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Submission to the House of Lords Select Committee on the Mental Capacity Act (2013)

The Centre for Disability Law and Policy welcomes the opportunity to make this submission on the Mental Capacity Act to the House of Lords Select Committee. The Centre for Disability Law and Policy (CDLP) at the National University of Ireland Galway was formally established in 2008. The Centre’s work is dedicated to producing research that informs national and international disability law reform, guided by the principles of the UN Convention on the Rights of Persons with Disabilities (CRPD). The Centre’s Director, Professor Gerard Quinn, led the delegation of Rehabilitation International during the negotiations of the CRPD in New York.  Since its establishment, the CDLP has organised and participated in a number of key events regarding disability law reform and legal capacity. These include 3 national conferences in 2011, 2012 and 2013, held in conjunction with Amnesty Ireland, which explored how forthcoming Irish legislation can reflect the changes Article 12 of the Convention on the Rights of Persons with Disabilities demands. The Centre also participated in a Canadian conference titled 'Taking Personhood Seriously: Legal Capacity Law Reform and the UN Disability Convention' in 2011. The Centre is also a regular contributor of legislative and policy submissions on issues regarding legal capacity and made a submission on Legal Capacity to the Oireachtas Committee on Justice, Defence & Equality (2011). 

TABLE OF CONTENTS

EXECUTIVE SUMMARY
3

4INTRODUCTION

Part I: UN CRPD Compliance
5
The requirements of the UN CRPD
5
MCA Compliance with the UN CRPD
7
Part II: Learning from Other Jurisdictions
10
The Irish Law Reform Process
10
A ‘functional’ approach to capacity
10
'Best interests'
11

The ‘least restriction’ principle
11

Assisted Decision-Making and Co Decision Making
12
Court procedure
13
Advocacy
14
Legal capacity in India, Canada and Australia
14
Conclusion: ‘Nothing About us Without Us’
16



EXECUTIVE SUMMARY

The Centre for Disability Law and Policy (CDLP) welcomes the opportunity to make this submission in response to the Select Committee’s call for evidence on the Mental Capacity Act 2005 (MCA). The work of the CDLP is dedicated to producing research that informs national and international disability law reform, guided by the principles of the UN Convention on the Rights of Persons with Disabilities (CRPD). Since its establishment in 2008, the Centre continues to be a leading authority – nationally and internationally – on legal capacity and disability rights law, and will focus on these issues in its submission. 

This submission aims to provide evidence for two key questions in the Select Committee’s call for evidence in the subsection on ‘Devolved administration and international context.’ It will first address question 27 by providing an analysis of the requirements of the United Nations Convention on the Rights of Persons with Disabilities (CRPD) and examine areas that the Mental Capacity Act 2005 may need reform in order to comply with the CRPD. In particular, this submission will focus on Article 12 CRPD, which sets out the right to equal recognition before the law, the right to recognition of legal capacity of persons with disabilities on an equal basis with others, and the right to support for the exercise of legal capacity. Further detail on the scope and application of this right will be provided with reference to the Concluding Observations of the Committee on the Rights of Persons with Disabilities. The application of these human rights norms to the content of the Mental Capacity Act is considered in this section.

This submission will then address question 26 by providing lessons learned from recent legal capacity reform efforts as well as good practices around the world.  Particular emphasis is placed on the Assisted Decision-Making (Capacity) Bill published in Ireland in July 2013, as an example of one attempt to legislate for systems of support to exercise legal capacity, in light of Article 12 CRPD. Other legislative examples are provided from the Representation Agreement Act of British Columbia, Canada, and the Persons with Disabilities Bill and National Trust Amendment Bill in India. Practical examples of good practice in developing support to exercise legal capacity are briefly considered, including supported decision-making pilot projects undertaken in a number of Australian States such as South Australia and Victoria.

INTRODUCTION

Since the entry into force of the UN Convention on the Rights of Persons with Disabilities (CRPD) in 2008, many countries around the world have struggled with the implementation of one of the Convention’s key articles – Article 12. This article is recognises equality before the law, but also provides for the recognition of legal capacity of persons with disabilities in all aspects of life on an equal basis with others, and places an obligation on States Parties to provide persons with disabilities with the supports they may require to exercise their legal capacity.

Ireland is currently in the process of reforming its legal capacity legislation with a view to being able to ratify the UN CRPD. The CDLP led a coalition of NGOs in producing the Essential Principles for legal capacity law reform in Ireland,
 and gave evidence to the Houses of the Oireachtas Committee on Justice Defence and Equality in relation to the Scheme of the Mental Capacity Bill 2008.
 That submission provided evidence on legal capacity law reform from the perspective of the CRPD, and based on the CDLP’s experience of this process in Ireland and other jurisdictions.

The CDLP has been involved in numerous publications and projects worldwide related to the right to legal capacity, which are used to inform the present submission. For example, the CDLP co-ordinates the PERSON project to advocate for the reform of legal capacity and guardianship laws in several Balkan states.
 It also contributed to a series of recent reports by the European Union Agency for Fundamental Rights on legal capacity
 and independent living.
 Given this breadth of experience, the CDLP is well-placed to provide evidence to the House of Lords Select Committee on the compliance of the Mental Capacity Act with the CRPD, possible reforms which could enhance supports to exercise legal capacity for persons with disabilities in England and Wales, and other legal capacity reform processes around the world which may be relevant as the Committee considers possible amendments which could be tabled to the MCA.  

Part I: UN CRPD Compliance 

The requirements of the UN CRPD

The United Kingdom ratified the CRPD on June 8, 2009 and its Optional Protocol on August 7, 2009.
 The UK has the potential to be a leader in implementing the Convention both because of its international obligations and because of its strong history of human rights protection. 
ARTICLE 12: THE RIGHT TO LEGAL CAPACITY ON AN EQUAL BASIS

Article 12 of the CRPD protects the right to Equal Recognition Before the Law for people with disabilities. This right has its roots in both the Universal Declaration of Human Rights (Article 6) and the International Covenant on Civil and Political Rights (Article 16). The CRPD was the first international human rights instrument to enumerate the essential elements of this right for people with disabilities. 

Article 12, CRPD 

Equal recognition before the law

1. States Parties reaffirm that persons with disabilities have the right to recognition everywhere as persons before the law.

2. States Parties shall recognise that persons with disabilities enjoy legal capacity on an equal basis with others in all aspects of life.

3. States Parties shall take appropriate measures to provide access by persons with disabilities to the support they may require in exercising their legal capacity.

4. States Parties shall ensure that all measures that relate to the exercise of legal capacity provide for appropriate and effective safeguards to prevent abuse in accordance with international human rights law. Such safeguards shall ensure that measures relating to the exercise of legal capacity respect the rights, will and preferences of the person, are free of conflict of interest and undue influence, are proportional and tailored to the person's circumstances, apply for the shortest time possible and are subject to regular review by a competent, independent and impartial authority or judicial body. The safeguards shall be proportional to the degree to which such measures affect the person's rights and interests.

5. Subject to the provisions of this article, States Parties shall take all appropriate and effective measures to ensure the equal right of persons with disabilities to own or inherit property, to control their own financial affairs and to have equal access to bank loans, mortgages and other forms of financial credit, and shall ensure that persons with disabilities are not arbitrarily deprived of their property.

The right to legal capacity in Article 12 refers both to the recognition of the individual as a holder of rights, as well as an actor under the law in “all aspects of life”.
 Article 12(3) mandates that States “take appropriate measures to provide access by persons with disabilities to the support they may require in exercising their legal capacity”. Therefore, States must respect the legal agency and legal standing of people with disabilities on an equal basis with others and must provide access to support for the exercise of that agency and standing.    

Article 12 of the CRPD demands a shift from substituted decision-making to supported decision-making mechanisms.
 While the UN Committee on the Rights of Persons with Disabilities has not yet provided a concrete definition of substituted decision-making regimes, it has found systems of adult guardianship, trusteeship, curatorship and judicial interdiction in the seven countries it has examined at the time of writing, to constitute substitute decision-making regimes which must be abolished in order to ensure compliance with Article 12.
 Drawing on these concluding observations, it can be surmised that impermissible substituted decision-making includes any system where 1) legal capacity is denied (even where this is only in respect of a single decision and based on an assessment of mental capacity), 2) a substituted decision-maker can be imposed on the individual against her will, and 3) any decision made 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. This can happen through legislation, such as under the MCA, or through informal norms that allow others to make decisions using their judgment of what is best for the individual. In contrast, supported decision-making mechanisms for the exercise of legal capacity must respect the rights, will and preference of the individual. The aim of Article 12 is to guarantee the right to legal capacity and support for the exercise of legal capacity and thereby enable the realization of the right to equal recognition before the law for people with disabilities. 

The support paradigm of Article 12 recognises that some people with disabilities will need access to informal or formal supported decision-making in order to exercise legal capacity. Supported decision-making models can vary greatly, and include practices such as setting up a specific decision-making agreement with chosen support people
 or receiving support from a community-based organization.
 A support paradigm demands that the people around the individual work hard to communicate with the individual and to provide the support necessary for the individual to express their will and preference and to act on it.
MCA Compliance with the UN CRPD

England and Wales has been lauded for having a robust system of rights protections for people with disabilities.
 At the time of drafting
 the 2005 Mental Capacity Act (MCA),
 it was on the forefront of progressive legal capacity legislation. However, in recent years, since the adoption of the CRPD, there have been major advancements in the understanding of the rights of persons with disabilities. In particular, it has become clear that respecting equal legal personhood and ensuring the right to choice in decision-making is essential for human flourishing. Unfortunately, people with disabilities are often denied these opportunities and the MCA does not sufficiently protect against this. The MCA falls short in several aspects when compared with the standards established in Article 12 CRPD. The key problems with the legislation from the perspective of the CRPD are: the conflation of mental capacity and legal capacity in a functional test; the ‘best interests’ standard for substitute decision-making; and the legislative sanctioning of informal capacity assessments by third parties. 

The MCA’s functional test of ‘capacity’ conflates the concepts of ‘legal capacity’ and ‘mental capacity.’ It is important for legislation to distinguish between decision-making ability (mental capacity) and legal capacity. All individuals have varying levels of decision-making ability. The right to legal capacity on an equal basis in Article 12 asks that regardless of an individual’s disability – which may include a decision-making impairment – his/her legal capacity is respected to the same degree as individuals without such disability or impairment.
 According to Article 12, every person has an inherent right to legal capacity and equal recognition before the law.
 It requires that states never deny legal capacity on the basis of disability, and instead provide appropriate assessments limited to what type of supports a particular individual needs in order to be able to exercise her legal capacity.

The MCA requires a two-stage test of mental capacity, which begins with determining whether the person has an impairment of the mind or brain.
 This automatically places individuals with cognitive disabilities (including learning disabilities, dementia, mental health issues, or neurological conditions) on unequal standing with all others being assessed for legal capacity, violating Article 12(2) of the Convention which states that persons with disabilities shall enjoy legal capacity on the same basis as others and in all aspects of life.
 The second step of the capacity test in the MCA is to ask whether the person is able to make the specific decision in question at the time it needs to be made.
  However, in order to recognize legal capacity for all, there should not be an assessment of whether a person is able to make a decision, but simply an assumption that they can and an effort to determine their wishes. By contrast, under Article 12, the more appropriate approach is to support the person to express their will and preferences, and use the individual’s will and preferences as the sole basis for the exercise of legal capacity. It is only where the will and preferences of the individual cannot be determined, after significant efforts to communicate with and support that person, that any other options, such as the introduction of a third party decision-maker, can be considered. 

The MCA places the power to assess capacity in the hands of almost any third party who needs a decision to be made – without significant procedural protections.
 Article 12(4) requires that any assistance provided in decision-making must be accompanied with appropriate procedural safeguards,
 which are lacking when doctors, lawyers, and others are permitted to make ad hoc determinations of whether an individual has sufficient decision-making skills, and if they find that s/he does not, to make a substitute decision in that person’s ‘best interests.’ 

Finally, while the MCA does mention the importance of giving weight to the wishes of the individual,
 it still maintains the best interest standard as the primary means for decision-making. Article 12 makes no mention of best interests, and instead requires States to “respect the rights, will and preferences” of the individual.
 This is an important paradigm shift in decision-making assistance. It is putting the power back in the hands of the individual using the assistance. ‘Giving weight’ to wishes, beliefs and values, is a much lesser standard than the imperative to ‘respect’ the rights, will and preferences of the individual. In the best interest standard, it is judgment from outside the individual that substitutes the judgment of the individual him/herself. In a will and preference standard, the goal is to assist the individual to develop and/or express long and short term desires. This is an essential component of respecting the right to legal capacity. It ensures that people who need assistance in decision-making are able to receive that assistance, be respected as persons before the law, and have their will and preferences realized on the same basis as others. 

The MCA is a substituted decision making model – whereby legal capacity is disproportionately denied to people with disabilities; the law validates third parties substituting their decision-making; and decision-making is based on the ‘best interest’ principle.
 Article 12 requires a move to supported decision-making where legal capacity is not disproportionately denied to people with disabilities and assistance with decision-making is based on the will and preference of the individual. While the principles underlying the MCA do require support for the individual prior to removing his or her capacity,
 the ultimate removal of legal capacity undermines the requirement of support. This does not fulfil the Article 12 requirement of support because support should occur in replace of, not merely as a supplement to, the removal of decision-making power from the individual. The UN Committee on the Rights of Persons with Disabilities has been extremely clear on this point – it is not appropriate to simply introduce supports to exercise legal capacity along with the maintenance of substituted decision-making systems.

The Mental Capacity Act of 2005 was a step in the right direction and is a distinct improvement upon the prior guardianship system in England and Wales.
  However, with the UK’s ratification of the CRPD, England and Wales must modify its system further to come into compliance with the Convention and to uphold the human rights of individuals with disabilities. This requires the eradication of substituted decision making under the MCA and its replacement with the supported decision making system required by the CRPD. This should include shifting of resources from the old system to a new system that is premised on support.

Part II: Learning from Other Jurisdictions 

The Irish Law Reform Process 

The Scheme of the Mental Capacity Bill published in Ireland in 2008 closely mirrored the MCA of England and Wales in several respects. However, in hearings on the Scheme held by the Oireachtas (Parliamentary) Committee on Justice, Defence and Equality in 2012, evidence was heard suggesting that the ‘best interests’ standard was inappropriately paternalistic, and its inclusion in the legislation was contrary to the UN CRPD. The Oireachtas Committee also heard evidence that ‘legislation must be based on supported decision making’ in accordance with the UN CRPD. The House of Lords Select Committee may find it instructive to look at the changes adopted under the new Assisted Decision-Making (Capacity) Bill in Ireland, in response to these concerns.
  

A ‘functional’ approach to capacity

Disappointingly, the Irish Bill continues to retain a functional approach to ‘mental capacity’, which is very similar to the MCA (§3). Unlike the MCA, the Bill does not include a ‘diagnostic threshold’. This might be thought to reduce any discriminatory application of the functional approach to capacity, and therefore be more in accordance with the CRPD. We would caution against that view, as the functional test is still likely to be disproportionately applied to people with disabilities. Expanding the category of people potentially subject to substituted decisions would not help legislation better comply with the CRPD requirement that regimes of substituted decision making be replaced with supported decision making.

‘Best interests’

The new Bill does not include a single reference to ‘best interests’. The Bill does, however, permit some ‘interventions’ on the basis of functional incapacity. Since these ‘interventions’ may constitute a form of substituted decision-making, which has been prohibited by the Committee for the Rights of Persons with Disabilities, this is problematic from the perspective of the CRPD. Nevertheless, these interventions still differ in important respects from the ‘best interests’ approach of the MCA.

The MCA uses an ‘objective’ test of best interests, where a person’s wishes and preferences are one factor among many to be considered – neither are they necessarily the most important factor (ITW v Z & Ors [2009] EWHC 2525 (Fam)).  By contrast, §8(7)(b) of the Irish legislation specifies that those ‘intervening’ in respect of a person shall ‘give effect, in so far as is practicable, to the past and present will and preferences of the relevant person, in so far as that will and those preferences are reasonably ascertainable’. This accords respecting and fulfilling a person’s will and preference a much higher priority than under the MCA.

The ‘least restriction’ principle

The MCA requires that before any act is done in a person’s best interests, ‘regard must be had’ for whether it can be done in a way which is less restrictive of a person’s rights and freedom of action.  As noted in Re P [2009] EWHC 163 (Ch) §41, this is merely an obligation to consider not to follow that course of action.  By contrast the Irish Bill specifies that:

(6) An intervention in respect of a relevant person shall—

(a) be made in a manner that minimises— 

(i) the restriction of the relevant person’s rights, and

(ii) the restriction of the relevant person’s freedom of action, and

(b) have due regard to the need to respect the right of the relevant person to his or her dignity, bodily integrity, privacy and autonomy

This is a much higher threshold for any interventions which contravene a person’s will and preference or which otherwise restrict their autonomy, or interfere with their privacy or bodily integrity.  

Assisted Decision-Making and Co Decision Making

The Bill includes two specific statutory regimes of supported decision making: Assisted Decision-Making (§9-§12) and Co Decision-Making (§16-§22). Both types of support arrangements must be made with the consent of the relevant person, who may nominate a suitable person of their choice to act as an Assisted Decision-Maker or Co Decision-Maker. This person will very often be a relative or friend. An agreement sets out the duties of the Assisted Decision-Maker or the Co Decision-Maker. In the case of Co Decision Makers, this agreement only becomes valid when a court order has been made confirming that the agreement is in accordance with the relevant person’s will and preference. Both these arrangements reflect provisions in Canadian legislation, discussed below.

The functions of Assistants (under Assisted Decision-Making Agreements) are:

(a) to advise the appointer by explaining relevant information and considerations relating to a relevant decision, 

(b) to ascertain the will and preferences of the appointer on a matter the subject or to be the subject of a relevant decision and to assist the appointer to communicate them,

(c) to assist the appointer to obtain any information or personal records (in this section referred to as “relevant information”) that the appointer is entitled to and that is or are required in relation to a relevant decision, (d) to assist the appointer to make and express a relevant decision, and

(e) to endeavour to ensure that the appointer’s relevant decisions are implemented

In accordance with their role, Assistants may access the relevant information to help a person to understand the relevant decision. Although many people with impairments affecting communication and understanding may informally benefit from somebody playing such a role, giving the relationship statutory footing may help many difficulties they can experience. The agreement may help friends, carers or non-statutory advocates acting as Assistants to access the relevant information to support a person. Often health and social care professionals are unfamiliar with a person’s mode of communication, and this can help to formalise the role of an Assistant in understanding and facilitating their communication. The role of the Assistant in endeavouring to ensure that a person’s decisions are implemented is also important from an advocacy perspective, where people may struggle to follow up on their decisions without support.  

Although the MCA does say ‘A person is not to be treated as unable to make a decision unless all practicable steps to help’ have been made (§1(3)) and ‘A person is not to be regarded as unable to understand the information relevant to a decision if he is able to understand an explanation of it given to him in a way that is appropriate to his circumstances (using simple language, visual aids or any other means)’ (§3(2)), this is framed in the passive voice. This is problematic, as those assessing capacity may not be familiar with a person’s communication method, and they may not have the time or a relationship of trust with the relevant person which enables them to provide appropriate support. Whilst these general provisions for support are retained under the Irish Bill, Assistant Decision-Makers are much more sensitive to the importance of recognising relationships which underpin support.

Co Decision Making Agreements, when they have the force of a court order, mean that any decisions within the scope of the agreement (and any relevant documentation signed) are only valid if both a person and their co decision maker have signed them. In effect, both the relevant person and the co-decision maker retain a veto for decisions which will affect a person. This is advantageous for (at least) two groups.  Some people may find it difficult to make some decisions, enter into contracts and so on for themselves, but may have a trusted person in their lives who they would like to do so on their behalf. These agreements would enable them to nominate that person but – unlike a Lasting or Enduring Power of Attorney – they can still exercise a veto over any decisions that person makes which they disagree with. Secondly, people who consider that their ability to make good decisions fluctuates, or they are prone to making impulsive decisions which they later regret, may think that requiring a person whose judgment they trust to sign off on any decisions, would be desirable. Co decision-makers must acquiesce to their decisions if it is clear that ‘a reasonable person could have made that relevant decision’ and ‘no harm to the appointer or any other person is likely to result from that relevant decision’. Although some questions remain about how easily a person may be able to extricate themselves from co decision-making if they find it does not work for them, this measure provides much more concrete requirements for collaborative and consensual working with people than frameworks like §4 MCA which merely require that they are ‘involved’ in, and consulted about, decisions about their lives.

Court procedure

Many jurisdictions, including England and Wales under the Court of Protection Rules 2007, do not require judges making major decisions relating to a person’s legal capacity to meet the person him or herself. Insofar as this relates to a failure to facilitate a person’s attendance in court, this is not in accordance with the requirement of Article 13 CRPD on access to justice (and Article 9, on accessibility). If the failure to facilitate the person’s attendance at court is premised on a person’s alleged ‘incapacity’, it will also fall afoul of Article 12 CRPD and the enjoyment of equal recognition before the law. Given the centrality of the principle of inclusion, and respect for a person’s will and preferences for the exercise of their legal capacity, under the UN CRPD, it is not tenable for courts to fail to meet parties to proceedings on disability-related grounds. It is also increasingly unacceptable under the European Convention on Human Rights for them to fail to do so (e.g. X and Y v Croatia (App no 5193/09) [2011] ECHR 1835; Lashin v Russia (Application no. 33117/02) [2012] ECHR 63). Under §107 of the Assisted Decision-Making (Capacity) Bill, there is a presumption in favour of any applications under the Bill being heard in the presence of the relevant person.

Advocacy

One important element missing from the Irish Bill is the provision of independent advocacy to support people in exercising their legal capacity. We note that the MCA does provide for ‘Independent Mental Capacity Advocates’, for which England and Wales is to be applauded. However, we are concerned that this form of ‘best interests’ advocacy may not be effective in ensuring that people’s will and preferences are given centrality, nor that people are entitled to statutory support in making decisions for themselves and avoiding ‘best interests’ decisions. It is also concerning that it is unclear whether IMCAs are required to support a person to challenge decisions which do not accord with their will and preferences if the IMCA themselves does not regard this as being in their best interests. We submit that whilst non-instructed advocacy is very important for people with communication impairments, this does not reflect best practice where a person is able to communicate their will and preferences.

Legal capacity in India, Canada and Australia

In light of the requirements of the CRPD as well as a decades-long push from civil society, several other jurisdictions are currently in the process of reforming their legal capacity laws. Much can be gained from examining these processes and their successes. While there is still some question about whether Canadian jurisdictions are fully compliant with Article 12, some provinces have made significant progress on instigating supported decision-making mechanisms within their substituted decision-making regimes. For example, in 1996, after a groundswell of civil-society advocacy, British Columbia enacted the Representation Agreement Act (RAA). The RAA allows an individual to nominate one or more people to act as their supporters or representatives in making legally binding decisions and exercising legal capacity. Importantly, the diagnostic threshold to determine who is permitted to create a representation agreement is flexible enough to allow a people with a diversity of decision-making skills to enter into agreements. 

Similar to Ireland, India currently has a new legal capacity bill that will shortly be put before the parliament.
 It also has a separate bill that proposes amendments to its National Trust Act,
 which would provide the structure for the blossoming of a new supported decision-making mechanism. Interestingly, the Indian bill reforming legal capacity law proposes to maintain a substituted decision-making partial guardianship regime for those that are currently under guardianship. However, all individuals in the future who are in need of decision-making assistance, will be provided with access to the support system set up in the National Trust Act. 

There are several pilot programs on supported decision-making happening around the globe. Some of the most successful and well developed are in Australia. The South Australia Office of the Public Advocate successfully completed a supported decision-making pilot in 2012 and continues to expand activities in this area.
 The Victoria Office of the Pubic Advocate is currently undertaking a similar pilot program and has received a sizable grant to do so.
 
Finally, it is worth noting that the Good Friday/Belfast Agreement contained a commitment to ensure that “equivalence” of human rights protection (in particular related to equality of opportunity) would be ensured in Northern Ireland and in the Republic.
 Northern Ireland is currently developing new legislation on mental capacity and mental health, and meetings of officials from the Departments of Justice in both Northern Ireland and the Republic have been held, to discuss the proposed legislative reforms in both jurisdictions. Developments in Northern Ireland are therefore also worth following, especially as the new legislation on capacity purports to implement Article 12 CRPD. 
Conclusion: ‘Nothing About us Without Us’

‘Nothing about us without us’ is a common refrain within the disability rights movement, meaning that policy decisions which affect people with disabilities should be made in close consultation with them. This concept animates several elements of the UN CRPD, in particular Article 33 (on monitoring the CRPD) and Article 4(4):

In the development and implementation of legislation and policies to implement the present Convention, and in other decision-making processes concerning issues relating to persons with disabilities, States Parties shall closely consult with and actively involve persons with disabilities, including children with disabilities, through their representative organizations.

We note in passing that this call for evidence was drafted in language which may be inaccessible to many people directly affected by the MCA. We hope that the Committee will take steps to capture their voices, views and experiences in other ways.  

There is a wealth of research evidence which suggests that people with disabilities, and older people, experience considerable frustration and distress by the denial of choices about their lives which are available to others,
 and that this can lead to mental health problems in its own right.
 Yet there is a paucity of evidence about the experiences of those said to ‘lack capacity’ under the MCA. To the best of our knowledge, not a single published research project has explored capacity assessments and best interests decisions from their perspective.  Consequently, the literature on the MCA is generally informed by the perspectives of those empowered to make substituted decisions under the Act: caregivers, and health and social care practitioners. The Committee must be very cautious of accepting their views at face value. The empirical research by the European Union Agency for Fundamental Rights did collect the views of citizens denied legal capacity within the EU; here is the only available quote from the UK:

‘My mum is my guardian and I can’t say ‘no’ to her. If she wants me she can phone up the house. And the house phones her. Everything is controlled by her. And I can’t breathe. Because she’s there – in my face. In this. In that. And you know she’s everywhere. […] I know she’s my mum but I’ve tried to move away from her slowly but it’s not working.’

We suggest that the Committee work with user-led organisations for people with disabilities and older adults to explore the experiences of those directly affected by the MCA.
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