GMC’s submission to the Adults with Incapacity Amendment Act. 
To set out some context to this response, the General Medical Council sets the values, knowledge, skills and behaviours expected of all doctors working in the UK. In doing so, we consult with doctors, patients and our stakeholders. We support students, doctors and employers to understand and meet these professionals. We give guidance and advice on topics like confidentiality, professionalism and decision making. Through a process called revalidation, we see assurance that doctors continue to meet these professional standards throughout our careers. From 13 December 2024 our responsibilities will also extent to physician associates and anaesthesia associates when we begin to regulate these roles too. 
The following consultation responses are limited to the context of health and care decisions. 
Questions
1. [bookmark: _Hlk180577483]Do you agree that the principles of the AWI Act should be updated to require all practicable steps to be taken to ascertain the will and preferences of the adult before any action is taken under the AWI Act?
A requirement to take ‘all practicable steps’ ‘to ascertain the will and preferences of the adult before any action is taken under the AWI Act’ could be described as a procedural step, as well as a principle. 
Taken as a principle, it recognises the importance of patient-centred care and that a patient’s immediate and long-term values, beliefs, preferences and priorities should guide and inform decision making. Our guidance on ‘Decision making and consent’ makes clear that care and treatment decisions (be they made by the patient themselves, a legal proxy or a doctor), must be either determined or informed by these factors, wherever possible. However, it follows that they may not necessarily be immediately ascertainable and hence steps might need to be taken to identify them. 
If the requirement is also understood as a procedural step, this might help ensure that decisions are made under the appropriate decision-making authority. 
Paragraphs 88 of our guidance on ‘Decision making and consent’ explains that:
If you are the treating doctor, before concluding that it is your responsibility to decide which option(s) would be of overall benefit to a patient who lacks capacity, you should take reasonable steps to find out:
a. whether there’s evidence of the patient’s previously expressed values and preferences that may be legally binding, such as an advance statement or decision
b. whether someone else has the legal authority to make the decision on the patient’s behalf or has been appointed to represent them.
Therefore if, for example, a patient has made a legally binding advance decision to refuse treatment (which is a direct expression by the patient of their ‘will and preferences’), this would need to be respected, irrespective of what others might judge would be of benefit to them. (This wouldn’t, of course, prevent other decisions – that fall outside the scope of the advance refusal - from being made under a different legal authority. Such as providing palliative care). 
Where the patient has neither made an advance decision to refuse treatment nor has a legal proxy it will be the doctor’s responsibility to identify which treatment or care option would ‘benefit’ them (in line with legal requirements). This decision will need to be informed by the patient’s ‘will and preferences’, which they will need to ascertain by various means (for example, by having discussions with family members and/or others close to the patient).  
Paragraph 89 of ‘Decision making and consent’ explains that:
‘If there is no evidence of a legally binding advance refusal of treatment, and no one has legal authority to make this decision for them, then you [the doctor] are responsible for deciding what would be of overall benefit to your patient.
In doing this you must:
a. consult with those close to the patient and other members of the healthcare team, take account of their views about what the patient would want, and aim to reach agreement with them
b. consider which option aligns most closely with the patient’s needs, preferences, values and priorities
c. consider which option would be the least restrictive of the patient’s future options.’
It is therefore our view that updating the principles of the AWI Act to require all practicable steps to be taken to ascertain the will and preferences of the adult before any action is taken under the AWI Act could positively reinforce important legal and ethical steps and would be consistent with our professional standards. 

2. Do you agree that in the AWI Act we should talk about finding out what that adult’s will and preferences are instead of their wishes and feelings?
The consultation does not explore or explain the specific difference in meaning between ‘wishes and feelings’ and ‘will and preference’. However, we note from the consultation that the intention is for the new wording to more accurately reflect both ‘a person’s longstanding values beliefs and goals along with [their] shorter-term preferences for one choice over another’, which aligns with our guidance.

3. Do you agree that any intervention under the AWI Act should be in accordance with the adult’s rights, will and preferences unless not to do so would be impossible in reality?
We agree that there should be a strong presumption in favour of interventions that accord with the person’s ‘will and preferences’ – but that this might not necessarily be determinative. The consultation sets out the example of a person’s preferred living arrangements not being feasible.
Another example might be where a patient has made an advance request for treatment which may not, at the relevant decision making time, be clinically appropriate. In such cases, our guidance is clear that there would be no obligation to provide it.  Paragraphs 63-66 of our guidance on ‘Treatment and care towards the end of life’ explains that advance requests will be given weight but are not binding: 
63
When planning ahead, some patients worry that they will be unreasonably denied certain treatments towards the end of their life, and so they may wish to make an advance request for those treatments. Some patients approaching the end of life want to retain as much control as possible over the treatments they receive and may want a treatment that has some prospects of prolonging their life, even if it has significant burdens and risks.
64
When responding to a request for future treatment, you should explore the reasons for the request and the degree of importance the patient attaches to the treatment. You should explain how decisions about the overall benefit of the treatment would be influenced by the patient’s current wishes if they lose capacity (see the model in paragraph 16). You should make clear that, although future decisions cannot be bound by their request for a particular treatment, their request will be given weight by those making the decision.
65
If a patient has lost capacity to decide, you must provide any treatment you assess to be of overall benefit to the patient. When assessing overall benefit, you should take into account the patient’s previous request, what you know about their other wishes and preferences, and the goals of care at that stage (for example, whether the focus has changed to palliative care), and you should consult those close to the patient, as set out in the decision-making model in paragraph 16. The patient’s previous request must be given weight and, when the benefits, burdens and risks are finely balanced, will usually be the deciding factor.
66
If disagreement arises between you and the patient’s legal proxy, those close to the patient, or members of the healthcare team, about what would be of overall benefit, you must take steps to resolve the disagreement (see paragraphs 47 - 48)
There are also situations (such as public health emergencies or under mental health legislation) where a patient’s will and preferences might need to be overridden. This might include, for example, overriding in whole or in part an advance statement under Mental Health law. These sorts of situations are recognised in our guidance, which states the importance of taking a patient-centred approach, respecting patients’ dignity and privacy and involving them as far as possible. 

Paragraph 96 states that:  

You must take a patient-centred approach even if the law allows you to assess or treat a patient without their consent. For example, you must:
a. be polite and considerate and respect your patient’s dignity and privacy
b. protect your patient’s rights and freedoms and, if restriction or restraint is necessary, use it for the minimum time and in the least restrictive way possible
c. support your patient to be involved in decisions about their care, let them know if they can exercise choice about any aspect of their treatment, and respect their choices if possible
d. keep your patient informed about the progress of their treatment and regularly review decisions.
However, on the question of rights (‘ Do you agree that any intervention under the AWI Act should be in accordance with the adult’s rights, will and preferences unless not to do so would be impossible in reality), it’s not clear to us when, if ever, a person’s rights (if these are understood as legal ones) could be set aside and it would be helpful to get some clarification on this. 

4. Do you agree that the principles should be amended to provide that all support to enable a person to make their own decisions should be given, and shown to have been unsuccessful, before interventions can be made under the AWI Act?

As with the principle about taking all practicable steps to ascertain the will and preferences of adults – this principle could also be described as a procedural step. 
It is our view that amending the principles to include a support provision could positively reinforce important ethical and legal steps and would be consistent with our professional standards. However, we would suggest that it is important to qualify the scope of such support as being ‘reasonable’ or ‘practicable. (We note, however, that this qualification is made in the body of the consultation, which talks of ‘all practicable help and support’).
Paragraph 81 of our guidance on ‘Decision making and consent’ states that doctors ‘must start from the presumption that every adult patient has capacity to make decisions about their treatment and care.’ 
Capacity, however, can be fluid and is both time and decision-specific. Paragraph 76 explains that the ability to make a decision ‘can vary depending on a patient’s condition and how it changes over time, and on the nature of the decision to be made. For this reason, capacity is described as decision-specific and time-specific; so, a person can only have capacity or lack capacity to make a specific decision at a specific time.’
Therefore, to maximise decision making capacity, it’s important that doctors are ‘alert to signs that patients may need support to understand and retain … relevant information, use it to make a decision, or communicate that decision to [them]. They must also ‘give them all reasonable help and support to make a decision’ (paragraphs 28 and 82 of ‘Decision making and consent’).
Paragraphs 29-30 also explain that:
[Doctors] should make sure that reasonable adjustments2 are made so that patients with additional needs have enough time and support to understand relevant information and make a decision. In all cases, [doctors] must treat patients fairly and not discriminate against them.
[Doctors] must check whether patients have understood the information they have been given, and if they would like more information before making a decision.
5. Do you agree that these principles should have precedence over the rest of the principles in the AWI Act?
The principles in question are that: ‘all practicable steps to be taken to ascertain the will and preferences of the adult before any action is taken under the AWI Act’ and that ‘all support to enable a person to make their own decisions should be given, and shown to have been unsuccessful, before interventions can be made under the AWI Act’.
As set out in our responses to questions 1 and 4 above, these principles could equally be regarded as procedural steps. As such, rather than framing the question as whether they should take precedence over other principles (as this will depend on the circumstances of each case), we suggest it might be more helpful to think in terms of the order in which these steps should be taken – which should help ensure that the most appropriate treatment or care decision is reached. 
As set out at question 4, paragraph 81 of our guidance on ‘Decision making and consent’ explains that doctors ‘must start from the presumption that every adult patient has capacity to make decisions about their treatment and care.’ Exercising capacity may, however, require some assistance and support. 
If, after taking these steps and after carrying out a capacity assessment, it’s judged that a patient lacks capacity to make a particular health or care decision at that particular time, the doctor will need to determine who has decision-making authority. 
Paragraphs 88 of our guidance on ‘Decision making and consent’ explains that:
If you are the treating doctor, before concluding that it is your responsibility to decide which option(s) would be of overall benefit to a patient who lacks capacity, you should take reasonable steps to find out:
c. whether there’s evidence of the patient’s previously expressed values and preferences that may be legally binding, such as an advance statement or decision
d. whether someone else has the legal authority to make the decision on the patient’s behalf or has been appointed to represent them.
Where neither of the above apply and it is the doctor’s responsibility to identify which treatment or care option ‘benefits’ the patient (in line with legal requirements). A core component of this will involve ascertaining what the ‘will and preferences’ of the patient would be, which will involve taking various steps.
Paragraph 89 of ‘Decision making and consent’ explains that:
‘If there is no evidence of a legally binding advance refusal of treatment, and no one has legal authority to make this decision for them, then you [the doctor] are responsible for deciding what would be of overall benefit to your patient.
In doing this [doctors] must:
a. consult with those close to the patient and other members of the healthcare team, take account of their views about what the patient would want, and aim to reach agreement with them
b. consider which option aligns most closely with the patient’s needs, preferences, values and priorities
c. consider which option would be the least restrictive of the patient’s future options
Taking the steps outlined above in that particular order should help ensure that the correct treatment and care decision is reached and that the patient’s ‘will and preferences’ are given due weight. For example, if a patient has made a valid and applicable advance refusal of treatment, this needs to be respected – irrespective of others’ (perhaps contrasting) judgements about what would be of benefit to the patient.  
