          Proposed Changes to Mental Capacity Law

Submission to Oireachtas Committee on Justice, Defence and Equality

The Citizens Information Board (CIB) made a submission in 2010 in response to the Scheme of Mental Capacity Bill
.  A number of aspects deemed by the Board to be particularly important are summarised below.

In its Submission, the CIB welcomed the fact that the proposed new capacity legislation underpinned and supported the right to self-determination, the right to participate and the right to make choices in keeping with the provisions of the UN Convention on the Rights of Persons with Disabilities. The provisions of the UN Convention are to a large extent accommodated in the Scheme of Mental Capacity Bill, in particular, ensuring that people with disabilities have equality of access to justice, provision of a statutory presumption of capacity, assessment of capacity as time-specific and issue-specific, the provision of all practicable steps to help a person to make a decision before regarding him/her as unable to do so. The proposals for a scheme of Personal Guardianship and for the Office of Public Guardian are significant as is the provision for the integration of the enduring power of attorney and guardianship into one legal framework. Legal protection for people engaging in bona fides informal decision-making in connection with the personal care, health care and financial expenditure on behalf of people whose decision-making capacity is impaired is another important component of the proposed legislation.


The CIB has direct experience of the difficulties faced by people with impaired capacity from its involvement in delivering the National Advocacy Service (NAS)
. Its submission on the Scheme of Mental Capacity Bill was informed by feedback from NAS in relation to the vacuum created by the absence of capacity legislation and which highlights difficulties encountered in day to day decisions. For example, there is evidence from NAS advocates around the country to suggest that there is insufficient transparency or accountability on the part of some residential services as to how people’s money is managed and how charges for services are levied.
  While many services are developing more inclusive protocols, existing practice frequently fails to maximise people’s capacity to manage their own money. It is also unclear to what extent the right of people to be supported by an independent advocate, as set out in the HIQA National Quality Standards, is being put into practice.    

Presumption of Legal Capacity
The presumption of legal capacity should be a major emphasis in legislation.  This means that everyone has legal capacity but some people need more support than others in exercising that capacity. Capacity should be assessed in a way which is fair and appropriate and which is free from prejudices based on external factors such as old age, mental illness or intellectual disability. It is important, therefore, that the legislation provides for that support and concentrates on supported decision making wherever possible as well as introducing fair and accountable mechanisms for substitute decision making. 
The CIB is somewhat concerned that there does not appear to be any provision in the Bill for an automatic entitlement to legal representation in relation to determination of legal capacity.
Supported Decision-Making

There should be a strong emphasis in the legislation on the concept of supported decision making as distinct from substitute decision making.  Where a person has reduced or limited capacity, supported decision making is often appropriate for everyday decisions, with substitute decision making reserved for major medical/financial decisions.  In many instances, support from an appropriately trained person can enable a person to work through a decision making process rather than have someone else make the decision on his/her behalf (see Case Example One/Appendix).
The CIB suggests that the wording of  Head11(1) might be reconfigured to state that a personal guardian only has the power to make a decision on behalf of a person in relation to a particular matter if he or she knows or has reasonable grounds for believing that the person lacks capacity in relation to that matter.

Personal Guardian

Head 6 provides for the appointment of a personal guardian and Heads 7 and 8 set out the powers to be given to the personal guardian. As set out, these powers – personal welfare (including living arrangements) and property and affairs are extensive. Ideally, the appointment of a personal guardian should be based on risk analysis taking into account the particular needs of an individual related to his/her  capacity and living situation at a particular point in time.

The CIB takes the view that this is an area where careful consideration is required in order to ensure that one individual does not exercise undue control over another. In this regard, the Board points to evidence
 of relatives managing the finances of people with an intellectual disability in a manner that may not always be in the best interests of the latter. The Board agrees with a view expressed by both Inclusion Ireland and the NDA
 that consideration should be given to appointing  more than one person  to act as ‘personal guardian’ for people deemed to lack capacity which is provided for  in Head 10.  The legislation should also make provision for excluding people from acting as guardians where there is a significant conflict of interest, e.g., in relation to spending a person’s money. The provision in Head 10 which allows the court to require the personal guardian to submit reports to the Public Guardian is an important one. 

Access to an Independent Advocate

Head 9 (5) of the Scheme of Mental Capacity Bill provides that the court may appoint a suitable person to act in the name of, or on behalf of, or to represent the person to whom the proceedings relate.  Head 6 (2b) provides for the court to appoint a person (personal guardian) to make decisions on a person’s behalf. However, the Scheme does not make any automatic provision for independent advocacy for people who may be vulnerable because of diminished capacity. The CIB believes that consideration should be given to including provision in the mental capacity legislation for people having access to an independent personal advocacy service. This would be consistent with the provision for the establishment of a Personal Advocacy Service in the Disability Act 2005 and the Citizens Information Act 2007. The role of independent advocates would be particularly important to minimise any potential conflict of interest between the individual being assisted and the person providing the assistance. The National Quality Standards for Services for People with Disabilities includes provision for access to an advocate as a criterion underpinning informed decision making and consent.
Informal Decision Making

The practice where  people engage in bona fides informal decision-making in connection with the personal care, health care and financial expenditure on behalf of people whose decision-making capacity is impaired should be monitored and provision should be made in the legislation for the Office of Public Guardian to have a role in this regard. It is crucially important that the interests of both the persons for whom such decisions are made and those of the people making the decisions are protected. Case Example One shows the risks in relation to such informal decision making – the client concerned was deprived of her entitlement from her parents’ estate and choice of living arrangement until the intervention of NAS. 
The provision in Head 16(4) for re-imbursement of expenses incurred on behalf of another person is somewhat vague and would need to be tightly regulated.
Social Welfare Payments Agents

At present, the social welfare legislation provides for a system of appointment of agents to deal with the social welfare payments of people who lack capacity. The CIB does not consider that guardians need to be appointed if the only issue in question is the management of the social welfare payment.  However, it does consider that social welfare agents should be subject to the overall supervision of the Public Guardian. 
Advance Care Directives
While the principle of taking account of the person’s past and present wishes is noted as an underlying principle in Head 1, the Scheme does not provide for advance directives whereby a capable person could give binding instructions concerning situations (e.g. advance refusal of certain treatments) that may arise in the event of the person’s incapacity. The CIB takes the view that, while this is a complex area, it is one which has a potentially significant role in ensuring that people whose capacity becomes impaired can have their wishes met which, for example, could be particularly important in an end-of-life care scenario. The legislation should, therefore, deal with the issues raised in the Law Reform Commission’s Report on Bioethics: Advance Care Directives.   

Reviews of Decisions on Capacity
Head 14 of the Scheme of Mental Capacity Bill provides that decisions on capacity are to be subject to review at regular intervals. The CIB considers that the legislation should provide for regular automatic reviews (say every 12 months). The extent and nature of the review would be determined by the circumstances of each individual involved. 

Review of Existing Wards of Court

Head 41 of the Scheme of Mental Capacity Bill provides for an optional arrangement for existing Wards of Court to make an application for a review of a declaration that a person lacks capacity to make decisions. However, under this provision, people will remain a ward of court unless they actually make an application under the new legislation.  The CIB agrees with the recommendation of the Law Society that the legislation should specifically provide for a mandatory review, within a specified period (say 6 months), of all persons who are currently wards of court (see Case Example Two/Appendix).

Right to Open a Bank Account

Consideration should be given to including in the legislation a requirement for financial institutions to implement protocols on the rights of people with reduced capacity to open bank accounts and manage their own money in accordance with Article 12 (5) of the UN Convention.
 
Coherence with Other Measures

As well as the legislation on mental capacity, a number of other measures need to be in place.  In particular, mandatory standards should be set for all services, whether community-based or residential, and these need to be monitored. The Government’s stated intention to expedite the formal implementation of the National Quality Standards: Residential Settings for People with Disabilities is important. The introduction of a similar set of mandatory standards for community-based services requires urgent attention. In this regard, the concerns set out in the Law Reform Commission’s Consultation Paper on the Legal Aspects of Carers which dealt with the regulation of home care for vulnerable adults should be taken into account. 
The CIB made a submission to the Mental Health Commission in 2010 in response to a consultative process on a Code of Practice for the implementation of Mental Health Act 2001
 . The relationship between the two pieces of legislation and how they apply to different individuals should be a key consideration. Of particular importance in this regard is the development of clear Codes of Practice for both.

Title of Bill

The CIB notes that Inclusion Ireland
 has suggested that the legislation be renamed ‘legal’ capacity rather than ‘mental’ capacity. This suggestion should be given careful consideration in the context of the principles outlined in the UN Convention on the Rights of Persons with Disabilities.

                                             APPENDIX

 Two National Advocacy Service Case Examples

                                          CASE EXAMPLE ONE

The client is in her 30s and diagnosed with Downs Syndrome and was referred to NAS by a family member. The initial meeting with client included her siblings.   

Pre Advocacy Circumstances

The client had experienced a substantial amount of change in her circumstances in recent months. She had previously resided with her parents in the family home and attended a Day Service. When the client was referred to NAS, her father had recently passed away and her mother had moved to a nursing home. The client had previously relied on her parents for day to day living assistance and support. 

A crisis situation had arisen as client’s family found it difficult to cope with the changed circumstances and the issue of care of their sibling. The family did not wish to include the client in the decision making process and undertook the role of deciding what they deemed to be in their sibling’s best interests. The client had to experience a transition from a high dependency on her parents to adapt to an alternative living environment and develop new coping skills. 

The client had not received her legal or financial interest in the family home and this brought up issues of where she was to live in the future. Legal issues also were relevant as the client had certain rights to challenge the will and required support around this issue. The family relationships were strained as parties were dealing with bereavement and change and work had to be done on these issues. 

Advocacy Plan 

The Advocacy Plan involved ensuring that the client’s own voice was listened to and that the tools to assist the client live in an autonomous independent way were put in pace. This included seeking supports to assist in the transition period – as the family were not coping well, additional support was required. Medical assessments were required to address the client’s capabilities and devise a way to work to develop these. The legal issue regarding the client’s right to take action against the father’s estate regarding the inheritance and living arrangements required work. The advocate ensured that the client was aware of options available within the timeframe allowed.  The client’s independent living skills required focused work and development in a holistic manner if her wish to be able to live independently could be made possible. The woman’s emotional well being in relation to the loss of her parent required care also. 

Outcome

The advocate worked on the presumption of the client having capacity and she sought to include the client in the decision making process. In instances where the client found it difficult to come to an understanding regarding issues that required a decision the Advocate spent much time engaging with the client to ensure that the client had an understanding of the concepts and the effect of the decisions that were made. The principle of supported decision making was applied by the advocate.
Initially when the advocate engaged with the client much of the engagement with healthcare professionals involved focused on the historical medical needs of the client and so her future was being shaped on the basis of an outdated care needs assessment. They did not take into consideration the changed circumstances which the client needed to adapt to and were quite negative about the possibilities that lay ahead. The advocate requested that an independent occupational therapy assessment be carried out and a plan identified to develop the independent skills of the client.

The advocate sought short term placement for the client through Share a Break to assist in the transition stages for both the client and family. This was organised through the social worker and is presently ongoing. It took time for the family of the client to agree to their sibling entering into this alternative model of care as they had concerns regarding trusting other people with their sibling and were uneasy about involving a substitute family in place of their own. 

The client received all information regarding the will/inheritance and was involved in liaison with FLAC, solicitor and psychologist on the matter. Again, the advocate worked closely with the client to ensure that she understood the effect of the decisions that she made and that undue influence was not exercised by other parties. 

Relationships with the family were developed and the family now see client as an independent person who requires support and assistance in a more positive manner. The client attended bereavement counselling which was arranged by the advocate.
The client’s financial independence was enhanced – she now has a bank account. This was a somewhat more complex process that it would be for many other people as the client had no ID and application forms had to be completed by Gardai. The advocate accompanied the client to Garda Station and Bank. The client is presently on a supported accommodation shortlist for housing and so she should be able to live in the manner that she wishes with her friends. It is hoped that the outcome of this should be known in the next number of weeks (as of early August 2011).
Without the intervention of the advocate and with decisions continuing to be taken by the family on her behalf, it is likely that the client’s circumstances would not have changed in accordance with her wishes.
   CASE EXAMPLE TWO
Client is aged 50 years has been a Ward of Court for over 20 years. As a young professional having begun a teaching career, the client was involved in a severe road traffic accident and sustained head injuries. As a result of the brain injuries sustained, the client had to learn to read, write, walk and talk all over again. The client was made a Ward of Court. As time progressed and the client began to establish herself as an individual once again, she was faced with opposition when she began to question her situation and her lack of autonomy. As a result the client claims she was viewed as difficult and was admitted to a psychiatric unit where she remained for 14 years. 

While the client agreed that initially it was appropriate that she was made a Ward of Court due to her injuries, she began to believe that it was no longer warranted. The client fought to establish an independent life and despite opposition from her family she eventually moved from the psychiatric unit to supported living and then to independent living. The client has been living independently for over three years; she manages her finances, cooks, cleans, bakes and enjoys her autonomous lifestyle.  The client worked hard to establish a social network for herself in the community and now works part-time. 

Early on in the client’s rehabilitation she remembered her old life and how it used to be. The client informed NAS that she had applied to the Courts to have the Wardship lifted a number of years ago. However, the family objected and this was declined. The client has now approached the NAS for assistance is making a new application to the courts to have the Wardship lifted as she feels it is no longer merited.

This case illustrates the archaic nature of the current Ward of Court system. This all or nothing system diminishes the autonomy of the individual. Despite that fact that the client has demonstrated the ability to live independently, manage her finances and hold a position of responsibility through employment; she is still prohibited from making greater decisions about her finances or even choosing to go on holiday. The onus lies with the client to initiate proceedings for review of her case and the appropriateness of the Wardship. Without the energy and determination to fight her case this client could remain a Ward of Court for many years to come even though it may not be warranted. 

This case highlights the need for the capacity legislation to make provision for mandatory review of the situation of all people who are Wards of Court. 
�� HYPERLINK "http://www.citizensinformationboard.ie/publications/social/downloads/submissiononforthcomingmentalcapacitylegislation.doc" ��http://www.citizensinformationboard.ie/publications/social/downloads/submissiononforthcomingmentalcapacitylegislation.doc� 


� The National Advocacy Service provides independent, representative advocacy for vulnerable people with disabilities.  It is a countrywide service managed by five Citizens Information Services in Dublin (Clondalkin), Westmeath, Offaly, Waterford and Leitrim.  The service is funded and supported by the Citizens Information Board.


� The CIB is currently compiling a Social Policy Report on Charges and Managing People’s Personal Finances in Residential Services for People with Disabilities.


� Feedback from NAS 


�� HYPERLINK "http://www.nda.ie/website/nda/cntmgmtnew.nsf/0/66292BBCC27B2914802575B7003D5E83?OpenDocument" �http://www.nda.ie/website/nda/cntmgmtnew.nsf/0/66292BBCC27B2914802575B7003D5E83?OpenDocument� ; � HYPERLINK "http://www.inclusionireland.ie/documents/ObservationsfromInclusionIrelandonMentalCapacityBill.doc" �http://www.inclusionireland.ie/documents/ObservationsfromInclusionIrelandonMentalCapacityBill.doc� 


�� HYPERLINK "http://www.citizensinformationboard.ie/publications/social/downloads/Code_of_Practice_on_Mental_Health_Act2001.doc" �http://www.citizensinformationboard.ie/publications/social/downloads/Code_of_Practice_on_Mental_Health_Act2001.doc�


� � HYPERLINK "http://www.inclusionireland.ie/" �www.inclusionireland.ie� 
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