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 The Centre for Disability Law and Policy welcomes the opportunity to make this submission on the Assisted Decision-Making (Capacity) Bill to the Department of Justice and Equality. 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). 
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Executive Summary

The Centre for Disability Law and Policy welcomes the publication of the draft Assisted Decision-Making (Capacity) Bill, which introduces many important reforms, such as the opportunity for individuals to make legally binding agreements with others to assist and support them in making their own decisions. While the Bill is a significant improvement on the Scheme of the Mental Capacity Bill published in 2008, further changes are required for it to fully respect the human rights of persons with disabilities, people with mental health problems and older people.  

This submission identifies the key areas for reform in order for the Bill to fully reflect the vision of equality, dignity and respect for human rights contained in international human rights generally, and in the UN Convention on the Rights of Persons with Disabilities (CRPD) in particular.  

The submission is divided into two parts. The first part aims to provide clarity on the emerging international consensus as to how to operationalize the right to legal capacity in domestic law. This part comprises an in depth analysis of Article 12 of the CRPD, drawing in part from the draft general comment on Article 12 issued by the Committee on the Rights of Persons with Disabilities.
 Of note is the distinction made by the CRPD Committee between legal capacity and mental capacity, affirming that deficits in mental capacity cannot be used as justification for denying legal capacity. This part also delves into what support means, illuminating how supported decision-making differs from substituted decision-making.   

The second part aims at making concrete proposals for amendments to the bill to bring it in line with Article 12 of the UN Convention. Our key proposals include first, the need to define legal capacity in the Bill as including both the capacity to hold rights and to exercise them. Second, the need to replace the presumption of mental capacity with the presumption that people will exercise legal capacity independently, or with supports and accommodations. Third, recommendations aimed at ensuring that assisted decision-making, co-decision-making, representative decision-making and informal decision-making respect the will and preferences of the individual. Underlying these recommendations is the idea that supports for making decisions should be flexible and accessible to all. Fourth, we examine how the provisions in the Bill on enduring powers of attorney and wards of court can be amended to bring them more in line with Article 12. Fifth, we propose the introduction of new parts in the Bill including on advocacy, chemical restraint, detention safeguards and legal aid.
This submission is to be read together with the ‘Textual Amendments to the Assisted Decision-Making (Capacity) Bill’ developed by the Centre for Disability Law and Policy together with a group of civil society organisations. 

1. Introduction

Article 12 of the UN Convention on the Rights of Persons with Disabilities represents a paradigm shift in understanding the right to legal capacity. Prior to the entry into force of the Convention, there was no international human rights standard that guaranteed to persons with disabilities the enjoyment of legal capacity on an equal basis with non-disabled people. As a result, in many countries around the world, people with disabilities were deprived of their legal capacity – meaning that they were denied the right to make many legally binding decisions – including entering contracts, voting, getting married, and consenting to (or refusing) medical treatment. In many liberal democracies today, it is still considered acceptable to deny people with disabilities the right to exercise their legal capacity, based on the person’s ‘mental capacity’ or decision-making ability. This particularly affects those with intellectual disabilities, psycho-social disabilities, dementia, autism, and other neurological or cognitive disabilities.

The Assisted Decision-Making (Capacity) Bill has been eagerly awaited by many, both in Ireland and abroad, who are anxious to see how Ireland will interpret the emerging international consensus on the right to legal capacity for persons with disabilities and the right to support in the exercise of legal capacity. While the Bill represents an important step forward and provides a number of options for those who wish to use support to exercise their legal capacity, it does so based on a model of mental capacity – meaning that the kind of support a person can use is still based on how the courts view their decision-making ability – rather than giving full recognition to the individual’s will and preferences to choose the type of support they desire. For example, according to the Bill as currently drafted, a person may wish to use a decision-making assistant, but may be found by the court not to have sufficient ‘mental capacity’ to make decisions on their own even with the support of an assistant, and may be appointed a co decision-maker or decision-making representative instead, even if this is not the kind of support the individual really wants. 

The focus of this submission is to provide clarity on the emerging international consensus as to how to operationalise the right to legal capacity in domestic law. Many countries worldwide are introducing new legislation in this field, and there is much to be learned from in comparative countries’ experiences. Importantly, the UN Committee on the Rights of Persons with Disabilities has recently published its Draft General Comment on Article 12,  which provides a more expansive account than ever before on what the right to legal capacity means and how it should be realised. The key aspects of this Draft General Comment are discussed in further detail below.

For clarity, it is worth setting out the key elements of Article 12 here, before examining the Assisted Decision Making (Capacity) Bill’s compliance with these provisions of the Convention. 

Article 12 states as follows:

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

2. States Parties shall recognize 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 first paragraph reaffirms the status of persons with disabilities as persons before the law, i.e. as individuals possessing legal personality, with legal status and agency. This is confirmed by paragraph two, which extends the right to enjoy legal capacity on an equal basis with others to all aspects of life. Some might argue that functional assessments of mental capacity (which result in the removal of an individual’s legal capacity in respect of a particular decision) conform with Article 12.2, since all adults, regardless of whether or not they have a disability, could, in theory, be subject to a functional assessment of their mental capacity, and have their legal capacity removed for a particular decision if they fail to meet a certain standard of decision-making ability. 

However, the Draft General Comment on Article 12 clarifies that where functional assessments of mental capacity exist, they are disproportionately applied to people with disabilities. The Committee argues that Article 12 must be read in conjunction with Article 5 (Equality and Non-Discrimination), and that this reading prohibits the use of functional assessment of mental capacity to justify substitute decision-making, as the functional test is discriminatory (in both purpose and effect) towards persons with disabilities. 

The Draft General Comment also clearly states, for the first time, that an individual’s mental capacity cannot be used as a reason to deprive that person of legal capacity, even if the deprivation of legal capacity relates to a single decision. 

Legal capacity and mental capacity are distinct concepts. Legal capacity is the ability to hold rights and duties (legal standing) and to exercise these rights and duties (legal agency). It is the key to accessing meaningful participation in society. Mental capacity refers to the decision-making skills of an individual, which naturally vary among individuals and may be different for a given individual depending on many factors, including environmental and social factors. Article 12 does not permit perceived or actual deficits in mental capacity to be used as justification for denying legal capacity.
 

Paragraph three contains one of the more novel additions to Article 12 – a state obligation to provide the supports required to exercise legal capacity. This support can take many forms, including, but not limited to, formal agreements with supporters who assist in certain areas of decision-making. Further explanation of the types of measures which constitute support to exercise legal capacity is provided in the Draft General Comment, which states:

‘Support’ is a broad term capable of encompassing both informal and formal support arrangements, and arrangements of varying type and intensity. For example, persons with disabilities may choose one or more trusted support persons to assist them in exercising their legal capacity for various types of decisions, or may use other forms of support, such as peer support, advocacy (including self advocacy support), or assistance in communication. Support for the legal capacity of persons with disabilities might include measures encompassing universal design and accessibility, for example, the burden of providing understandable information from private and public actors such as banks and financial institutions in order to enable persons with disabilities to perform the legal acts required to open a bank account, enter into contracts, or other social transactions. (Support can also constitute the development and recognition of diverse and unconventional methods of communication, especially for those who use non-verbal communication to express their will and preferences.)

Paragraph four of Article 12 addresses the safeguards required for all measures regarding the exercise of legal capacity. Some argue that this provision allows for some limited forms of guardianship to remain if the appropriate safeguards are in place;
 however, the Committee on the Rights of Persons with Disabilities has not accepted this argument from any of the countries it has examined to date – even those countries which have interpretative declarations on Article 12, setting out interpretations that Article 12 permits some limited forms of substituted decision-making.
 
The key phrase in Article 12(4), and one which has been used repeatedly by the Committee on the Rights of Persons with Disabilities in its concluding observations on the countries examined to date, is that safeguards should be designed to respect the ‘rights, will and preferences’ of the person. The term ‘best interests’ does not appear in paragraph four, or in Article 12 at all. Therefore, it is clear that safeguards which are paternalistic in nature, or which envisage the use of substitute decision-making, are not permitted under Article 12. Finally, paragraph five refers specifically to the need to respect legal capacity with regard to financial affairs and property – an issue which was subject to extensive debates during the negotiation of the CRPD.

The Committee has repeatedly called for the abolition of regimes of substitute decision-making and their replacement with systems of supported decision-making in each of the seven concluding observations it has issued to date.
 In each of its Concluding Observations on these countries, the Committee expressed concern “that no measures have been undertaken to replace substitute decision-making by supported decision-making in the exercise of legal capacity”.
 With respect to all countries, the Committee recommended that the states “review the laws allowing for guardianship and trusteeship, and take action to develop laws and policies to replace regimes of substitute decision-making by supported decision-making, which respects the person’s autonomy, will and preferences.”
 This approach demonstrates the Committee’s acceptance of the need for a support model of legal capacity to be implemented in States Parties to the Convention; and following the publication of the Committee’s Draft General Comment more guidance has been provided on the definitions of ‘substitute decision-making regimes’ and ‘supported decision-making’ respectively. Substitute decision-making is defined as follows: 

where 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 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.

By contrast, the Committee provides a broad interpretation of  ‘supported decision-making’, as ‘a cluster of various support options which give primacy to a person’s will and preferences and respect human rights norms.’
 A non-exhaustive list of support options is provided in the draft General Comment, from relatively minor accommodations, such as accessible information, to more formal measures such as supported decision-making agreements nominating one or more supporters to assist the individual in making and communicating certain decisions to others.
 

A supported decision-making regime is a cluster of various support options which give primacy to a person’s will and preferences and respect human rights norms. It should provide protection for all rights, including those related to autonomy (right to legal capacity, right to equal recognition before the law, right to choose where to live, etc.) and rights related to freedom from abuse and ill-treatment (right to life, right to bodily integrity, etc.). While supported decision-making regimes can take many forms, they should all incorporate some key provisions to ensure compliance with Article 12. These conditions include the following:

(a) Supported decision-making must be available to all. An individual’s level of support needs (especially where these are high), should not be a barrier to obtaining support in decision-making.

(b) All forms of support to exercise legal capacity (including more intensive forms of support) must be based on the will and preference of the individual, not on the perceived/objective best interests of the person.

(c) An individual’s mode of communication must not be a barrier to obtaining support in decision-making, even where this communication is unconventional, or understood by very few people.

(d) Legal recognition of the supporter(s) formally chosen by the individual must be available and accessible, and the State has an obligation to facilitate the creation of these supports, particularly for people who are isolated and may not have access to naturally-occurring supports in the community.  This must include a mechanism for third parties to verify the identity of a support person as well as a mechanism for third parties to challenge a decision of a supporter if s/he believes the supporter is not acting based on the will and preference of the individual.

(e) In order to comply with the Article 12(3) requirement that States Parties take measures to ‘provide access’ to support, States Parties must ensure support measures are available at nominal or no cost to persons with disabilities and that a lack of financial resources is not a barrier to accessing support for the exercise of legal capacity.

(f) The use of support in decision-making must not be used as a justification for limiting other fundamental rights of persons with disabilities. This is especially so for the right to vote, right to marry (or establish a civil partnership) and found a family, reproductive rights, parental rights, the right to give consent for intimate relationships and medical treatment and the right to liberty.

(g) The person must have the right to refuse support and end or change the support relationship at any time they choose.

(h) There must be safeguards for all processes connected to legal capacity and supports to exercise legal capacity. The goal of these safeguards must be to ensure that the person’s will and preferences are being respected.

Finally, the Draft General Comment provides the following guidance to countries developing legislation on support to exercise legal capacity:

The obligation to replace regimes of substitute decision-making by supported decision-making requires both the abolishment of substitute decision-making regimes, and the development of supported decision-making alternatives. The development of supported decision-making systems in parallel with the retention of substitute decision-making regimes is not sufficient to comply with Article 12. 

Further to the Committee’s interpretation, and building on the work of Bach and Kerzner, Arstein-Kerslake and Flynn have suggested some additional components of the support model of legal capacity as enshrined in Article 12. They argue that it is crucial that supports for exercising legal capacity can only be offered to the individual, but not imposed.
  In situations where the person’s will and preferences remain unknown after significant efforts to discover these have been made, ‘facilitated’ decision-making
 could be available, where someone could be appointed to make a decision on behalf of another individual as a last resort. In all situations where support is provided, the most important safeguard, as has been emphasised by the Committee, is the need for decisions to reflect the rights, will and preferences of the individual receiving support.
 

2. Suggested Amendments to Bill Based on International Human Rights Law

1. Definition of Capacity

The definition of capacity in section 3 of the bill is based on the concept of mental capacity. There is no definition of legal capacity in the bill, nor does the bill contain recognition of universal legal capacity. To be in line with the CRPD, the Bill should replace the definition of mental capacity in the bill with a definition of legal capacity as the capacity both to hold rights and to exercise them (either independently, or with supports and accommodations). It should also contain a statement that all natural persons have legal capacity and that this cannot be removed, reduced or restricted based on mental capacity/disability. The bill should not make support options contingent on a test of mental capacity. Instead, the bill should make it clear that the exercise of legal capacity may be achieved either:
(1) by the relevant person, acting legally independently, and with decision-making supports and accommodations as needed; or 

(2) by the person(s) appointed to support the relevant person in exercising his or her legal capacity; and

(3) Where a person is exercising legal capacity with support, there should be a requirement that the decision be guided by the decision-making assistant, co-decision-maker, decision-making representative or attorney’s best interpretation of the adult's will or preferences and how these are to be applied to a specific decision(s);

(4) In applying no. 3 above, “best interpretation” means the interpretation an adult’s behaviour and/or communication that seems most reasonably justified in the circumstances; and decision-making assistants, co decision-makers and decision-making representatives must be able to provide a reasonable account of how this interpretation was arrived at.

Assisted decision-making agreements and co-decision-making agreements should be available to anyone to enter into, based on a relationship of trust between the parties and an understanding of the nature of the agreement, rather than a high level of mental capacity (including understanding the consequences of decisions) currently set out in section 3.

2. Assisted Decision-Making

Section 10 of the bill outlines assisted decision-making agreements, allowing appointers to create agreements with assistants if they consider that their capacity is, or shortly may be, in question. 

Assisted decision-making provisions should ensure that assisted decision-making appointers should not have to pass a test of functional mental capacity as outlined under section 3. Second, assisted decision-making appointers should have flexibility to appoint more than one assistant for each type of decision, taking into account the fact that at present, by law, a person can appoint more than one attorney to make whichever decisions the person would like. The Bill also envisages the appointment of more than one decision-making representative for each area of decision-making, so should equally give this flexibility to the less restrictive support options.   Third, the bill should make it clear that assisted decision-making agreements are legally binding in nature, and as such should place an obligation on third parties to respect decisions made using an agreement. 

The following are general guidelines comprising the essential elements of assisted decision-making agreements in line with the CRPD:

a) No front-end test of mental capacity to enter agreement

b) Burden of proof on third parties to demonstrate the agreement is invalid by proving the person did not have the ability to make an agreement

c) Low threshold for ability to make an agreement – e.g. British Columbia model for representation agreements, i.e. agreement is valid if the relationship between the parties can be characterized as one of trust, and the assistant has not breached their duties under the agreement, acted in good faith in accordance with the person’s will and preferences, etc.

d) Ensure that decision-making assistance agreements survive the Mental Health Act, even if the person is involuntarily detained

e) Ensure that decision-making assistance agreements can continue to be amended and will remain valid for the whole length of a person’s life if they so choose, even where the individual’s decision-making ability fluctuates or deteriorates through time 
In addition, decision-making assistants should be bound by the following duties:

(a) to build a relationship with the appointer over time in order to fully understand the appointer’s will and preferences, recognizing that this may be a long-term process

(b) to ascertain the will and preferences of the appointer on a matter the subject of a relevant decision, using all forms of communication, including, where relevant, total communication, augmented or alternative communication, and non-verbal communication or gestures)

(c) to assist the appointer to communicate his or her will and preferences to third parties,

(d) to assist the relevant person to explore options for each decision to be made, including giving the person the opportunity to try different options before making a final decision

(e) to advise the appointer by explaining relevant information and considerations relating to a relevant decision in a manner the appointer can understand, 

(f) 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,

(g) to assist the appointer to make and express a relevant decision,

(h) to adhere to the appointer’s will and preferences as communicated and to endeavour to ensure that the appointer’s relevant decisions are implemented.

(i) to abide by the terms of the agreement and not to act beyond the scope of their powers or in breach of their duties

(j) to remain a support for the exercise of the appointer’s legal capacity and not to act as a substitute decision-maker

The Bill should contain consequences for breach of duties. 

3. Co-Decision-Making

Section 16 of the Bill sets out how individuals can make co decision-making agreements, the powers of courts to make co-decision-making orders and safeguards. 

More safeguards are needed for co-decision-making; as currently framed, the provisions on co-decision-making run the risk of being coercive. In the first place, co-decision-making agreements should be entered into based on the free and informed consent of the relevant person and the co decision-maker.  

Individuals should be able to appoint more than one co decision-maker for each area of decision-making, taking into account the fact that at present, by law, a person can appoint more than one attorney to make whichever decisions the person would like. The Bill also envisages the appointment of more than one decision-making representative for each area of decision-making, so should equally give this flexibility to the co-decision-making option.  

Further, agreements should be legally binding once appropriate notice and conditions are met – and a court order should not be necessary to give these legal effect.  

Strict scrutiny must be applied by the relevant state bodies to investigate possible abuses.

In addition, stronger obligations should be imposed on co decision-makers to support the will and preferences of the person, and more control must be vested in the appointer (rather than the court) in terms of varying, revoking, or discharging agreements. 

Co-decision makers should have the following duties:

(a) to continue to build a relationship with the appointer over time in order to fully understand the appointer’s will and preferences, recognizing that this may be a long-term process;

(b) to ascertain the will and preferences of the appointer on a matter the subject of a relevant decision, using all forms of communication, including, where relevant, total communication, augmented or alternative communication, and non-verbal communication or gestures);

(c) to assist the appointer to communicate his or her will and preferences to third parties;

(d) to assist the relevant person to explore options for each decision to be made, including giving the person the opportunity to try different options before making a final decision;

(e) to support the person to connect with and build a network of naturally-occurring community supports, with a view to transitioning out of co decision-making back to less intrusive options like the decision-making assistance agreement;
(f) to advise the appointer by explaining relevant information and considerations relating to a relevant decision in a manner the appointer can understand; 

(g) 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;

(h) to assist the appointer to make and express a relevant decision;

(i) to adhere to the appointer’s will and preferences as communicated and to endeavour to ensure that the appointer’s relevant decisions are implemented.

(j) to abide by the terms of the agreement and not to act beyond the scope of their powers or in breach of their duties;

(k) to remain a support for the exercise of the appointer’s legal capacity and not to act as a substitute decision-maker.

The Bill should contain consequences for breach of duties. 
4. Representative Decision-Making

Section 23 allows the court to appoint decision-making representatives where a person is found to lack mental capacity for a decision, and either the court is unable to appoint a co-decision maker, or the person would not have mental capacity for that decision even with a co-decision maker.

In the first place, less restrictive measures, such as the use of an assisted decision-making agreement, should be fully explored before the last resort of a representative. Representative decision-makers should be seen as decision-makers of last resort and should only be appointed where the will and preferences of the person are unknown, and their role should only be to act in a manner that represents their best understanding of the person’s will and preferences. 

Represented persons should have more choice and control to determine who should or shouldn’t be their representative, as well as the scope of any decisions made.

Decision-making representatives should be under the following duties:

(a) to build a relationship with the relevant person over time in order to fully understand the relevant person’s will and preferences, recognizing that this may be a long-term process

(b) to ascertain the will and preferences of the relevant person on a matter the subject of a relevant decision, using all forms of communication, including, where relevant, total communication, augmented or alternative communication, and non-verbal communication or gestures)

(c) to consult those who know the relevant person well, including friends, family members, and others, in order to formulate the best interpretation of the relevant person’s will and preferences

(d) to assist the relevant person to explore options for each decision to be made, including giving the person the opportunity to try different options before making a final decision

(e) to support the person to connect with and build a network of naturally-occurring community supports, with a view to transitioning out of representative decision-making back to less intrusive options like the decision-making assistance agreement

(f) to assist, where possible, the appointer to communicate his or her will and preferences to third parties,
(g) to make concerted efforts to advise the relevant person by explaining relevant information and considerations relating to a relevant decision in a manner the relevant person can understand, 

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

(i) to assist the appointer to make and express a relevant decision,

(j) to make the decision based on his or her best interpretation of the relevant person’s will and preferences as communicated and to endeavour to ensure that the  relevant decisions are implemented,

(k) to explain to the relevant person,  his or her duties as a representative in a manner the relevant person can understand

(l) to investigate and pursue any opportunities for the relevant person to develop natural and community supports, and to support the relevant person to make decision-making assistance agreements or co decision-making agreements with other supporters if applicable,

(m) to abide by the terms of the agreement and not to act beyond the scope of their powers or in breach of their duties

(n) to remain a support for the exercise of the relevant person’s legal capacity and not to act as a substitute decision-maker

The Bill should contain consequences for breach of duties. 

5. Enduring Powers of Attorney

Section 40 allows individuals to create enduring powers of attorney (amending the 1996 Act) to come into effect where they ‘lack or consider that they will shortly lack’ capacity.

Several amendments need to be made to ensure that the provisions on enduring powers of attorney are in line with the CRPD. As currently framed, the enduring powers of attorney section in the Bill is very much based on a deficits model of mental capacity, which assumes that a person loses all decision-making skills at a certain point and that these cannot be regained. Provisions on enduring powers of attorney should not commence based on a person ‘lacking capacity’ as this conflicts with Article 12 of the CRPD. Instead, powers of attorney should be activated on more neutral terms, for example, when an individual is no longer able to clearly articulate their will and preferences or is in crisis, or communicates the desire to activate a power of attorney. In addition, there should be clear way to exit power of attorney; a lower threshold is needed for donor capability to revoke the power under section 49(4).

Second, the interaction between powers of attorney and other forms of advance planning, such as the proposed advance care directives to be introduced at committee stage, must be clarified in the Bill.

Third, while the Bill makes reference to the guiding principles in Section 40(4)(d)(i), it is not advisable to retain the language of ‘act in the interests of the donor’ as this runs the risk of running counter to the will and preferences of the person, which should be the guiding principle in the Bill. 

Fourth, the person appointed should be under obligation to minimise conflict of interest.

Fifth, in cases where an attorney wishes to authorise a deprivation of liberty for a relevant person, the attorney should be under obligation to seek specific authorisation from the Court via an application under Part 4 of the Act.
Sixth, the bill should provide for clear consequences for breach of duties of attorney.

Finally, under Section 40 is a typo, where it states ‘donor’  instead of ‘donee’; the word donor refers to the person granting the power so it needs to replace donee as appropriate in Section 40.

6. Wards of Court

Part 5 sets out how the Act will apply to wards of court.

The provisions relating to Wards of Court require review to ensure that all Wards exit wardship, and have the benefit of the provisions of the capacity legislation. In conducting the review of persons currently under wardship, the Court must consider what supports would enable that person to exercise legal capacity, and take steps to avoid imposition of other forms of substitute decision-making on people who were formerly wards. 

Confusion regarding wards under 18 years of age remains. Children aged 16 and 17 should be recognized by the Bill as being capable of entering into decision-making assistance agreements as well as co-decision-making agreements. The Bill needs to address respect for the evolving capacity of children.
7. Informal Decision-Making

Part 7 of the Act allows for informal decision-making on personal welfare matters. Part 7 should be significantly amended, at an absolute minimum to provide more safeguards in situations where informal decision-making may arise. The Bill should be amended to ensure standard practice in informal decision-making should be supported decision-making, not substituted decision-making. It is important to remove substitute decision-making powers, particularly for decisions with significant consequences, from informal decision-makers.
Carers, family members, professionals acting in good faith and other third parties should be obligated to support individuals to create an assisted decision-making agreements, rather than resorting to informal substitute decision-making.

There is a need to develop guidelines which could include: establishing a relationship with the person, commitment of time, skills in supporting people with complex communication needs, appropriate consultation with relevant others, and an onus to support development of natural supports. The informal supporter should be under an obligation to minimize conflict of interest.
8. Advocacy

People subject to the Bill should have the right to independent advocacy, and the Bill should recognise the role of advocacy in all processes provided for there under. In particular, people who are subject to more restrictive measures under the Bill must have a real ability to challenge the appointment of substitute decision-makers, as well as the decisions they make. In this regard, access to independent advocates is critical. This calls for the immediate and full commencement of the Personal Advocacy Service provided for in the Citizens Information Act 2007, as well as the recognition of different types of advocacy (e.g. self advocacy, peer advocacy and citizen advocacy) and the roles these could play in the Bill. 

The Bill should create linkages between the Office of Legal Capacity and Support and the National Advocacy Service; the Office of Legal Capacity and Support shall, where relevant, make referrals to the National Advocacy Service where a relevant person requires professional representative advocacy to develop and communicate his or her will and preferences.

9. Chemical restraint

Sections 27 and 41 set out instances in which decision-making representatives, informal decision-makers and attorneys under enduring powers of attorneys can restrain the relevant person. 

The bill does not explicitly identify chemical restraint as restraint – a significant omission. The Bill should explicitly state that chemical restraints fall within the definition of restraint
The Bill must provide a clear mechanism for people who have been restrained under the Act to challenge this treatment. It should also provide clarity on whether third parties apart from those listed can legally restrain an individual, and if so, what the process is for obtaining court approval for such restraint. The Bill must demand a review of the person’s situation to ameliorate the cause of the behaviour rather than simply permitting others to manage the symptom of the person’s unmet needs through restraints.
10. Detention safeguards

Part 9 covers detention orders and safeguards for persons with a mental disorder (where Mental Health Act 2001 applies) or persons who were placed in an institution by order of a wardship court.
The Bill must be changed to reflect the broad spectrum of individuals who are currently de facto detained. This is more than former wards of court and patients under the Mental Health Act and includes persons who have been placed in social care homes, group homes, or nursing homes against their will. Both the ECHR and the CRPD require a remedy for this detention.

The provisions on de facto detention and safeguards should address the following. First, such provisions should contain a definition of de facto detention where person is placed in a residential setting (e.g. social care institution, nursing home, etc.) against their will and are not free to leave. Second, the principle that detention cannot be based on the person’s disability.
 Third, there should be an oversight mechanism from which those seeking to place a person in a setting against their will must seek approval for detention. Fourth, provisions on detention should contain clear safeguards to prevent the person from being detained against their will, and a right to challenge or appeal the decision to be detained. Finally, such provisions should recognize that decisions made by a substitute decision-maker to place a person in a particular setting is not the same as the person’s informed consent to be placed there, and should trigger immediate safeguards/monitoring.

Ideally, the Assisted Decision Making (Capacity) Bill should not address detention. However, should the provisions on detention be maintained, at a minimum, any system of detention safeguards should incorporate the following principles:

1. Include a clear definition of deprivation of liberty, based upon the recent ECHR authorities.  It is preferable that any such definition overshoots and provides safeguards for ‘borderline cases’
, than people who are detained go without protection.  Involuntary placement is in any case engages important Article 8 rights to respect for home, family and private life.  Increasingly the European Court has emphasised the importance for procedural safeguards in matters where a person’s legal capacity is at stake.

2. Principles for detention in any setting must comply with the ECHR and the CRPD.

3. There should be a clear procedure which those making decisions, or acting in a way, which results in a deprivation of liberty can follow to engage the appropriate scrutiny and safeguards.  There must be mandatory requirements to follow these procedures.

4. Safeguards must provide for accessible individual redress, to seek review of any possible unauthorised or authorised deprivation of liberty in accordance with Article 5(4) ECHR, with provisions for compensation in the event of unlawful deprivation of liberty in accordance with Article 5(5) ECHR.

5. The state must ensure that any places where people may be deprived of their liberty are subject to independent monitoring in accordance with OPCAT and Article 16 CRPD.

6. Any bodies charged with commissioning or funding institutional placements, or with monitoring institutions, must be under a general obligation to alert the appropriate authorities to any possible unauthorised deprivation of liberty.  It is suggested that the Office of Legal Capacity and Support should be charged with investigating such cases and bringing them to the attention of the courts.

7. In recognition of the difficulty people who do not have access to detention safeguards may have in seeking individual redress, the relevant regulatory bodies should be empowered to impose fines against services for unlawful any deprivation of liberty.  This would act as a deterrent against failure to apply the safeguards appropriately.

The Deprivation of Liberty Standards under the UK Mental Capacity Act 2007 should not guide the Bill on how to proceed regarding deprivation of liberty, in light of the fact that the UK Parliamentary Health Committee has described the situation regarding the deprivation of liberty safeguards as ‘profoundly depressing and complacent’.
  
11. Legal Aid

Section 14(6) states that for applications to court under Part 4, each party is responsible for the costs of his own legal representation. If an applicant to court fails to qualify for legal aid due to financial reasons, the court can require that all or part of the costs incurred be paid out of the relevant person’s assets.

The legal aid provisions of the Bill must be strengthened to ensure that there is an automatic right to legal representation, regardless of means, when an application is made to court for a declaration of an individual’s mental capacity for a decision. This is essential to ensure effective access to justice for people affected by the Bill. For applications under Part 4, relevant persons should be entitled to free independent legal representation in the same manner as involuntary patients under the Mental Health Act 2001. 

The costs of court applications and expenses of decision-making assistants, co-decision makers, and decision-making representatives, should not be automatically taken from the individual’s estate. This will pose a significant financial barrier to people seeking to realise their rights under the Bill. The Bill should provide people with meaningful access to legal aid, in light of the fact that fundamental human rights are at stake.  
The Bill should provide clarity on ability to appeal/challenge the appointment of a co decision-maker or decision-making representative through the courts, including greater access to legal aid for relevant persons who wish to challenge the appointment of, or decisions made by, their substitute decision-makers.

12. Costs

For applications under Part 4, relevant persons should be entitled to free independent legal representation in the same manner as involuntary patients under the Mental Health Act 2001. 

The possibility of awarding costs to other parties from the relevant person’s assets should be removed from the Bill. Otherwise, the relevant person may be paying for their rights to be restricted if they are found not to have the mental capacity to make a decision.  

If a court system is used in the Bill, it must be flexible and accessible, which require amendments to legal aid and costs.

13. Office of Legal Capacity and Support
 (and clarity on interaction with other agencies)

Part 8 establishes an Office of Public Guardian. Functions include registering agreements, appointing and supervising co-decision makers, decision-making representatives and attorneys and reporting to the Court.

All reference to a ‘Public Guardian’ should be removed from the Bill as this has connotations of substitued decision-making. The Bill should re-name this the Office of Legal Capacity and Support to reflect the true purpose of the Bill, which is to enable individuals to have greater autonomy in decision-making. The Bill should also clarify how it will interact with existing agencies such as HIQA, NDA and NAS.

The functions of the Office of Legal Capacity and Support should be:

(a) to receive and consider representations, including complaints, in relation to the way in which a decision-making assistant, co-decision-maker, decision-making representative or attorney for a relevant person is performing his or her functions as decision-making assistant, co-decision maker, decision-making representative or attorney, as the case may be, and

(b) to act on complaints referred to in paragraph (l) which the Office of Legal Capacity and Support is satisfied have substance, including by directing a special visitor or general visitor to conduct an investigation and meet with the complainant, relevant person and decision-making assistant, co-decision maker, decision-making representative or attorney, as the case may be, and to report to the Office of Legal Capacity and Support on any findings; and/or making an application to the court or High Court under this Act.

As an additional safeguards for relevant person who has a decision-making assistant, co decision-maker or decision-making representative, the Bill should provide for easy recourse to the OPG/Office of Legal Capacity and Support for anyone who suspects a person to be failing in their duties under the Act. It should also give the Office of Legal Capacity and Support strong powers for the Office to investigate cases where complaints are made.

The Office should have the power to direct a special visitor or general visitor to act as a monitor for any decision-making assistant, co decision-maker, decision-making representative or attorney where the Office is satisfied that there significant concerns that the will and preference of the relevant person is not being fully adhered to in accordance with the duties set out under the Act.

Conclusion
The Programme for Government commitment from Fine Gael and labour is unambiguous. It unequivocally commits to introducing capacity legislation in line with the Convention on the Rights of People with Disabilities. This commitment is to be welcomed and commended. 
The reforms called for in this submission are based on best international practice and the guiding ethos of the UNCRPD. Underpinning all the suggested amendments is the core idea of respecting a person’s choices and the need to restore decision-making autonomy to the individual. Introducing these changes to the Bill would enable the government to honour its Programme for Government commitment to introduce capacity legislation which is compliant with the UN Convention on the Rights of Persons with Disabilities, and thus to move steadily towards ratification of the UN Convention. It would also mean a huge and very real improvement to people’s lives. 

The CDLP looks forward to continued engagement with the Department of Justice and Equality as the Department continues to develop the Bill. 
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