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Ms. María Soledad Cisternas Reyes, Chairperson
Committee on the Rights of Persons with Disabilities

United Nations

21 Feb., 2014

Dear Ms Cisternas Reyes,


We write in response to the Committee’s Draft General Comment (DGC) on Article 12 of the UN Convention on the Rights of Persons with Disabilities (UNCRPD). We are a group of academic researchers from the University of Essex in the United Kingdom; we work together in the context of the Essex Autonomy Project (EAP), and are affiliates of the Essex Human Rights Centre.  We have special expertise in:

· the concept of autonomy (in law, in philosophy, in public policy)

· the regulation of care-relationships

· the assessment of decision-making capacity

· best-interest decision-making in law and practice

· the Mental Capacity Act (2005) of England and Wales

Prof Martin is Professor of Philosophy, Honorary Researcher at the Maudsley Institute of Psychiatry, and Director of the EAP; Prof Michalowski is Professor of Law and an expert in healthcare law and human rights; Dr Timo Jütten is Lecturer in Philosophy; Dr Matthew Burch is a Senior Research Officer on the EAP.  Our research has been funded by grants from the Arts and Humanities Research Council of Great Britain, the Wellcome Trust, and the British Academy.

Let us begin by saying that we welcome the Committee’s work in seeking to clarify the meaning of Article 12.  Around the world, the UNCRPD has generated much-needed momentum and focus in reforming legislation that affects persons with disabilities. But there remains considerable confusion regarding the meaning and force of Article 12.   The Committee’s contribution is thus timely and constructive.  

We are in agreement with many of the Committee’s positions in the DGC: 
· We share the Committee’s concern that “[h]istorically, persons with disabilities have been denied their right to legal capacity in many areas in a discriminatory manner under substitute decision-making regimes such as guardianship, conservatorship and mental health laws that permit forced treatment” (DGC §7).  
· We wholeheartedly endorse the Committee’s observation that “persons with cognitive or psychosocial disabilities have been, and still are, disproportionately affected by substitute decision-making regimes and denial of legal capacity” (DGC §9). 

· We are firmly in agreement with the emphasis that the DGC places on supported decision-making, and we share the Committee’s concern about the lack of mechanisms that will ensure maximum support to facilitate decision-making by persons with disabilities.  

We therefore welcome the DGC’s emphasis on states’ obligations to provide the fullest support to persons with disabilities to enable them to exercise their legal capacity and their right to make decisions that reflect their own will and preferences.

It is in the context of these broad areas of agreement that we now turn to highlight three areas of concern:  

A. the claim of the DGC that Article 12 requires the abolition of all regimes of substituted decision-making; 

B. the claim of the DGC that Article 12 precludes any use of mental capacity assessment; 

C. a logical inconsistency in the position of the DGC as drafted.

Examples

Before turning to these details, however, it may be useful to begin with a question that lies in the background of all of our concerns.  What about persons who lack the ability to make decisions for themselves even when provided with all possible means of support?  As we have already indicated, we are in agreement with the DGC in insisting that support must be provided to persons with disabilities in order that they may make their own decisions wherever possible.  We also agree that much more needs to be done, both in law and in practice, to put this transformative principle to work.  But it is imperative to recognise that there are some persons whose disabilities are so severe that they are not able to make decisions even when provided with all possible means of support.  

It will help to have a few examples in mind.  In our most recent research, we have been working closely with persons who suffer disabilities as a result of brain injuries.  We have worked with the families of disabled persons who have been in a persistent vegetative state (coma) for many years; we have also worked on cases that involve persons in minimally conscious states.  These are extreme and tragic cases, but they are real cases.  These individuals lack the ability to make decisions for themselves – with or without support.  But decisions regularly have to be made – about their care, about their finances, about legal proceedings, about insurance settlements … .

The foregoing examples are cases where a small class of severely disabled persons essentially lack all decision-making ability, even when all possible means of support are provided.   The law needs to have mechanisms for managing such cases in compliance with Article 12.  But there is a larger set of cases where disabled persons lack the ability to make a particular decision, or a particular class of decisions, with or without support.  Allow us to review one example in some detail.
Paul (name altered) is a 35-year old man who suffered a frontal-lobe brain injury in an automobile accident ten months ago.  In some respects his recovery has proceeded well.   He is out of hospital and receiving residential care in a brain-injury recovery unit.  He is not in pain; he is mobile; he speaks fluidly.  Nonetheless Paul continues to exhibit profound and persistent residual symptoms, including severe amnesia, confabulation, impulsiveness and severe disinhibition.  
In addition to these primary deficits, Paul also suffers a secondary deficit that is common in frontal-lobe injuries:  he lacks awareness of his own impairments.  He believes that he has fully recovered from his accident, and insists that he no longer needs or wants help.  He also suffers from a delusion:  he does not realise that he is living in a brain injury-recovery unit, nor that he is in fact receiving extensive support in virtually all aspects of his day-to-day life.  He insists that he is in his own flat, near the restaurant where he works as a chef. In fact he has not worked at all since the accident and has no income or prospects for employment.  The delusion is very persistent; his confabulation functions to insulate him from evidence that might otherwise serve to expose it.
Paul is now facing an important set of legal and financial decisions.  He has been offered a very substantial financial settlement from an insurance company, with the amount of the settlement calibrated to take into account his long-term care needs over the course of a lifetime.  But Paul denies that he has any such needs; his plan is to accept the settlement and spend the bulk of the money immediately on a new flat and lavish consumer goods. 

In thinking about Paul’s situation we wish first to record our own professional judgement, which is shared by Paul’s family and all of Paul’s professional care-providers, viz., that Paul lacks the ability (with or without support) to make many of the most serious decisions he faces – notably the decision about whether to sign a complex legal settlement with the insurance company, and whether and how to manage the large sum of money that will result.  These would be difficult decisions for anyone to manage; in Paul’s case the challenge is insuperable.  We also find it difficult to accept that Paul has the ability to plan for his care needs, given his persistent lack of awareness of those needs.

Paul also faces a set of second-order decisions about whether to accept support in making those first-order decisions.  Paul himself refuses offers of support on the basis of his delusional belief that he suffers no impairments.  It is crucial to appreciate the consequence.  Paul’s care-providers and the judge overseeing Paul’s case seek to provide all possible means of support to Paul in navigating the difficult decisions that he faces. But that support can only be provided by overriding Paul’s known will and preferences as regards the provision of support!   The lesson here:  sometimes supported decision-making itself requires an element of substituted decision-making.  


With these background observations in place, we turn to our particular concerns and recommendations regarding the DGC.
(A) Should all regimes of substituted decision-making be abolished?


The DGC takes the position that Article 12 precludes all forms of substituted decision-making, and that all regimes of substituted decision-making should be replaced by regimes of supported decision-making.  We submit that this position is untenable in practice and will lead to ethically unacceptable results.  Why?  Because the fact is that some individuals cannot make their own decisions even with support.  What are the options under such circumstances?  We can see only four alternatives.  

a) Abandon these profoundly vulnerable individuals to their fate.  

b) Resort to fiction, deeming such individuals to have abilities that they in fact lack.  

c) Engage in what is in fact substituted, best-interest decision-making, but describe it as the provision of “100% support.”  

d) Adopt and regulate a regime of substituted decision-making.

Option (a) is ethically abhorrent.  Option (b) is intellectually dishonest and adopts the risky strategy of building a vitally important body of law on the unstable foundation of an empirically false proposition.  Option (c) is not properly an alternative to substituted decision-making; it simply reintroduces substituted decision-making by a different and misleading name.  So the only honest, realistic and ethically acceptable alternative is (d):  if these individuals cannot make their own decisions, then someone else must do so.  But that, by definition, means some form of substituted decision-making.  

It is undeniably the case that regimes of substituted decision-making have historically led to hideous abuses.  But the lesson to draw from this (continuing) history is not that all substituted decision-making regimes should be abolished; we have shown that this is neither a practical nor an ethically acceptable option.  Instead, substituted decision-making needs to be carefully circumscribed and regulated by law.  But the law cannot regulate and review substituted decision-making without first recognising the need for its continued existence.  
Recommendation 1:  We urge the Committee to revise the DGC so as to recognise (a) that some disabled persons lack the ability to make at least some decisions even with support; (b) that some regime of substituted decision-making is inevitable, and must be strictly delimited and regulated in accordance with international principles of human rights; (c) that Article 12 be interpreted to require the abolition of substituted decision-making except in such cases where the disabled person is unable to make decisions even with all possible means of support.  
(B)  Should legal capacity ever be conditional upon mental capacity?

In many legal jurisdictions around the world, the right of a disabled person to act with legal effect is conditional.  Specifically, it is conditional upon an assessment of the person’s ‘mental capacity’ or ‘decision-making capacity’ or ‘competence.’  The DGC takes a firm stand against this practice:  “Under article 12 of the Convention, perceived or actual deficits in mental capacity must not be used as justification for denying legal capacity” (DGC §12).  

We find the DGC helpful in drawing a clear distinction between legal capacity and mental capacity. Moreover, we are in agreement with the DGC in rejecting both status tests and outcome tests for mental capacity (DGC §13).  However, we have shown above that there are cases where persons are unable to make decisions for themselves, even when support is provided.  For persons in such a situation, active legal capacity simply cannot be exercised.  That is, for the matter in question, the person is simply unable to “make decisions that have legal effect” (DGC §14) or to “be an agent who can perform acts with legal effect” (DGC §11). To deal with these cases, we believe that a functional test for mental capacity is sound ethical practice and legally compatible with the provisions of Article 12.

In order to comply with the requirements of Article 12, we need to determine not only what kinds of support an individual requires, but also whether any form of support will be sufficient to facilitate the person’s active legal capacity.  For such a determination, a functional test of mental capacity is appropriate.  Any such assessment should be constructed and conducted so as to determine whether the individual has the decision-making skills required to make the relevant decision with support. 


The DGC rejects functional tests as incompatible with Article 12 because under such tests, “a person’s disability and/or decision-making skills are taken as legitimate grounds for denying his or her legal capacity” (DGC §13).  The DGC argues that “Article 12 does not permit such discriminatory denial of legal capacity, but rather requires that support be provided in the exercise of legal capacity” (DGC §13).  Elsewhere, the DGC qualifies this absolute rejection of a functional test of capacity by stating that such tests would “violate article 12 if they are discriminatory or if they disproportionately affect the right of persons with disabilities to equality before the law” (DGC §21, emphasis added). 

This raises the question whether such a functional test of capacity would under all circumstances be discriminatory, or whether such a test could be implemented in a non-discriminatory way. A functional test of capacity that assesses the capacity to make decisions with support would regard as incompetent persons who lack, even with the fullest possible support, the skills to make their own decision on a particular issue. This would be true both where the incapacity is caused by disability, and where it has other causes, such as intoxication, temporary unconsciousness, or conditions that do not fall within the concept of disability adopted by the UNCRPD.  At least formally, then, disability would not be the relevant factor, so the practice would not constitute direct discrimination.

The DGC asserts that denial of legal capacity on the basis of a lack of decision-making capacity would nonetheless be discriminatory in effect.  We disagree.  If, as the DGC itself concedes, active legal capacity is possible only for persons who can, with support, make decisions with legal effect, then where a person’s disability is so severe as to deprive them of the ability to make even supported decisions, there simply is no active legal capacity to be recognised. 


Here we wish to add a few observations about the concept of discrimination in the context of international human rights standards.  The DGC sees Article 12 as further defining the content of the right of equality before the law that is protected in international human rights law, for example, under the International Covenant on Civil and Political Rights (ICCPR), and as describing “the specific elements that States parties are required to take into account to ensure the right to equality before the law for people with disabilities, on an equal basis with others” (DGC §1). But UN Treaty bodies have consistently held that “not every differentiation of treatment will constitute discrimination, if the criteria for such differentiation are reasonable and objective and if the aim is to achieve a purpose which is legitimate under the Covenant.”  (See § 13 of UN Human Rights Committee, General Comment No. 18: Non-discrimination, 10/11/1989, HRI/GEN/1/Rev.9 (Vol. I). 

This position has recently been reinforced by the UN Human Rights Committee (UNHRC).  In its Concluding Observation on Belize, it specifically addressed concerns related to discrimination based on disability in the context of the right to vote. It stated that “The State party should revise its legislation to ensure that it does not discriminate against persons with mental intellectual or psychosocial disabilities by denying them the right to vote on bases that are disproportionate or that have no reasonable and objective relationship to their ability to vote, taking account of article 25 of the Covenant, and article 29 of the Convention on the Rights of Persons with Disabilities.” (UN doc CCPR/C/BLZ/CO/1 (2013), para 24, emphasis added).

This shows that under the ICCPR as interpreted by the UNHRC, a violation of a right based on the status as a disabled person is impermissible, while a qualification of that right based on a lack of the ability to vote would be regarded as permissible, given that a meaningful exercise of that right requires certain abilities, and their lack would therefore provide reasonable grounds for denying the right to vote. This gives strong support to the view that a functional approach to capacity is in line with international human rights standards.


International law imposes on States positive obligations to protect the right to life and the right to physical integrity, among others. While this protection can in many instances be waived by the autonomous decision of the right holder, it is very questionable that a mere expression of a will and/or preference as determined by a third party who supports the individual’s decision-making process, but that might not be based on appropriate understanding of the decision and its consequences on the part of the individual, would be sufficient to release the state from its duty to protect. Thus, in order to comply both with their obligation to protect the autonomy of the individual at stake, and that individual’s right to state protection, states would have to have systems in place to determine the autonomous nature of the decision. This provides another argument that states need to provide for some form of capacity assessment.

Recommendation 2:  We urge the Committee to revise the DGC so as to recognise that functional assessments of mental capacity do have an essential role to play under Article 12, provided that they are used either (i) to determine what forms of support a person requires in order to make decisions with legal effect, or (ii) to determine whether a person has the ability to make decisions on specified matters even when all possible means of support are provided.
(C) A Logical Inconsistency in the DGC

Allow us to draw together several of the foregoing observations by pointing out a way in which the text of the DGC as drafted courts paradox or even logical inconsistency.  In order to bring the paradox into view, we need to recognise two sets of commitments that animate the Committee’s position.


The first set of commitments concerns the meaning of legal capacity in the context of Article 12.  The DGC holds that legal capacity must be recognised as a universal human attribute (DGC §8).  It then defines legal capacity as comprising both passive legal capacity (to be recognised as a holder of rights) and active legal capacity (to be recognised as a legal agent who can act with legal effect)  (DGC §11). The final commitment in this first set pertains to support:  in order to have active legal capacity, many persons will require support in order to “make decisions with legal effect” (DGC §14).  The crucial point to recognise is that this set of commitments carries with it a logical entailment:  if legal capacity is a universal human attribute, and if legal capacity consists in part of the ability to make supported decisions with legal effect, it follows that the ability to make supported decisions with legal effect is a universal human attribute.

The second set of commitments pertains to the assessment of mental capacity.   As we have seen, the DGC rejects any use of mental capacity assessment as a condition on legal capacity, and it defines “mental capacity” as the possession of “decision-making skills”  (DGC §12).  This set of commitments also has logical consequences:  taken together, they entail that that everyone has legal capacity, whether or not they have decision-making skills.  

The two underscored entailments combine to produce the contradiction.  Taken together they entail that everyone has the ability to make supported decisions with legal effect, whether or not they have decision-making skills.  That is: everyone can make decisions, whether or not they can make decisions!  If the DGC is to avoid logical incoherence, then something in these two sets of commitments needs to change.  In our opinion, the requisite change should be made to the definition of legal capacity (DGC §11).  Passive legal capacity is a universal human attribute:  all persons are holders of rights before the law.  Active legal capacity is not.  

Recommendation 3:  Rather than defining legal capacity as combining passive and active legal capacity in all cases, legal capacity should be defined as requiring passive legal capacity in all cases, and active legal capacity wherever possible. 

Conclusion

Allow us to conclude with a final thought about the case of Paul.  There may be some who respond to Paul’s case by insisting that it would be discriminatory to intervene in Paul’s financial affairs.  After all, don’t we all make poor financial decisions that we later come to regret?  Isn’t Paul, in this respect, just like everyone else?  Since we do not resort to substituted financial decision-making in the non-disabled population, wouldn’t it be discriminatory to resort to it in Paul’s case? The important point we would make is this:  Paul’s situation is different from that of other people, and this difference makes a difference.  His poor financial decision-making is not based on imprudence or idiosyncratic values or temporal discounting or any kind of weighing up of present opportunities against future needs.  It is based instead on a set of frankly delusional beliefs that are themselves the result of a tragic accident.  Treating Paul differently in light of this difference should not be seen as an act of discrimination; it should be seen as a paramount legal and ethical imperative.

Respectfully,

Wayne Martin
Sabine Michalowski
Timo Jütten
Matthew Burch
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