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Dear Commissioners,

Equality, Capacity and Disability in Commonwealth Laws
I am writing on behalf of AGAC (the Australian Guardianship and Administration Council).  AGAC is comprised of the Public Guardians, Adult Guardians and Public Advocates and the Boards and Tribunals who deliberate upon applications under guardianship and administration legislation and the State Trustees or Public Trustees.   
AGAC aims to promote consistency in approaches between jurisdictions and to work towards international best practice in guardianship and administration (financial management) for people with disabilities.  All members of AGAC are State/Territory-based statutory authorities and we are all involved in substitute decision making on behalf of people with disabilities. Some members also practice supported decision making as an alternative to substitute decision making.  
At this stage, AGAC wishes to make an introductory response to the Issues Paper, but looks forward to providing a more in-depth response to the Discussion Paper in April 2014.   

Outline of Substituted Decision Making legislation in the States: 
Once a guardian or administrator (financial manager) is appointed, a decision made, action taken, or consent given by a guardian or administrator (financial manager), the decision, action or consent has the same effect as if it had been made, taken, or given by the represented person and the represented person had the legal capacity to do so.  Guardianship is therefore a powerful form of agency. 
In Australia, as in numerous other countries, appointment of a guardian or administrator (financial manager) follows the making of an application and a hearing where the court or tribunal must be satisfied of four matters:
a)
that the person, who is the subject of the application, has a disability, 

b)
that the disability renders that person incapable of making reasonable judgments,

c)
that the person is in need of a guardian to make specific personal decisions or administer his or her estate, and

d)
that the appointee has suitable qualifications and experience to be appointed and is compatible with the person.

Also in Australia, the process of appointment and the actions of a person appointed are governed by three basic principles, variously expressed.  These principles are that:

(a) an appointment must promote as far as possible the person's freedom of 
decision and action (sometimes called the “least restrictive alternative” or 
“autonomy” principle); and

(b) an appointment promotes the person’s best interests; and

(c) the person’s wishes are given effect to, wherever possible.

A good substitute decision maker within a good guardianship system will incorporate the wishes of the person with a disability as much as possible to avoid enforcing a substitute decision that is contrary to the desires of the person under guardianship or administration.  Essentially, however, the power of a substitute decision maker is protective (emanating from the parens patriae jurisdiction of the courts and the State) and potentially coercive in that a substitute decision maker may call upon police or other authorities to enforce their decisions if required.    
While that construction is odious to many people with disabilities, in some circumstances a person with a disability may be denied basic human rights without the appointment of a guardian.  For instance a person with dementia whose assets and income are being stolen by a caregiver, leaving the person without sufficient money for survival needs, may firmly believe that the caregiver is acting in his best interests, and reject any moves (regardless of the level of support they may be given to make a decision) to protect their assets and income.   Under the current guardianship system, such a person requires the appointment of an administrator (financial manager) to ensure that assets and income are used in his best interests to promote their survival, stem the abuse, and possibly institute action for the recovery of misappropriated funds.  
State Guardianship Legislation and the United Nations Convention on the Rights of Persons with Disabilities (UNCRPD):
The International Disability Alliance (“IDA”) has argued that as a consequence of ratification of the Convention, Article 12 requires that:
“States Parties must conduct a thorough review of all civil and criminal legislation containing elements of legal competence and reform these laws so as to recognize the equal legal capacity of persons with disabilities.  
Such reform begins with the abolition of legislation that allows the interdiction or declaration of incapacity of persons on the basis of their disability and the attribution to a guardian or other substitute decision-maker of the legal capacity to act on their behalf. 
Legislation that allows compulsory treatment or detention, linked to an apparent or diagnosed mental illness or other disability, must also be abolished.  

Reform is also needed where legal competence has been an element of valid consent.  Disability-neutral standards can be applied to protect all persons, including persons with disabilities, against abuse, exploitation and detrimental consequences of decisions.”
   

The International Disability Alliance (IDA) calls on State parties to:

“… abolish guardianship, substituted decision-making and compulsory treatment”

It is unclear whether such calls include calls for the abolition of enduring instruments.  The IDA argues that as guardianship systems are substitute decision making systems, they are contrary to the Convention and only supported decision making systems are consistent with the Convention. 
MDAC writes: 
“While the guardianship system is based on a relationship of paternalistic subordination, where guardians “know what is good” for the adult, the core principle of supported decision-making is a relationship of trust between the person with disabilities and the supporters. … Only in those cases where people with disabilities require highly intensive support should measures be taken related to the exercise of legal capacity, which must be subject to regular review by a competent, independent, and impartial authority or judicial body.  It should be noted that highly intensive support does not mean substituted decision-making in any case.”
 

In contrast, Prof. Dr. Volker Lipp states: 

“[Article 12] does not prohibit any form of substitution in decision-making – for example by a legal guardian.  On the contrary, it requires the support by a legal guardian if somebody is not able to exercise his rights himself.  Hence the CRPD does not demand to abolish guardianship as such.

However, it follows from Art. 12 UCRPD that guardianship as such we well the activities of a legal guardian on the case have to respect the fundamental principles of necessity and proportionality.  Therefore, the guardian has to give priority to support over substituted decision-making.  We may call a guardianship model following those principles “supportive guardianship”.
 

So far the bodies that officially interpret the Convention have refrained from stating that substitute decision making per se is contrary to the Convention.
  Rather, many of the decisions concentrate on pernicious processes or consequences of guardianship.
In Patrick’s Case
, Justice Bell of the Victorian (Australia) Supreme Court reviewed the decision of a guardianship tribunal to appoint an administrator (guardian of the estate) for a man with a psychiatric disability, referred to as Patrick.  It is interesting to note that Patrick was the appellant and there was no legal bar to his being so.  Justice Bell found that:  
“There is no question that the Guardianship and Administration Act is compatible with human rights in general terms.  Its purpose is to protect the interests of vulnerable people who may need a guardian or administrator to be appointed in their best interests, it has built in safeguards and it is capable of being, and in law must be, administered compatibly with human rights.”  
Ultimately, the tribunal who appointed an administrator for Patrick simply made an error of law, in that there was insufficient evidence that Patrick was incapable of managing his estate.  So, while Justice Bell found that the decision contravened Patrick’s human rights, he did not find that such appointments were contrary to human rights per se.  
Commentators who argue that guardianship and substitute decision making are contrary to the Convention, either promote supported decision making as an alternative to guardianship or suggest that supported decision making should completely replace guardianship so as to preserve the legal capacity of persons with disabilities.  It seems that, to some extent, the Office of the United Nations High Commissioner for Human Rights agreed with that argument when it stated in a 2009 report: 
“In the area of civil law, interdiction and guardianship laws should represent a priority area or legislative review and reform. Legislation 
currently in force in numerous countries allows the interdiction or declaration of incapacity of persons on the basis of their mental, intellectual, or sensory impairment and the attribution to a guardian of the legal capacity to act on their behalf. Whether the existence of a disability is a direct or indirect ground for a declaration of legal incapacity, legislation of this kind conflicts with the recognition of legal capacity of persons with disabilities enshrined in Article 12, paragraph 2.
Besides abolishing norms that violate the duty of States to respect the human right to legal capacity of persons with disabilities, it is equally important that measures that protect and fulfill this right are also adopted, in accordance with Article 12, paragraphs 3, 4 and 5. This includes: legal recognition of the right of persons with disabilities to self-determination; of alternative and augmentative communication; of supported decision-making, as the process whereby a person with a disability is enabled to make and communicate decisions with respect to personal or legal matters; and the establishment of regulations clarifying the legal responsibilities of supporters and their liability.” 

In his statement to the Oireachtas Joint Committee on Justice, Defence and Equality Hearing on the Mental Capacity Bill, February 29, 2012, Professor Gerard Quinn acknowledged that although the Commissioner is not the body that officially interprets the Convention, his statement has exceptional weight.  He also noted that the UN Committee on the Rights of Persons with Disabilities has issued criticisms to State Parties that have failed to take measures to replace substitute decision-making with supported decision-making in the exercise of legal capacity.
There is a significant need for the careful development of supported decision making practices, but supported decision making cannot completely replace substitute decision making and that there will be an ongoing need for substitute decision making in limited circumstances. 
Supported Decision Making and Guardianship Laws
Supported decision-making is an excellent development and will be extremely successful in avoiding guardianship for many people with disabilities, but it is not capable of universal application.  Arguments for the total abolition of substituted decision making in favor of supported decision making or co-decision making fail to address the question: what mechanisms will be in place for the persons who, even with the benefit of infinite resources, cannot or will not act to protect their own interests? 
Bach and Kerzner
  begin the process of delineating the applicability of supported decision making when they recognize that there will always be individuals who, for at least some period of time, will not be able to be sufficiently supported or accommodated by others to fully exercise their legal capacity. 

“We see no necessary discriminatory effect in recognizing that people have varying decision-making abilities – i.e. varying abilities to, on their own or with assistance, understand information and appreciate the nature and consequences of a decision, or communicate their will and/or intention to others. What is essential is that fair and just arrangements are in place to determine the nature of a person’s decision-making abilities and their particular needs for decision-making supports and accommodations. However, such determinations should not be undertaken as a matter of course simply because a person is presumed to have a disability. They are only required if a person’s decision-making capability (their abilities plus any existing supports and accommodations) is reasonably questioned by other parties as sufficient to exercise their legal capacity with respect to a particular decision-making transaction. And, when required, the assessment of ability is undertaken only for the purpose of determining appropriate supports and accommodations.”

 In such circumstances, Back and Kerzner suggest that a temporary ‘facilitated’ decision-making legal status be established for individuals while personal relationships can be built that would enable the person’s will and/or intention to become known by others as the basis for decision making.

For an almost infinite range of human abilities, there exists the equal and opposite range of potential impairments.  With interaction with the social and physical environment, these impairments may or may not translate into a disability.  For each impairment there will also exist a spectrum of degrees of impairment.  For example, vision is a complex human ability and the range of vision impairments is vast.  At the one end of the spectrum are persons who have no vision impairment and at the other end of the spectrum there is very small proportion of persons who have total vision impairment.  Some of vision impairments can be accommodated or even rectified; others, perhaps, cannot.  Similarly, decision-making is a particularly complex human ability and therefore there are corresponding impairments which will vary in degree.  Some decision making impairments may be accommodated or rectified but at the end of the spectrum there will be a very small proportion of persons whose impairments mean that they lack decision-making ability, even with infinite resources available for support.   For those persons, the appointment of a substitute decision maker becomes a reasonable accommodation to ensure that they are afforded basic human rights including the right to exercise legal capacity.
Supported decision making schemes must “value-add” to informal decision making schemes by providing accountability structures and transparency.  Like guardianship systems, supported decision making systems must also have clear systems for avoiding, so far as possible, the inclusion of supported decision makers who may use that position to abuse a person with a disability.  
The application of appropriately resourced supported decision-making will most likely be successful with young people (18-65) with acquired brain injuries, intellectual impairments, or psychiatric disabilities who have the ability to communicate (either verbally, with assisted communication, through an interpreter or non-verbally) and who have some choice making abilities (including the ability to evaluate options and recall having made a choice).  Its application will be severely limited for people without communication and choice making skills, for instance older people with advanced dementia.  In Australia, as in many countries, older people with advanced dementia make up a great proportion, but not all, of people under guardianship.
Enduring Instruments:
Enduring instruments, which are instruments of substitute decision making, continue to represent an important mechanism for future planning.  While these appointments are generally plenary and not often subject to review, they are considered to be a positive form of substitute decision making because they are an act of self-determination undertaken by a person with mental capacity in preparation for a possible loss of mental capacity.
While the majority of such instruments probably operate in the best interests of the donor or appointor, legal systems do not currently offer the protections provided in Article 12(5) unless the donor or appointor specifically provides for periodical independent supervision and monitoring at the time of appointment.  Supervision exists in courts and tribunals, but such supervision must be triggered by an application and there are many reasons why parties may be hindered or deterred from making such an application.

Enduring instruments are particularly prone to abuse by appointees.  Because enduring appointments more often provide for group decision making than court appointed arrangements, experiences with enduring instruments suggest that multiple appointments have a greater chance of working against the best interests of a person with a disability when the arrangements invite disagreement between appointees, power struggles among appointees, or decision-making inertia.  
One of the lessons arising from abuse of enduring instruments that should be considered in developing decision making frameworks is the difficulty of selecting trustworthy persons to act on behalf of persons with impaired capacity over a long period of time.  Another is the level of destructive tension that can be created when a person who has been assigned a decision-making role on behalf of a person with a disability is threatened with its removal.  It is a very curious thing, but the experience of the guardianship jurisdiction is that some people compete extremely aggressively to take or retain control over decision-making for a person with a disability.  In the context of enduring instruments, disagreements amongst “supporters” about what the person with a disability wishes or what is in their best interests often results in protracted litigation and permanent family breakdown.  

Informal Decision Making: 
When a person with a disability lacks mental capacity to make or enforce decisions, people without lawful appointment tend to fill the vacuum left by the lack of mental capacity with their own judgments.  Such arrangements are referred to as “informal decision making” and in Australia, at least, when guardianship legislation was radically reformed in the 1980s, such de facto arrangements were warmly approved as “less restrictive alternatives” than formal appointment of a guardian of the person or guardian of the estate.  Informal arrangements, however, lack the supervision and monitoring required by Article 12(5) as well as the clear source of legal authority increasingly required by financial institutions, insurers and health service providers.

Not all persons who step in to assist a person with a decision-making disability do so with altruistic or rights based intentions.  People with dementia appear to be particularly prone to attracting into their lives persons who, on the surface, appear to be motivated only by a desire to be useful to a person in need, but who are in fact ingratiating themselves with an older person to help themselves to the funds and assets of the older person.  Informal decision making arrangements (for example, having the PIN number for a person’s bank card, or being a co-signatory to an account) are particularly prone to financial abuse.  

From the perspective of a person with a decision-making disability, informal arrangements can be particularly restrictive on a day to day basis.  For example, young adults with disabilities who continue to live with their parents often find that parental “authority” is exercised over their lives in a more continuous and pervasive manner than for their young adult siblings or contemporaries even though these parents have no formal appointment as a substitute decision maker.  This can result in restrictions upon their social lives and sexual development, spending habits, and opportunities for risk taking.  These are things that young adults embrace with great enthusiasm and few parents enjoy.  But some parents of young people with disabilities exercise control to prevent this exploration long after the person has reached the age of majority.  At times the tension between protection and exploration results in applications for guardianship either by the parents seeking (often unsuccessfully) to augment their dwindling authority with appointment as a guardian or by the young person seeking a guardian to supersede their parent’s authority and assist with emancipation.   
Overuse of informal authority is not just in the province of parents, but case managers, medical practitioners, accommodation providers and so on.  A form which remains unfortunately common in Australia is informal management of a person’s estate by a residential care provider.  This can take the form of receipt of welfare benefits, having staff members as signatories of residents’ accounts, and controlling spending.  These informal arrangements do not have the protection of regular reviews or accountability to persons outside of the residential care provider.  Accounts are prone to defalcation or to the application of the resident’s funds towards capital expenses which should be funded by the residential care provider.  Informal management of the estates of people with disabilities can contravene a person’s right to own property.  
Appointment of a guardian or administrator is not the automatic panacea for overuse of informal authority, but the process of hearing and determining an application does have the advantage of clarifying which decisions require the formal authority of a guardian.  There is always the possibility of a guardian overusing the formal authority also.  However, the appointment of a guardian, unlike an informal decision-maker, is subject to external scrutiny and periodically reviewable.
Specific Commonwealth Law Issues:
AGAC has had recent discussions in relation to substitute decision making schemes in relation to:

· Centrelink nominees,

· Personally Controlled Electronic Health Records (PCEHR) , and 

· NDIS nominees. 

The consistent feature of these discussions is to ensure that where there has already been a substitute decision maker appointed for a person, that such authority is recognised under the Commonwealth Scheme.  However, there is not always a “neat fit” between the dichotomy that exists under most State and Territory legislation with ‘guardians’ making personal or lifestyle  decisions and ‘administrators (financial managers)’ managing the person’s estate.  AGAC continues discussion with the relevant agencies to ensure that the role of a guardian or administrator is recognised under such schemes.  
AGAC’s experience over many years is that Commonwealth agencies tend to assume that far greater numbers of persons with disabilities have formally appointed guardians than is actually the case. Hence when the Assets Assessment forms in Aged Care or the Incontinence Aids Scheme forms require signature by an applicant, early drafts of forms require the applicant’s personal signature or, if incapable, by the person’s guardian.  Each time this mistake is made, the Tribunals are briefly inundated by applications for appointment of guardians or administrators to meet these specific purposes.  AGAC is particularly pleased to be involved in negotiations with the Department of Health with respect to the PCEHR. 
Guardianship Boards and Tribunals are starting to receive applications for orders seeking the appointment of a guardian and/or administrator (financial manager) for people with impaired decision-making ability, which applicants say have been made as a result of the NDIS.  These cases typically involve people whose parents have acted as substitute decision makers on an informal basis and/or people who have not been previously required to make significant or complex decisions. 
The introduction of the NDIS creates a number of decision making “events” and a greater degree of scrutiny of informal substitute decision-makers or supporters and leads to an increase in the number of applications under guardianship legislation.  In these and other hearings there have been discussions about the increased number and complexity of decisions that will need to be made as a result of the introduction of the NDIS.  AGAC anticipates a commensurate increased call on the advocacy functions of the Public Advocates and Public Guardians and on the financial management role of the Public Trustees as well as on the Tribunals.  

The following scenarios are examples of issues that have arisen so far with NDIS related schemes:

· A person who is the subject of an administration (financial management) order appointing a Public Trustee makes an application for NDIS support themselves or through a nominee for funding a particular matter.  The operators of the NDIS scheme are unaware that the person has been found to have a decision-making disability by a Tribunal and is incapable of managing their own financial and property affairs.  The result has been that money has been paid out to such applicants directly to their bank accounts which the Public Trustee is under order to manage.  Without the knowledge and intervention by the Public Trustee, this may be seen as a windfall by the applicant and spent for purposes other than that for which the grant was paid.
· A person who is subject to a financial management order appointing the Public Trustee, applied (through a nominee or support agency) for funding for the purpose of purchasing an iPhone.  An iPhone was purchased with the funds but the person has since sold the iPhone for considerably less than it is worth. In consultation, the Public Trustee may have advised that the funding was inappropriate.
· When a Public Trustee is appointed as administrator or financial manager under order of a Tribunal, it has statutory authority to apply fees and charges for their management.  While some Trustees reduce or waive fees where a Community Service Obligation applies, there is an understanding that the client will pay such fees where financially able.  Where an application for funding is made and granted by the NDIS for a particular purpose (e.g. a holiday, a wheelchair, study etc.), funds entering the person’s account when managed by the Public Trustee are subject to such fees.  These fees will reduce the funds available for the stated purpose.  Again, such a situation is avoidable if the NDIS were apprised of the applicant’s status or capacity beforehand and had an opportunity to communicate with the person’s administrator/financial manager.
· A person independently applied for funding for a motorised wheelchair up to $10,000 in value.  The grant was approved and it was subsequently found that such a wheelchair was not appropriate to the person’s needs.  There were not processes in place for the return of the funds to NDIS.  
When an appointed guardian or financial manager makes decisions on a person’s behalf as substituted decision-maker they do so subject to statutory decision making principles designed to protect the protected person and, to some extent, those that deal with them.  A nominee that applies on behalf of a person or indeed the person themselves is not subject to the same decision-making constraints.  
AGAC suggests that, as Commonwealth Agencies continue to develop practices that support people with disabilities, there will need to be consideration given to the future of decision-specific “nominee” schemes.  It will particularly cumbersome if a person with a disability has Person A as their Centrelink nominee, Person B as their PCEHR representative, Person C as their Disability Care nominee etc.  Additionally, each of these schemes will be required to conform to the requirements of Article 12 of the UNCRPD – including the safeguards, and regular review by a competent, independent and impartial authority or judicial body.  AGAC suggests that the Commonwealth either develops a single scheme for assessment of the need for a representative in these decision making areas, with a system for impartial appointment and review or a more fully developed symbiosis with State and Territory substitute decision making schemes.  
Thank you for the opportunity to make a submission to the Issues Paper.  AGAC looks forward to the release of the Discussion Paper.
Yours faithfully

Anita Smith

CHAIR
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