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Dear Members of the United Nations Committee on the Rights of Persons with Disabilities,

Re: Comments on Draft General Comment on Article 12 - the right to equal recognition before the law

These comments are submitted in response to the recently published Draft General Comment (DGC) on Article 12 of the UN Convention on the Rights of Persons with Disabilities (CRPD), the right to equal recognition before the law.

I am a research associate at Cardiff Law School (UK).  I am currently working with colleagues at Cardiff on a project about a guardianship court in England and Wales called the Court of Protection.  My doctoral thesis (University of Exeter, awarded in 2013) critiqued the Mental Capacity Act 2005 (MCA) of England and Wales on the basis that it fostered arbitrary power in the hands of caregivers and health and social care professionals, and exacerbated the institutionalization of people with intellectual disabilities.  Following completion of my thesis, I worked for six months at the Centre for Disability Law and Policy at the National University of Ireland in Galway, on projects relating to legal capacity and access to justice.  I am an associate of Interights and the Housing and Support Alliance.  I sit on an advisory group for the Care Quality Commission – who regulate health and social care services and monitor them for OPCAT purposes - on a framework for detention under the MCA.

I welcome the publication of the DGC on Article 12.  I share the Committee’s view that Article 12 is extremely important (§2), underscoring as it does the manner in which all other rights contained within the CRPD might be exercised, or whether they can be exercised at all.  I also share the Committee’s view that there is a general misunderstanding of the scope of State’s obligations under Article 12 (§3), and welcome the opportunity of the DGC to shed greater light on this.  My comments are written in the spirit of helping the Committee understand how some people (myself included) may still be confused by some of the requirements of Article 12, even light of the DGC.

The definition of substitute decisions

It is extremely helpful for the DGC to include a definition of substitute decisions, which is given in §23 as follows:

1) legal capacity is removed from the individual, even if this is just in respect of a single decision;

2) a substituted decision-maker can be appointed by someone other than the individual, and this can be done against the person’s will, and

3) any decision made by a substitute decision-maker is bound by what is believed to be in the objective ‘best interests’ of the individual – as opposed to the individual’s own will and preferences. 

I assume the definition to be additive – that is to say, a measure is only ‘substitute decision making’ if it satisfies requirements 1, 2 and 3.

The Committee might like to consider whether it has inadvertently (or perhaps deliberately) excluded from its definition certain systems which might operate like a substitute decision making regime, yet elude this definition.  Under the MCA most acts connected with a person’s care and treatment are made on the basis of a ‘general defence’, rather than a court or formally appointed guardian making decisions on a person’s behalf (a similar system is proposed under clause 53 of the Assisted Decision Making (Capacity) Bill 2013 in Ireland).  Provided a caregiver or medical professional can show that they ‘reasonably believed’ that a person lacks ‘mental capacity’ and that a particular act of care or treatment is in their best interests, then they will be immune from liability under criminal or civil law (s5 MCA).  This effectively means that medical professionals can make decisions about major medical treatments on the basis that a person lacks mental capacity and it is in their best interests and the individual concerned will have no legal remedy, as the practitioner will have a legal defence.  This could include, for example, imposing treatment against a person’s will or placement in a care home or hospitals.  This ‘general defence’ forms the legal basis for almost all acts connected with care and treatment performed under the MCA, and has given rise to serious concern that it hands considerable power to caregivers and medical professionals with very few procedural safeguards.

It is unclear what the Committee means by the ‘removal of legal capacity’.  It is not altogether obvious that one person being able to invoke a legal defense – in this case a defense based on the common law doctrine of necessity – is the same as ‘removing the legal capacity’ of another person.  It might have the same practical effect, but I can imagine people reading this definition would think that it only applied for formal guardianship regimes where there was a declaration of incapacity or formal removal of legal capacity, and not ‘defences’.  This would be exacerbated by the fact that a substitute decision maker is not ‘appointed’ to make decisions under these general defences; it can be invoked by literally anybody proposing an act connected with care or treatment, from a family member, through to doctors, nurses, social workers, dentists, police, paramedics – even a hairdresser.  Although these decisions and acts might be made on the basis of ‘mental incapacity’ and ‘best interests’, they do appear to slip past the definition of ‘substitute decisions’ given in the DGC.  If the Committee does intend to include frameworks like these, they might need to reconsider this definition, or at least clarify this issue.

The status of ‘functional approaches’ to legal capacity

The DGC appears ambiguous regarding the status under the CRPD of ‘functional approaches’ to legal capacity.  In §12 it says that ‘Article 12 does not permit perceived or actual deficits in mental capacity to be used as justification for denying legal capacity’.  This would appear to be an absolute prohibition on functional approaches.  Yet later on the DGC’s position appears more qualified, saying that ‘functional tests of mental capacity, or outcome-based approaches that lead to denials of legal capacity violate Article 12 if they are either  discriminatory or disproportionately affect the right of persons with disabilities to equality before the law’ (emphasis mine).  The Committee might wish to explain this comment in more detail, as it is unclear how – or whether – one can discriminate between ‘discriminatory’ and non-discriminatory applications of functional and outcome tests.  Certainly there are those who do not regard the MCA as discriminatory, and so would regard it as compatible with the DGC (Martin et al., 2014;Szmukler et al., 2013).

As a preliminary issue, the Committee might consider discussing whether including a ‘diagnostic threshold’ is relevant to whether test of mental capacity is discriminatory.  Under the MCA a person is only to be treated as ‘lacking capacity’ if they fail the functional test because of ‘an impairment or disturbance in the functioning of the mind or brain’ (s2(1) MCA).  Some academics have argued that because this can include people whose ‘mental capacity’ is affected by factors other than disability – such as intoxication, or being under anaesthetic – it is not discriminatory (Szmukler et al., 2013).  Other academics have suggested that if this ‘diagnostic criterion’ were removed, the MCA might be more compatible with Article 12 CRPD (Bartlett and Sandland, 2013;oral evidence of Kirsty Keywood to The Select Committee on the Mental Capacity Act 2005, 2013).  However, this would merely expand the scope of ‘mental incapacity’ to more people.  Paradoxically, it might even mean it applied to more people with disabilities, as recent case law has held that unless mental capacity assessors can show that a person failed the ‘functional test’ because of a ‘disturbance in the functioning of the mind or brain’, then they should be treated as having legal capacity (PC & Anor v City of York Council [2013] EWCA Civ 478).  I am not suggesting that there are not problems with a diagnostic threshold, but the Committee should be aware that there are also serious problems with removing it.
I have grave reservations about ‘mental capacity’ approaches.  I share views widely expressed in the critical literature that they can are very often ‘outcome’ approaches in disguise.  They are highly arbitrary.  They assess not so much a person’s decision making ability, but their ability to justify their decisions to others – which will penalise those with impairments which affect their communication or interpersonal functioning, or those merely lacking self-confidence or trust in their capacity assessor.  Capacity assessments are highly invasive of privacy.  They are pseudo-medical, and although the courts are beginning to critically interrogate these assessments (e.g. CC v KK and STCC [2012] EWHC 2136 (COP); Re JB [2014] EWHC 342 (COP)), medical expertise is often treated as determinative (Re SB (A Patient; Capacity To Consent To Termination) [2013] EWHC 1417 (COP), §36).  I have shown in a forthcoming paper on sex and mental capacity how they can place expectations on people with disabilities which many people without disabilities would not be able to satisfy.  I think that ‘mental capacity’ and ‘outcome’ approaches can be – and are – applied in discriminatory and disproportionate ways, but I am not sure that they are inevitably discriminatory or disproportionate in all circumstances.

Alternative doctrines to ‘mental incapacity’

There are times – I believe – when it is relevant to consider a person’s decision making and/or the outcome of their decision in order to determine its legal validity.  The law has recognised this long before the concept of ‘mental capacity’ or ‘functional tests’ came to the fore.  Many legal concepts take into account features of how a person made a decision to determine whether they should be held responsible for it, whether is was legally valid, or whether others should intercede to protect them without their consent.  For example, concepts like mens rea in criminal law, and the doctrines of mistake and undue influence in contract law serve to distance a person from responsibility for acts which they may not have intended.  In medical law the concept of ‘informed consent’ might be used to protect a person from treatment which they may have appeared to consent to, but may not have understood.  For example, a serious problem in the UK is the use of anti-psychotic medications for people with dementia – with very grave consequences for their physical, mental and social wellbeing (Banerjee, 2009;Harding and Peel, 2013).  Often people may agree to these treatments without understanding the implications, and once on them they will be unable to voice opposition; without a concept that is linked to their ability to understand and communicate (as ‘mental capacity’) how are we to say that they have not given informed consent to these?  Identifying their ‘incapacity’ to consent to these treatments triggers legal protections such as a second opinion (under the Mental Health Act 1983) or advocacy (Branton et al., 2009).  One might not wish to call this ‘incapacity’, but it clearly is a close relative of the concept of mental capacity.

Some scholars have suggested that the common law on negligence and the doctrine of necessity should remain intact in the wake of the CRPD (Flynn and Arstein-Kerslake, 2014). At present in England and Wales (Tomlinson v. Congleton Borough Council & Ors [2003] UKHL 47; The Commissioner of Police for the Metropolis v ZH [2013] EWCA Civ 69) and Ireland (Mc N. & Anor v HSE [2009] IEHC 236) these are defined in terms of a person’s ‘mental capacity’.  Additionally, in the UK, positive obligations to intercede to ‘protect’ a person under the European Convention on Human Rights are linked to their mental state (Rabone & Anor v Pennine Care NHS Foundation [2012] UKSC 2).    

These doctrines essentially say that we should not take a person’s apparent will and preferences at face value – that for some reason linked to the way they have come to act in a particular way, their will and preferences should not be treated as legally binding in the usual way.  This looks very much like a denial of legal capacity.  Very often – although not always – these doctrines will map onto very similar ideas to those contained within the concept of ‘mental capacity’.  As Wildeman (2013) observes, it is not yet quite clear what would – or should – remain of these doctrines, if reasoning analogous to a person’s ‘mental capacity’ is prohibited by the CRPD.  Flynn and Arstein-Kerslake (2014) argue – and I would agree – that concepts like the duty of care must be carefully crafted to ensure that the exception does not become the rule.  

However, there are real dangers in simply switching to older doctrines which appear disability-neutral on the surface and are less explicitly linked to ‘mental incapacity’.  Although they may not wear the concept on their sleeve, their application by the courts and on the ground reveals that they carry very similar legal and discursive baggage, and can also conceal very paternalistic and legitimate impulses.  Within them are submerged exactly the same issues around the extent to which a person’s social and mental functioning can be taken into account in determining their legal rights and responsibilities.  There is a risk that they will become disability neutral euphemisms, put to exactly the same use.  Unless the disability rights community can supply some fresh legal principles to replace those currently in operation, there is a very real risk that the duty of care and the doctrine of necessity could operate in an even more paternalistic and coercive manner than ‘mental capacity’.  For example, in the aforementioned case in Ireland, the ‘duty of care’ was said to provide a legal power to detain people with disabilities who ‘lack capacity’ without any legal safeguards whatsoever.  In England and Wales the MCA represents a refinement and a narrowing of the ‘doctrine of necessity’ which was in operation in relation to people with disabilities (Fennell, 2010).  Removing the concept of ‘mental capacity’ does not remove the only legal device which can be used to invalidate a person’s decisions or permit intrusions into their autonomy, liberty and bodily integrity.  The crucial issue is how we define and ‘lock in’ what incursions into privacy, autonomy, liberty and bodily integrity we are prepared to tolerate, ensuring that such exceptions are not permitted in a discriminatory or disproportionate fashion.  This is a very challenging task, but I am not sure that the DGC brings us any closer to that place.

Intensity of supports

One aspect of Article 12 CRPD which has caused widespread confusion is what should happen where a person’s decisions are not discernible – perhaps because they are in a coma, or have a profound and enduring disorder of consciousness, or a ‘locked in’ syndrome.  For example, Bartlett and Sandland (2013) complain that ‘The CRPD offers no guidance as to how to respond in situations where, notwithstanding support, P is unable to be meaningfully involved in the decision in question’.  Other comments on the DGC complain that it does not address these situations (Martin et al., 2014).  Disability studies academics struggle with this issue (Johnson, 2013).  This issue arose during the negotiations of Article 12 itself, when DPOs countered that these were situations of “100% support”.  Whenever I have met practising lawyers in the UK who have read the DGC, this is the issue they highlight as struggling with the most.  This suggests that some further detail on these situations is needed to help them to understand.

I am aware that there are interpretations of Article 12 which would posit that a person is actively exercising their legal capacity when others are making decisions on their behalf on the basis of their life narrative (e.g. the facilitated decision making approach of Bach and Kerzner, 2010;cited also by Flynn and Arstein-Kerslake, 2014).   This may well be a useful a ‘legal fiction’ as Quinn (2010) puts it.  However, given that it would certainly be a novel legal fiction, I think the DGC should clearly spell this out.  

If the purpose of the DGC is to improve general understanding of the ‘new paradigm’ articulated by Article 12 CRPD, I do not think it will be sufficient to merely say that ‘‘Support’ is a broad term capable of encompassing both informal and formal support arrangements, and arrangements of varying type and intensity’ (§15).   Unless readers are acquainted with the CRPD research and policy literature – which most lawyers, academics, activists and policymakers will not be – they will not realize quite how ‘intense’ some of these supports might be.  Many argue that the ‘facilitated decision making’ proposal of Bach and Kerzner is a substitute decision by another name.  Where I have met this objection I have tried to counter that these situations would not constitute ‘substitute decisions’ in the definition given in §23, quoted above, because they would not be objective best interests decisions.  However, this careful phrasing may require additional exegesis, since it appears to have been overlooked by almost everybody I have met who has read the DGC.
Undue influence
An issue which has arisen again and again before the Court of Protection is situations where a person with a disability is in an abusive relationship, and it is believed that their abuser exercises ‘undue influence’ over their decisions.  At present these issues are dealt with under the MCA – by pinning the blame, as it were, on a person’s ‘mental incapacity’ rather than the relational dynamics.  There is no especial reason why these cases should be constructed like this, since we have a perfectly serviceable disability neutral concept of ‘undue influence’.  

Undue influence is mentioned in Article 12(4) CRPD as something which there should be safeguards against.  The DGC says that:

‘All health and medical personnel should ensure the use of appropriate consultation skills that directly engage the person with disabilities and ensure, to the best of their abilities, that assistants or support persons do not substitute or have undue influence over the decisions of persons with disabilities.’ (§37)

Given that protection against undue influence is a risk far beyond healthcare decisions, it is unfortunate that it is not given greater consideration in the DGC across other contexts.  How should we interpret ‘undue influence’, when a defining feature of it is that a person’s expressed will and preferences is distorted by a third party, yet the CRPD requires us to respect a person’s will and preferences?  This problem exists for all the population, but it may be exacerbated where a person is reliant on others to support them in decision making and is heavily influenced by them.  It would be easy for third parties to allege that the influence supporters may have is ‘undue’.  It would be useful to have guidance on how to tell apart situations of undue influence and situations where a supporter merely has a very influential role in helping a person to make decisions, or interpreting or communicating them.  Guidance on this issue might, for example, consider the quality of the interaction between the support person and the person being supported and look for signs of fear, aggression, threat, deception or manipulation.

Moreover, we need guidance on precisely what steps should be taken where undue influence is occurring.  In England and Wales the kinds of interventions permitted under the MCA for these situations can be very coercive – for example, depriving people with disabilities of their liberty to limit their contact with the undesirable third party.  Usually this has involved a parent who is accused of neglecting or abusing them, see: A Primary Care Trust v P [2009] EW Misc 10 (EWCOP); A Local Authority v WMA & Ors [2013] EWHC 2580 (COP)).  The Committee might like to consider offering further guidance on what steps it would regard as acceptable in helping a person to distance themselves from a purported-supporter who exercises undue influence over them.

I hope the Committee will understand my comments in the spirit in which they are intended.  There is a great deal that is welcome in the DGC, and it is clearly the product of careful and thoughtful crafting.  But some difficult issues remain.  I firmly agree that there are very serious problems with the current approach to legal capacity.  However, even if we recognize that the instruments of the past have created serious detrimental and discriminatory effects, there are still questions and issues raised by the new paradigm which the human rights community would benefit from further guidance on.
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