Scheme of Mental Capacity Bill 2008 and Article 12 of the UN Convention on the Rights of Persons with Disabilities:
QUESTIONS AND CHALLENGES
I welcome this opportunity to speak on the issue of legal capacity, as it is one which Inclusion Ireland has been concerned about for many years. Our 2004 publication “Who Decides and How” outlined very clearly our concerns with the current Wards of Courts system and called for its radical overhaul. Since then, there has been a further two major reports from the Law Reform Commission in 2005 and 2006, which refined the thinking on legal capacity, and also and very importantly, the UN Convention on the Rights of Persons with Disabilities, 2007, with particular reference to Article 12 on legal capacity.

I should mention that I am neither a lawyer nor a doctor, yet I frequently find myself drawn into this debate about ‘mental/legal capacity’, primarily because we in Inclusion Ireland receive so many queries about who can make decisions for those with limited decision making ability. The complete absence of any guidance on how to assess capacity for this group of people who may not have capacity to make decisions, and/or may not be able to communicate their decision, means that decisions that need to be taken are sometimes not taken, or that decisions are taken that may involve an infringement of the person’s rights. Under current law, parents carers and service providers have no legal authority to take necessary decisions on behalf of adults with disabilities. Hardly a week goes by without this problem being raised by a parent, family member, professional or service provider, and more frequently by the person themselves. 

The general day to day living decisions tend to get made on an informal basis, and in my experience, are usually appropriate, necessary and made with the person’s best interest. Yet, those making these decisions are doing so without legal protection. The cases that present to us in Inclusion Ireland are often the more difficult ones involving money and property, medical treatment, sexual relations and where there is a difference of opinion between parties.   

Some examples: 
· An adult with an intellectual disability caught between warring family factions -  one set of siblings preventing access to another group of family members;

· A separated parent insisting on visitation rights when the person himself has expressed a wish not to have such contact, but a judge directed visitation;

· Doctors seeking consent from distant relatives for an operation rather than from the person;

· Parents having to make a daughter a Ward of Court for a medical procedure; 
· Women with an intellectual disability having their children placed in care, as they are deemed incapable of looking after them. Yet these children can never be adopted as the woman has no capacity to consent;

· Parents of people with limited capacity prevented from seeking refunds for the illegal health charges under the refund scheme, yet a claim could be made via the service provider; 

· Agents being appointed for disability allowance without any assessment of capacity of the person; 

Decisions are often made for people because the family or service provider feels the person lacks decision making capacity, without attempting to find out what that capacity may be. They may have a paternalistic view, based on the assumption that people with greater intellectual ability know better.

Other areas where difficulties arise, relate to service providers/professionals who feel that they do not have the right to inform families of issues or events concerning service users. These may range from the mundane to the very personal about the private lives of adults. Families who are actively involved in the care of their adult son or daughter become extremely upset when they find out about decisions that have occurred without their knowledge. This type of conflict has on occasion led to people being made Wards of Court. Applications can be made without the family being notified, and while notice is served on the person him or herself, often they do not fully understand what is happening. Becoming a Ward of Court is not to be recommended, and appealing such a decision is most difficult. 

With this background I welcome the new Mental Capacity Scheme 2008, drawn up by the Department of Justice, and the fact that the Department is seeking consultation at this stage rather than later when a Bill is prepared. However, we feel the scheme should be renamed the legal capacity scheme. To use the term ‘mental’ is no longer appropriate. Other terms in the scheme such as care protection, best interest and guardianship should also be revisited. There is a paternalistic aura around some of the phraseology, which is at variance with the UN Convention. Terminology is important in this legislation, and care must be taken with it not to cause offence. 

For centuries, people with an intellectual disability have had their basic right to self-determination systematically abolished by others taking on the authority to make decisions for them. Assessing capacity for decision making is determined by the fact that the person can understand the nature and consequences of their acts, can act voluntarily without the assistance of others and can communicate their decisions. For people with significant disabilities, even with accommodations such as drawing on the family and friends and using assistive technology, it is still not always possible to meet these criteria. This leads to Guardianship arrangements, powers of attorney/advance  directive, or as in Germany, systems of ‘Betreurs’ (Legal Friend, Mentor).       

The UN Convention on the Rights of Persons with Disabilities finally brings such laws and practices into question. It means that under international law, people with even very significant intellectual and other disabilities have a right to support in decision-making, such as assistive technology, interpreters, a recognised support network or circle of friends. Accessing needed support to make decisions is now recognised as being at the heart of exercising one’s right to self-determination, and the right to be equally recognized as full citizens before the law. 

ARTICLE 12:

States Parties…

1. Reaffirm that persons with disabilities have the right to recognition everywhere as persons before the law;
2. Shall recognize that persons with disabilities enjoy legal capacity on an equal basis with others in all aspects of life;
3. Shall take appropriate measures to provide access by persons with disabilities to the support they may require in exercising their legal capacity;
4.  Shall ensure that all measures that relate to the exercise of legal capacity provide for appropriate and effective safeguards;
Art 12 implies a wide range of supports to assist people in exercising legal capacity. The biggest challenge in implementing Art 12 is for people with disabilities who have very significant difficulties in being understood by those from whom they need agreement to provide things. This is primarily the case for people with significant intellectual disabilities.

Art 12 raises profound questions for legal and social policy, which we in Ireland have yet to tackle. This is not to say that proposals currently under discussion in Ireland to introduce personal guardianship on the basis of function are not welcome but from the outset effort must be made to ensure everything possible is being done to establish the supports needed for a person to exercise their legal capacity. Internationally this is what is happening and we must follow suite. 

People ask what is supported or assisted decision making? Where does it differ from guardianship and does it exist in any jurisdiction?

The essence of supported decision making is to enable people to maintain full legal capacity while availing themselves of legally recognised access to supports. This form of decision making has been primarily articulated in Canada and I am drawing heavily on the work of Professor Michael Bach of the Canadian Association for Community Living who gave a very stimulating and far reaching presentation to our Inclusion Parents Seminar in 2007. He describes the supported decision making status as where:
“An individual’s full legal capacity is fully recognised if they can demonstrate to others their will and intent, and if not, if their ‘personhood’ can be articulated by others designated as sufficiently knowledgeable to understand a person’s unique communication forms and life history. Competency is attached to the decision making process, and not to the person, thus circumventing some of the issues associated with ‘autonomous’ decision making, where it is the person’s intellectual and communicational abilities which are assessed as capable or not.”

Professor of Bioethics at the University of Manchester, John Harris commenting on the Hannah Jones case (13 year-old who wished to end treatment after six operations in two years) said: 

“It is not people who are competent; it is decisions that are competent. There is no such thing as being existentially competent. Once you can have decision-making capacity over anything, the competence is related to the decisions.”
With supported decision making, a personal network of people is mandated as the trusted authority to assist a person in making decisions (which assistance can include interpretation of a person’s will, the telling of a person’s narrative and why certain decisions make sense, etc.) Naturally, there must be some system of safeguards.
This is not an easy concept to get our minds around, and it will take considerable resources and time to deliver. Apart from one province in Canada it does not operate. The reason I am raising it here, is because it seeks to expand the range of options for people who might be prevented from exercising legal capacity and to encourage a debate about how government can enable people with disabilities to access full legal capacity.

Turning to the new scheme, in the light of what I have just said. I will set out some areas of the present Wards of Court System, look at some of the new proposals, their likely effect and make a few recommendations. I wish to thank my Colleague Sarah Lennon for her help with this.     

	Wards of Court                   
	New Scheme                
	Likely  impact            
	Recommendations of II

	Jurisdiction:

The President of the High Court, Office of the Wards of Court and Circuit Court

	High Court and Circuit Court
	Old system, new name. 
Judge makes decision. 
Office of Public Guardian replaces Office of the Wards Court. 

Costs for applicant.
	New Legal Capacity Board independent of Courts and multi-disciplinary. 

Should make decisions as  suggested by LRC

Example, Mental Health Tribunals.

	Court is satisfied that a person is, on the basis of medical evidence available, mentally incapacitated. 

No definition of capacity


	The Court can request ‘expert’ reports as it considers necessary, whether medical social and healthcare or financial.    Definition of capacity.
	Only medical and psychological reports. 

Cognitive ability (IQ tests), recognised ‘experts’. 
	Balanced report in line with social model, including testimony from   family/others who know the person. 
Telling the person’s story over time and why certain decisions make sense.

	Appointed Committee of the Person has to follow the directions of the Court.

One or two persons,  often family


	Personal Guardian appointed to make decisions.
	Increase in numbers of Personal Guardians.
	Should be more than one person appointed as Guardian, as a safeguard. 
Emphasis on supporting, rather than making decisions.   

	Applications can be made by family members, care staff, solicitor. 

Notice of the application must be served on the proposed Ward.  
Person can object in writing. 
	An application may be brought without notice by the donor of an EPA regarding that power, by a personal guardian, the public guardian or by a person named in existing court order. 
May also be made on notice by a wide range of people.
	 A personal guardian who has an order for specific aspects can achieve a wider degree of control by stealth. 
	All applications should be made on notice in a manner that is understandable to the person involved.

Supports to be provided,   (both legal and advocacy).

	Best interests are decided by the Court. 
	Court can make additional orders if it is in the ‘best interests’. 
Extend scope   
	Best interests often decided by ‘expert’ reports, and IQ tests.  
An easy way out, ignores consent.
	Best interests incompatible with the guiding principles:  “A person is not to be treated as unable to make a decision merely because  he/she  makes an unwise decision.” 
Regard to be given  to past/present, wishes/choices of the person   

	Movement of the person’s capacity to the High Court/ Committee. 

Person loses ‘personhood’. 


	Functional approach and issue specific. 
	Capacity is examined in the context of particular decisions, personal welfare, property and affairs.
	Encourage greater use of supported decision making model, encouraging a wide range of supports to assist people in exercising legal capacity.

	Notice is served (in writing).

Proposed Ward may object in writing generally through a solicitor.

	Notice is served in writing.

A person may object in writing before expiring period. 
May only be for EPA: cannot find otherwise in Heads.
Scheme to provide for legal representation where required. 


	Onus on the person: often will not know applications been made. 
Very difficult for those with an intellectual disability.
	A suitably trained person should visit the person and his family where appropriate to outline procedure. 

Role for independent advocates.

	Ward submits suitable medical evidence that he/she has recovered in order to secure a discharge order.
	A decision can be reviewed any time on application or at maximum within 36 months.    
	Not many reviews will take place outside of 36 months.
Current Wards, will they have a review? 
	More frequent reviews, at least every 24 months.


It is difficult to understand why under the new Scheme the presumption of capacity does not apply to such things as marriage, divorce, adoption, sexual relations or acting as a member of a jury. It appears that this legislation is opting out, rather than dealing with, these more complex and difficult areas. This does not reflect well on the schemes own guiding principles. The failure to address marriage and sexual relations abandons people with an intellectual disability to an ongoing vulnerability in regard to section 5 of the Criminal Law (Sexual Offences) Act 1993.
Finally there is nothing in this proposed scheme, which deals with the question of people who are Wards of Courts and who are involuntarily detained in a psychiatric hospital or other approved centre. These people are not covered by the Mental Health Act 2001 and as such have no right to an independent Mental Health Tribunal to review their detention. It is imperative that this Bill addresses this situation   

We have a golden opportunity to make this legislation the best it can possibly be. In the last ten years there has been much debate and thought given to this issue. But while it is important that we cease to have the Lunacy Act of 1871, we must not replace it with a system that while being an improvement, could be argued to be the Ward of Courts system under a new name, yet doing about enough to allow us to ratify the UN Convention and keeping costs down for the Government. I hope that this is not the case and the consultation process is very reassuring. However, if this Scheme is to form the basis of legislation, it must ensure that strict obligations will be imposed to help establish or re-establish the foundations of supportive relationships in a person’s life. Inclusion Ireland greatly appreciates this opportunity to make its views known.  

Deirdre Carroll, CEO Inclusion Ireland 

PAGE  
7

