriously? Ten years of mental capacity 
disputes before England's Court of Protection” 

• Key preliminary findings from judgments and interviews so far: 

– Failures to consider practicable steps 

– Failures to consider ‘causative nexus’

– ‘Translation’ gap between Act and reality 

– ‘Use and weigh’ as the most problematic area 



Capacity: getting it right

• Assessment starts long before the meeting with P, 
with identification of 

– Who should undertake the assessment

– What is the decision in question 

– What is the information that is relevant to the decision 

– What is the information that is irrelevant to the decision 

– 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



Flashpoints (1): capacity and vulnerability 

• NB capacity is not so easy where a third party is involved: 

• Is the adult’s lack of capacity ‘because of’ the impairment of or disturbance of their mind 
or brain? PC v NC and City of York Council [2013] EWCA Civ 478

• Or the inability to take the material decision because of the presence and actions of the 
third party? LB Redbridge v GC [2014] EWCOP 485

“the true question is whether the impairment/disturbance of mind is an effective, 
material or operative cause. Does it cause the incapacity, even if other factors 
come into play? This is a purposive construction.” NCC v PB and TB [2014] 
EWCOP 14

• If, on a proper analysis, the person has the capacity to take the decisions but they are 
vulnerable and at the mercy of a third party, then the Court of Protection has no role – it 
is the High Court exercising its inherent jurisdiction 

• Will come back to this at the end



Flashpoints (2) Fluctuating capacity 

• Not a concept expressly addressed or provided for in the MCA 2005, 

although it is referred to in the Code of Practice

• Two different situations, calling for two different responses: 

– A person who has a temporary impairment of their ability to make 

decisions, e.g. suffering from a severe urinary tract infection and in 

consequence of the infection suffering from confusion and/or delirium. 

– A person with genuinely fluctuating capacity, such as a person with bi-

polar disorder whose condition may lessen or become more severe over 

time. 



Best interests: the two key texts (1)

“Physical health and safety can sometimes be bought
at too high a price in happiness and emotional
welfare. The emphasis must be on sensible risk
appraisal, not striving to avoid all risk, whatever the
price, but instead seeking a proper balance and being
willing to tolerate manageable or acceptable risks as
the price appropriately to be paid in order to achieve
some other good – in particular to achieve the vital
good of the elderly or vulnerable person’s happiness.
What good is it making someone safer if it merely
makes them miserable?”

Re MM (An Adult) [2007] EWHC 2003 (Fam) 



Best interests: the two key texts (2)
“45. The purpose of the best interests test is to consider
matters from the patient’s point of view. That is not to say that
his wishes must prevail, any more than those of a fully capable
patient must prevail. We cannot always have what we want. Nor
will it always be possible to ascertain what an incapable patient’s
wishes are. Even if it is possible to determine what his views were
in the past, they might well have changed in the light of the
stresses and strains of his current predicament. In this case, the
highest it could be put was, as counsel had agreed, that “It was
likely that Mr James would want treatment up to the point where it
became hopeless”. But insofar as it is possible to ascertain the
patient’s wishes and feelings, his beliefs and values or the things
which were important to him, it is those which should be taken into
account because they are a component in making the choice
which is right for him as an individual human being.”

Aintree v James [2014] 1 AC 591



• Not reliably identifiable: Abertawe Bro Morgannwg 

University Local Health Board v RY & Anor [2017] 

EWCOP 2

• Circumstances under which wishes expressed: ADS v 

DSM [2017] EWCOP 8  

• Past vs present wishes: “When past and present wishes 

collide: the theory, the practice and the future” Eld. L.J. 

2016, 7(2) 132-140

NB the consequences



The limits of best interests

“35. So how is the court’s duty to decide what is 

in the best interests of P to be reconciled with 

the fact that the court only has power to take a 

decision that P himself could have taken? It has 

no greater power to oblige others to do what is 

best than P would have himself. This must mean 

that, just like P, the court can only choose 

between the ‘available options.”
N v ACCG [2017] UKSC 22



126 […] having looked at the issue in its wider context as well as from a 
narrower legal perspective, I do not consider that it has been established 
that the common law or the ECHR, in combination or separately, give 
rise to the mandatory requirement, for which the Official Solicitor 
contends, to involve the court to decide upon the best interests of every 
patient with a prolonged disorder of consciousness before CANH can be 
withdrawn. If the provisions of the MCA 2005 are followed and the 
relevant guidance observed, and if there is agreement upon what is in 
the best interests of the patient, the patient may be treated in accordance 
with that agreement without application to the court. I would therefore 
dismiss the appeal. In so doing, however, I would emphasise that, 
although application to court is not necessary in every case, there will 
undoubtedly be cases in which an application will be required (or 
desirable) because of the particular circumstances that appertain, and 
there should be no reticence about involving the court in such cases.

Lady Black in An NHS Trust v Y [2018] UKSC 46

The power of s.5 MCA



The existential challenge 

• Our end of term report from the Committee on the Rights of Persons with Disabilities 
(October 2017) 

Equal recognition before the law (art. 12)

The Committee is concerned about:

(a) The legislation restricting legal capacity of persons with disabilities on the basis of 
actual or perceived impairment;

(b) The prevalence of substituted decision-making in legislation and practice, and the 
lack of full recognition of the right to individualized supported decision-making that 
fully respects the autonomy, will and preferences of persons with disabilities; 

The Committee recommends that the State party, in close consultation with organisations 
of persons with disabilities […] abolish all forms of substituted decision-making 
concerning all spheres and areas of life by reviewing and adopting new legislation in line 
with the Convention to initiate new policies in both mental capacity and mental health 
laws. It further urges the State party to step up efforts to foster research, data and good 
practices of, and speed up the development of supported decision-making regimes. 



Keeping yourself up-to-date

• http://www.39essex.com/resources-and-

training/mental-capacity-law/

• http://www.scie.org.uk/mca-directory/

• www.mclap.org.uk

• www.mentalhealthlaw.co.uk

• www.courtofprotectionhandbook.com

http://www.39essex.com/resources-and-training/mental-capacity-law/
http://www.mentalhealthlaw.co.uk/
http://www.lag.org.uk/bookshop.aspx
http://www.lag.org.uk/bookshop.aspx


Lunch Break

12.30hrs-13.30hrs



When I cant 

decide for 

myself…

6th March 2019



13.30 – 13.40:  Introduction/ Lambeth SAB MCA Good Practice 
Guide
David Rowley, Lambeth Safeguarding Adults Board, MCA Subgroup

13:40 – 14:40: Human Rights as applied to Healthcare 
Sanchita Hosali, Director, British Institute of Human Rights

14.40 – 15:00: Best Interests - a Monologue 
Ice and Fire Performing Arts

15.00 – 15.30: Refreshment Break

15.30 – 16.00: Advocating your best interests 
Martin Humes , Community Manager – POhWER

16.00 – 16.25: Advance Planning tools - How to make your future 
wishes known 
Verena Hewat - Community Outreach and Training Lead, Compassion in Dying

16.25 – 16.30: Closing remarks and questions







Sophie Howes, British Institute of Human rights



Ice and Fire



Tea Break

15.00hrs-15.30hrs



POhWER IMCA and RPPR advocates provide 

a free, confidential and independent service to 

support people who lack capacity to make 

certain decisions.



The Mental Capacity Act 2005
Principles:
1. A person must be assumed to have capacity unless it is

established that they lack capacity.

2. A person is not to be treated as unable to make a decision
unless all practicable steps to help them to do so have
been taken without success

3. Just because an individual makes what might be seen as
an unwise decision they should not be treated as lacking
capacity to make that decision

4. An act done or decision made under the Act for on behalf
of a person who lacks capacity must be done in their best
interests

5. Anything done for or on behalf of a person who lacks
capacity should be the least restrictive of their basic rights
and freedoms



Best Interests Checklist 

• Encourage participation

• Identify all relevant circumstances

• Find out the persons views

• Avoid discrimination

• Assess whether the person might regain 
capacity

• If the decision concerns life sustaining 
treatment (not be motivated in any way by a 
desire to bring about the person’s death)

• Consult others

• Avoid restricting the persons rights

• Take all this into account



IMCA  Role
Check who is Decision Maker

Support and represent the person

Meet with the person in private

Ascertain the persons wishes and feelings, as far 
as possible

Examine and take copies of relevant health and 
social care records

Ascertain whether alternative courses of action 
have been considered

Obtain a further medical opinion

Challenge the decision maker

Submit a complaint of behalf of the individual



IMCA Role
An IMCA is not involved when

The Court of Protection has appointed a 
deputy, who continues to act on the persons 
behalf 

The person who lacks capacity has 
appointed an attorney 

The person has capacity

The client’s accommodation is regulated by 
the Mental Health Act

The treatment is regulated by part 4 of the 
Mental Health Act

The treatment or move is urgent



IMCA Role

The IMCA does not:

Assess the client’s capacity

Make the best interest decision

Mediate between family and 
professionals



POhWER IMCA advocacy

There is a legal duty for an IMCA to be instructed

where:

• there is a decision to be made regarding 

either serious medical treatment or change of 

accommodation

AND

• the person has been deemed not to have 

time and issue specific capacity to make that 

decision

AND

• the person has no close family or friends who 

are appropriate or practical to consult



Change of Accommodation

• Over 28 days in hospital 

or

• Over 8 wks in other accommodation

• Must be arranged by the NHS or LA

• Exemptions around Mental Health 
Act

• Section 117 aftercare clients ARE 
entitled to IMCA 



Serious Medical Treatment

Serious Medical Treatment is defined as treatment

which involves: 

• giving new treatment or 

• stopping treatment that has already started or 

• withholding treatment that could be offered in 
circumstances where:

1. if a single treatment is proposed there is a fine
balance between the likely benefits and the
burdens to the patient and the risks involved

2. a decision between a choice of treatments is 
finely balanced, or

3. what is proposed is likely to have serious 
consequences for the patient.



POhWER IMCA advocacy

Local Authorities also have the duty to
consider IMCA referrals for:

– Safeguarding Vulnerable Adults
Procedures

– Care Reviews

Local Authorities can provide criteria
specific to their area regarding IMCA
referrals for these issues.



Care Reviews

• Accommodation reviews only

• Where Accommodation is or will be longer than 
12 weeks

• And - Significant changes to care plan

• And - No friends or family to consult

• And – client lacks capacity

Consideration should be given to instructing an

IMCA for the first accommodation review following

a placement. It is good practice to instruct for

subsequent accommodation reviews until person

has fully settled and care arrangements are clear.



Safeguarding Adults

Abuse must have taken place or be suspected

IMCA cannot be involved if there are no issues around 

suspected or proven abuse.

Protective measures proposed or undertaken

If there are no protective measures then the client would 

not be eligible for IMCA. Measures should be around a life 

changing decision. If the proposed measure is around 

finances for appointee or deputyship then these decisions 

are made by DWP or COP and IMCA cannot challenge 

their decisions

Lack capacity for proposed protective measures

The client must be assessed as lacking capacity to 

consent or decide for themselves around the proposed 

measures.



Clear benefit to the client

Code of Practice states there must a clear benefit to client 

to have an IMCA involved. Purely auditing decisions may 

not be a clear benefit for client.

For victims or alleged perpetrators 

Both victim or perpetrator of abuse have the same rights 

under the Mental Capacity Act and you may instruct an 

IMCA to represent either or both.

Regardless of family/friends involvement

Safeguarding Adults cases are the only times when an 

IMCA can become involved regardless of whether there 

are appropriate, willing and able family or friends. However 

you must still be confident that having an independent 

person will be of clear benefit to the client.



Intractable Conflict of Views

about what is considered to be in the best interests of the 

client.

Client strongly indicates their views are not being 

taken into consideration by the decision maker.

Regional and Local protocols apply

If you are making a referral to IMCA for safeguarding case 

then you should always alert your local safeguarding lead. 



Deprivation of Liberty Safeguards

• Safeguards only apply to hospitals and care homes.

Deprivation in other places must be done by COP

• Staff exercise complete control over assessments,

treatment, contacts and residence

• P has lost autonomy because they are under

continuous supervision and control

• P is not free to leave and she would be stopped if she

tried to leave. P is not free to live elsewhere and

reside where they wish

• P must lack Capacity

• Must be in their Best Interests to be deprived to

protect them from harm or likelihood of harm occurring

• Not be in conflict with any decision making power

under MCA; No Refusals

• Meet Age, Mental Health and Eligibility assessments



Deprivation of Liberty 

Safeguards (DoLS)

To supplement the main Mental Capacity Act Code of 

Practice 2005.

39A Urgent or Standard referrals

Is the proposed DoL in the person’s best interests, meet 

the Principles of the MCA and Best Interests Checklist? Is 

the Acid Test met?

39C provides a cover period between appointing a 

Relevant Person’s Representative (RPR).

39D for Relevant Person, RPR or both to help understand 

DoLS and process of review and or challenges via court.



RPPR

Relevant Person’s Paid Representative

Person’s being deprived of their liberty have a

statutory right to a representative either a family

member or friend, or a paid representative, for the

life of the authorisation.

RPPR’s will visit client and ensure conditions are

being met, call a review or access court if

necessary.



Who is the Decision Maker?

For Serious Medical Treatment:

• NHS body carrying out the treatment 
or procedure.

For a Change of Accommodation:

• Hospital (over 28 days) - NHS Body

• Long Term Accommodation (over 8 
weeks) - NHS body or LA

Safeguarding Adults – NHS or LA

Accommodation Review – NHS or LA

Deprivation of Liberty Safeguards –
Supervisory Body



Role of the Decision Maker

Prior to instructing the IMCA service

the decision maker must;

• Deem the client to lack capacity following 
appropriate assessment

• Deem  the client to have no one 
appropriate to consult and to inform people 
who are not appropriate or practical to 
consult why this is the case

• To include  the client in decision making 
process



Role of the Decision Maker

and finally…..

• Take the IMCA report into account as part 
of the decision making process

• Inform the IMCA of the decision made, the 
reasons behind it, and how the report was 
used. Cannot close or challenge without 
knowing what the decision is

• This is a legal responsibility arising 
from the Mental Capacity Act 2005



POhWER London, Medway & Berkshire

IMCA delivery areas

BRENT

CITY OF LONDON

EALING

HAMMERSMITH & FULHAM

HILLINGDON 

ISLINGTON 

KENSINGTON & CHELSEA

LAMBETH

LEWISHAM

SOUTHWARK

TOWER HAMLETS

WESTMINSTER

MEDWAY

READING

WINDSOR & MAIDENHEAD

WOKINGHAM



Contact us

• POhWER IMCA

• PO Box 14043

• Birmingham

• B6 9BL

• Tel: 0300 456 2370 

• Fax: 0300 456 2365

• Email: imca@pohwer.net

Opening hours: 8.00am to 6.00pm Monday to Friday



Advance Care Planning Tools: 
How to make your wishes known



Compassion in Dying

Free Information 
Line

Publications

Research & 
policy

CPD- accredited  
training

Our vision is of a world in which individuals are placed at the centre of their end-of-life 
care.

We support people to prepare for the end of life: 
How to talk about it, plan for it, and record their wishes.

Community 
outreach

MyDecisions.org.uk



(FILM) 



Why should I plan for my treatment and care? 

“I’m concerned 
about not being 
allowed to die 
when the time 

comes. I’m 
frightened of losing 

control”

“I can stop 
worrying about the 

future now and 
just get on and 

enjoy the here and 
now… ”

“I don’t want an 

injection that 

would stop me 

from saying the 

Shahada”

“I want to make sure they call my partner 
and not my family who have not spoken to 

me in years”



The need for change



The need for change



Making treatment decisions

If you lose capacity and have…

Not planned 
ahead

Planned 
ahead

If you have an LPA or valid and 
applicable Advance Decision

Your wishes will be followed

Best Interest Decision
• relevant information
• past and present wishes and 

feelings
• views of your family



The Mental Capacity Act 2005 (MCA)

Protects people 
who lack capacity

Defines ‘best 
interest’ decisions

Created LPAs
Made ADRTs 
legally binding



5 Principles: The Mental Capacity Act 2005

Always assume a person has capacity

Always support people to make decisions

People can make unwise decisions

Any decision must be made in their best interests

Always choose the least restrictive option

1

2

3

4

5



Three tools for planning ahead:



Advance Statement

What is important to you?



“Must take into account (among other things):

• The persons past and present wishes and feelings (expressed 
verbally, in writing or through behaviour)

• Any beliefs and values (e.g. religious, cultural, moral or political)”

Code of Practice to the Mental Capacity Act 2005 

Principle 4: Best interests decisions

Mental Capacity Act Code of Practice 2005



@AGoodDeath #EOLchoice

Somali Group work 



@AGoodDeath #EOLchoice

Somali 1:1 sessions









Visual Advance Statement
Things I don’t like:

Effervescent pills

Too much chilli in food

Hospital gowns as they are open at the back

Things important to my care:

Having a female doctor 

Johnson’s baby shampoo & Dove soap

I do not want a man to touch my body

I like to wear Attar - Arabian perfume

Things important to my Daily Routine:

I like to go to bed at 9-10pm

I like to get up at 6am



Advance Decision to Refuse Treatment 
(‘Living Will’)



18 years or over

Be in writing

Capacity to 
decide

Signed

Not be 
pressured to 

make the ADRT

Witnessed

Specify 
treatments

Specify 
situations

‘applies even if 
life is at risk’

An ADRT refusing life-sustaining treatment must:



mydecisions.org.uk

https://mydecisions.org.uk/
https://mydecisions.org.uk/


Advance Decisions must be shared

ADRT

Family & 
friends

GP, 
nurse, 
social 

worker, 
etc.

Other 
people 

involved 
in their 

care

Summary 
care 

record

Notice of 
ADRT 
card

Medic 
Alert

Local 
ambulance 

service



@AGoodDeath

Key points on Advance Decisions

• It is free 

• No set template/form

• You do not need a solicitor 

• Photocopies are equally valid

• It must be shared widely

• You cannot use it to demand treatment 

• You cannot use it to refuse basic care



Do Not Attempt CPR (DNACPR)



Do Not Attempt CPR (DNACPR) & ADRTs

DNACPR

Clinician led

Only 
resuscitation

Communication 
tool

ADRT

Person led

Refuse any 
treatment

Legally binding



Mental Capacity Act Code of Practice 2005

“An advance decision to refuse treatment must be valid and applicable to 
current circumstances. If it is, it has the same effect as a decision that is 

made by a person with capacity: healthcare professionals must follow the 
decision.”

Code of Practice to the Mental Capacity Act 2005 

“Healthcare professionals must make ‘reasonable efforts’ to 
find out if someone has an ADRT.”

Code of Practice to the Mental Capacity Act 2005 



Lasting Power of Attorney



Lasting Power of Attorney

• A lasting Power of Attorney (LPA) allows you to give someone you 

trust the legal power to make decisions for you if you lack capacity.  

• There are two types of LPA:

• An LPA for Property and Financial Affairs covers decisions about 

your money and property. This could include paying your bills, 

selling your house, or managing your benefits. 

• An LPA for for Health and Welfare covers decisions about your 

health and care. This could include decisions about medical 

treatment, where you are cared for and your daily routine



LPA – How do I make one? 

• Forms available from Office of the Public Guardian

• Complete forms by hand or online

• £82 – reductions for people on certain benefits

• You do not need to use a solicitor. Support from the 
Office of the Public Guardian and us

• Register as soon as you have completed it, don’t wait 
as it can take 8 weeks



Donor

(person)

Witness

(safeguard)

Certificate 
provider 

(safeguard)

People to notify

(optional 
safeguard)

Attorneys (nominated decision makers)

People involved 





Lambeth Advance Care Planning 
Consortium



What is it for? How do I know if it is legally binding?

Advance Statement
Expressing wishes, values & beliefs in 

relation to treatment or care
Not legally binding

Advance Decision 
to Refuse 

Treatment (ADRT)
Refusing treatment Valid & applicable

Lasting Power of 
Attorney for Health 

and Welfare 

Giving another person authority to 
make decisions about treatment and 

care
Stamped on all pages by the OPG

Do Not Attempt 
Cardiopulmonary 

Resuscitation 
(DNACPR)

Refusing CPR Communication tool



Other resources





Questions?


