                 LEGAL CAPACITY, SUPPORTED DECISION-MAKING,

             SUBSTITUTE DECISION-MAKING AND GUARDIANSHIP 

The question of the legal capacity of adults with intellectual disability is an issue that has given rise to lots of discussion during the past number of years.  The circumstances, which give rise to these questions, can be medical issues, financial matters or personal relationships.  Historically parents and carers made all decisions for adults with intellectual disability on the basis that they were protecting and acting in the best interests of that individual. The approach to capacity and decision-making issues is now influenced by the concepts of autonomy and self-determination. We have become much more aware of human rights as a result of the European Convention for the Protection of Human Rights and the United Nations Convention on the Rights of Persons with Disabilities (UN Convention). In particular Article 12 of the UN Convention states “that persons with disabilities enjoy legal capacity on an equal basis with others in all aspects of life”.  The Article goes on to state that the parties to the Convention should ensure that all measures relating to the exercise of legal capacity provide appropriate and effective safeguards to prevent abuse and that the safeguards are proportional to the degree to which such measures affect the person’s rights and interest.  The Article also recognises the rights of persons who disabilities to own or inherit property, to control their own financial affairs and to have equal access to bank loans and mortgages and other forms of financial credit.  The title to this presentation includes four strands in the decision making process. Firstly full legal capacity, next on the spectrum is supported decision-making, followed by substituted decision-making and finally full guardianship.  Substitute decision-making and guardianship are seen as offensive terms by some people who take the view that any laws which restrict a person’s capacity to act on their own behalf are inappropriate. My own view is that sometimes substitute decision-making and guardianship are necessary but only in very limited circumstances.   Our thinking on these issues has been evolving over a number of years and I expect that it will continue to evolve further.  

Current Legal Position

Since 1871 the only system for decision-making for adults under Irish Law is the Wardship procedure. Under the Lunacy Regulations (Ireland) Act 1871 a person who is unable to manage his or her own affairs can be made a Ward of Court.  The Application has to be made to the High Court and under its parens patriae jurisdiction the Court will make decisions on the basis of what is in the best interests of the individual rather than on the basis of what that individual might want.  The disadvantages with the Wardship procedure are that it is time consuming, cumbersome and costly.  The legal effect of a person being made a Ward of Court is that the Court then becomes responsible for all matters relating to that person and their assets.  In the 1996 C case the Supreme Court stated “The Court is vested with jurisdiction over all matters relating to the person and estate of the Ward…….” Therefore a person who is made a Ward of Court loses the right to make any decisions about their person or property.  As a result people are only made a Ward of Court when there are substantial assets or property. If decisions of a medical or personal nature have to be made these decisions are frequently taken by family members and carers without resorting to the complex Wardship procedure.  One of the difficulties faced by persons making decisions for adults with intellectual disability is that they have no legal protection.  In the case of a health professional providing medical treatment an allegation of criminal assault could be made.  The current Wardship procedure does not protect the human rights of the individual who is made a Ward of Court.    

Consultation

In Ireland in the past ten to fifteen years there has been a dramatic change in the perception of disability.  The 1996 Report of the Commission on the Status of People with Disabilities reported a move away from the medical model of disability towards a social model.  There has also been a move away from paternalism and traditional guardianship.  The emphasis is now on self-determination, autonomy and assisted decision-making.  The increase in the number of advocates and self-advocates is evidence of this change. Further evidence of this change is passing of The Disability Act 2005 and the introduction of the Citizens Information Bill 2006.

In the past four years the Law Reform Commission has produced three relevant papers looking at these issues.  The first was a Consultation Paper on Law and the Elderly, which was published in June 2003.  This Report recommended two different systems for protecting vulnerable adults.  Firstly it recommended the making of a Guardianship Order and the appointment of personal guardians who would make the required substitute decisions for a person who does not have legal capacity.  Secondly it recommended the making of specific orders for people who might have legal capacity but need protection and do not need a full Guardianship Order.  

A further Consultation Paper on Vulnerable Adults and the Law: Capacity was published in May 2005. As the name suggests this paper focused on legal capacity issues relating to vulnerable adults.  There is a significant change in the terminology used in this later Report and the Report recognises the need to achieve a balance between autonomy and protection.  It also recommends that any legislation should be enabling rather than restrictive in nature.  

Following on from those two consultation papers the Law Reform Commission published its Report on Vulnerable Adults and the Law in December 2006.  That Report considers firstly how the Law should approach the concept of capacity to make decisions and secondly what structures are needed to support vulnerable persons when they make those decisions.  The Law Reform Commission recognises the philosophical shift in policy towards an emphasis on autonomy, capacity and empowerment and also the fact that individuals may have the capacity to make some decisions but not others. In preparing its Report the Law Reform Commission looked at legislation in other jurisdictions including England, Scotland, Australia and Canada. 

The UN Convention was published in December 2006 also and it has resulted in further discussion and will undoubtedly influence any future legislation here.  In May 2007 Inclusion Europe passed a Resolution demanding that:-

· All States establish a legal foundation for a supported decision making model that helps people with disabilities to exercise their rights distinct and separate from substitute decision-making models.  

· All States should instantly take all necessary steps to establish legal models and networks to give people with intellectual disabilities full access to supported decision-making.

· They should do this in close consultation and with active involvement of persons with intellectual disabilities, their families and their representative organisations.   

The Irish Law Reform Commission Report published in December 2006 included a draft Mental Capacity and Guardianship bill 2007.  That bill was introduced as a private members bill in the Senate in February of this year but with the change of Government the bill was never finalised and was not passed as an Act.  I propose looking at that bill to see whether it deals with the four issues of legal capacity, supported decision-making, substitute decision-making and guardianship.  

Mental Capacity and Guardianship Bill 2007
The guiding principles of the Bill (section 4) are worth reciting in full:-

(a) No intervention is to take place unless it is necessary having regard to the needs and individual circumstances of the person including whether the person is likely to increase or regain capacity.

(b) Any intervention must be the method of achieving the purpose of the intervention, which is least restrictive of the person’s freedom.

(c) Account must be taken of the person’s past and present wishes where they are ascertainable.

(d) Account must be taken of the views of the person’s relatives, primary carer, the person with whom he/she resides, any person named as someone that should be consulted and any other person interested in the welfare of the person or the proposed decision where these views have been made known to the person responsible and

(e) Due regard shall be given to the need to respect the right of the person to dignity, bodily integrity, privacy and autonomy.

These guiding principals reflect the need to respect the individuals constitutional and human rights.   

The draft bill only applies to people over 18.  It includes a presumption of capacity, which states: “It shall be presumed, until the contrary is established, that every person who has reached the age of majority has full capacity to make a decision affecting him or her.”  Capacity is defined as “the ability to understand the nature and consequences of a decision in the context of available choices at the time the decision is to be made”.  (Sections 6 & 7) The question of capacity would therefore be looked at in a specific context rather than in a general context. The question of capacity has to be decided on the balance of probabilities. The inclusion of a presumption of capacity is essential but it may be appropriate that Section 6 is amended to include a provision that the decision about capacity is made on the basis that full and adequate supports are provided to enable the person exercise their capacity.  

Section 8 of the draft bill includes protection from civil and criminal liability for carers and professionals who make decisions for adults whom they reasonably believe lack the capacity to consent provided they make that decision having regard to the guiding principals set out above. The inclusion of this provision effectively gives a legality to substitute decision-making and while those decisions have to be made with regard to the guiding principles it is open to abuse and could give rise to breach of the individuals human rights.  

The proposed legislation also includes provisions for paying for “necessaries” i.e. goods or services which are required for the reasonable living requirements of the person. It also includes a provision for a person to be re-reimbursed out of the finances of the person with intellectual disability on whose behalf the expense is incurred.

I am surprised to see a section in the proposed legislation stating that the law concerning consent and capacity to marry, to divorce, to adopt or to vote in an election shall not be affected by the proposed new legislation and the pre-existing rules apply to those four areas.  The effect of that provision is that there is no presumption of capacity to marry, to divorce, to adopt or to vote. The Law Reform Commission recommended that there should be a presumption of capacity to marry but for some reason the Bill does not include that presumption. One issue that has given rise to particular difficulties in Ireland is the question of consent to adoption.  Where a woman with an intellectual disability has a child and is unable to care for that child herself the child cannot be adopted if the woman cannot give her consent to that adoption.  As a result the child remains in long term foster care rather than having the benefits of legal adoption.  In view of this kind of difficulty I would hope that this particular section of the proposed legislation would be excluded altogether. In my view all issues of legal capacity should be dealt with in any new bill so that the same supports and protection are available.  The presumption of capacity should apply to marriage ,divorce, adoption and the right to vote. 

Summary of Proposed Changes

The proposed decision-making system has five main provisions. 

· The first is the giving of statutory recognition to informal decision-making by carers and professionals.  According to the Law Reform Commission Report “this proposal recognises and preserves the role of families and carers in the lives of adults who lack capacity by giving a statutory basis to informal decision-making”. 

·  The second is the appointment of a personal guardian.  The personal guardian is appointed to deal with particular matters in relation to the property, financial or personal affairs of the individual and the exact powers will be specified in the order appointing the personal guardian.  A personal guardian may not refuse consent to the carrying out or continuation of life sustaining treatment.

· The third strand of the scheme is the Office of Public Guardian.  The Public Guardian provides a supervisory and support role for all personal guardians and also provides education to the public on issues affecting vulnerable adults.  The Public Guardian also has a duty to prepare codes of practice for assessing whether a person has capacity and for dealing with the circumstances when it is appropriate to rely on the informal decision-making provision mentioned earlier.  It is interesting to see that the functions of the public guardian include the preparation of codes of practice.  This appears to be in recognition of the fact that legalisation on its own cannot deal with the issues that arise in the context of capacity and supported decision-making.  These issues have to be considered in the context of the operation of health services, social welfare services and financial regulation.  The drawing up of these codes of practice will require input from various Government agencies, local authorities and statutory bodies.
· The fourth limb of the proposed scheme is the Guardianship Board.  There are to be three members of that Board and I would hope that the Government would recognise the need for a multi-disciplinary approach when appointing the members to that board.  The board will have power to make Guardianship Orders, which will give authority to a personal guardian to manage the property, financial affairs or personal welfare of a person who lacks capacity.  The Order can be made in connection with a specific matter or more than one matter.  The Guardianship Board can also appoint personal guardians and can also make Intervention Orders.  An Intervention Order directs a specified person to take a specific action in relation to the property, financial affairs or personal welfare of a person who lacks capacity when the Board considers that the person who lacks capacity is incapable of taking the action or making the decision required. 
· The fifth and final strand to this new scheme is the High Court.  Any interested party may appeal any decision of the Guardianship Board to the High Court.  There are also particular decisions that cannot be taken by the Guardianship Board or personal guardian.  The High Court has exclusive jurisdiction to decide any issue concerning a person who lacks decision-making capacity in connection with the following:-

1. non-therapeutic sterilisation 

2. withdrawal of artificial life-sustaining treatment or

3. organ donation

These five provisions appear to have more of an emphasis on substitute decision-making and guardianship rather than legal capacity and supported decision-making.  The proposed bill should be amended in the following ways:-

1.
The presumption of capacity should be extended to include recognition of capacity when the person is provided with the necessary supports and assistance.  

2.
The bill should include provision for supported decision-making.
3.
The bill should not exclude marriage, divorce, adoption and the right to vote.  

4.
The guiding principles of the bill should include a statement that persons with disabilities enjoy legal capacity on an equal basis with others in all aspects of life.  

Conclusion

New Legislation is long overdue particularly in view of the fact that the Wardship Act dates back 130 years.  Any new legislation should underpin and support the right to self-determination, the right to participate and the right to make choices.  In the light of the contents of the UN Convention the emphasis in new legalisation should be on the presumption of legal capacity and supported decision-making.  Substitute decision-making and guardianship should be the exception but in my view it will still be necessary to include provisions for substitute decision-making and guardianship in very restricted cases and under very stringent guidelines.  The answer to the question “who decides and how” is clearer but is still evolving.  
( Máirín McCartney

November 2007
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