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The Executive Director
Australian Law Reform Commission
GPO Box 3708
SYDNEY NSW 2001

To Executive Director, 
Submission to Australian Law Reform Commission-Equality, Capacity and Disability in Commonwealth Laws
The New South Wales Council for Intellectual Disability is the peak body representing the rights and interests of people with intellectual disability in New South Wales. 

Governed by a Board consisting of a majority of people with intellectual disability, the Council is a membership based organisation and engages widely with its members and key stakeholders. 
A subcommittee of the Council - Speak Out Reach Out, of which all Members have an intellectual disability, have also made a separate submission to this inquiry. 
The Council has considerable expertise in relation to policy development especially in the areas of justice, health, mental health and decision making. 
This submission provides general commentary as well as specific details in response to the questions raised in the issues paper. The Council would be pleased to provide additional information, case studies or details if required. 
Aine Healy 



Jim Simpson

Executive Director 


Senior Advocate 

P: 02 9211 1611 
E: info@nswcid.org.au 

W: www.nswcid.org.au
Overarching comments 
This submission is focused on people with intellectual disability. However, a high proportion of it is also directly relevant to people with other cognitive or psychosocial disabilities and much of it is relevant to people with physical or sensory disabilities.

Systemic impediments to equality

Much needs to be done to enable people with disabilities to have equal recognition before the law, legal capacity and access to justice.  The opportunity for people with intellectual disability to have these rights in practice is considerably impeded by:

· the undue complexity of the law, 
· the undue complexity and formality of judicial and quasi judicial systems, 
· the lack of verbal or written material in accessible formats to assist people to understand and exercise their rights, 
· the tendency of many in the lives of people with intellectual disability to largely make decisions for them rather than maximising their scope to make their own decisions, and

· inadequate access to support to assist a person to make their own decisions, both within the person’s ongoing informal networks and externally.
A comprehensive national strategy should address all of these problems.   If this occurs, it would be vastly rarer than at present that procedures for substitute or fully supported decision-making need to be used.

A backstop of substitute/ fully supported decision making is needed

Even with a comprehensive national strategy there will continue to be a need for a backstop of a substitute or fully supported decision-making system. In the absence of such a system, there will be no way to resolve many situations:

· in which people with intellectual disability are being neglected, abused, exploited or overprotected on an ongoing basis and are unable to recognise these breaches of rights or and assert themselves in responding to the breaches.
· in which there are disputes within families or between families and service providers or others about what decisions should be made about where a person should live, about health care or services or other lifestyle decisions.

With appropriate support, the vast majority of people with intellectual disability are able to make most or all of their own decisions. However, some people with intellectual disability have extremely limited comprehension, communication, insight and related decision-making skills. For some other people with intellectual disability, in ideal circumstances they may be able to make their own decisions. However, they may not be in those circumstances in that they have had very limited exposure to alternatives to current deprived lifestyles and/or are in entrenched relationships of control (benevolent or malevolent) by family members or other long-standing people in their lives.
Guardianship systems should be updated

At present, guardianship and financial management/administration systems around Australia address people's needs for formal substitute decision makers.  These systems tend to be based on principles of "best interests" and least restrictive intervention into the life of a person with disability. However, at least the ACT legislation is based on a substitute judgement approach rather than best interests; at least where it is feasible to form a judgement of what the person themselves would have wanted. To varying degrees, Australian law and practice is focused on orders being limited rather than plenary and regularly reviewed by the guardianship tribunal.  
Law and practice in relation to participation of the person with disability in tribunal hearings varies around Australia.  Problematically, guardianship and financial management decisions are usually made by a single tribunal member, with NSW being an exception in requiring a three-member tribunal (a lawyer, a disability professional and a community member) to hear all initial guardianship and financial management applications.

Guardianship and financial management systems should be considerably updated in light of the UNCRPD and other developments in good practice, with emphases including:

· Ensuring the maximum participation of the person with disability in any tribunal decision-making process.
· Enhancing the focus on a substitute judgement approach rather than a best interests approach and considering incorporating the rights in the UNCRPD as guiding principles for tribunals and appointed guardians and financial managers. However, the system needs to recognise that, for some individuals with intellectual disability, a substitute judgement approach would be impossible or unworkable. There should also be caution about completely dispensing with the best interests approach - it has weaknesses but it also has the strength of being able to flexibly accommodate the unique and fluctuating circumstances of an individual.
· An obligation on tribunals to fully explore options for supported decision-making before resorting to appointing a substitute decision maker.

In non-contentious situations, there needs to an administrative system for substitute/ fully supported decision making
Legal and administrative systems also need to recognise it would be both administratively unworkable and unduly intrusive for tribunal based substitute decision systems to be invoked in all situations where a person with intellectual disability lacks requisite legal capacity.  Hence, guardianship legislation creates a structure for a "person responsible" to be able to consent to most medical treatments for a person who lacks capacity to consent. The legislation spells out a hierarchy under which a closely involved family member or friend can usually be identified by the treating practitioner. Similarly, there is the existing nominee system in social security law.
NSW CID has recently had major input to the development of a system of “authorised representatives” under the Personally Controlled Electronic Health Records Act 2012.  Our approach is that, so far as possible, people with intellectual disability should be supported to make their own decisions in relation to the creation of and access to their e-health record. Where maximum support proves inadequate, there needs to be a system of authorised representatives. This system needed to strike a balance between safeguards on the privacy and related rights of the person and having a system that allows an authorised representative to be appointed without undue administrative complexity. If it was unduly time-consuming or complex to create an authorised representative for an individual, the strong likelihood would be that families and doctors would be deterred from taking this course and the person with disability would be denied the considerable advantages to their health of having an e-health record.  
The authorised representative system that has now been created is set out in:

· sections 6 and 7 of the PCEHR Act and 
· in three policies made under the act, Authorised representatives for the purposes of the PCEHR Act, Disputes amongst authorised representatives and Obligations of authorised representative or nominated representative to act in best interests of consumer. 
As well as providing for authorised preservatives, this system allows an individual with capacity to themselves specify a nominated representative. 
While this system is not perfect, we do see it as a valuable example of an attempt to create a balanced substitute consent structure.
We suggest that the Commission should explore the idea of consolidating Commonwealth substitute decision systems or at least having one consistent structure that each system hangs off.  The same individual may need a family member to deal with a range of systems on their behalf such as the NDIS, Centrelink, Medicare, PCEHRs etc.
Comments on some specific questions raised in the issues paper
Question 1 – Interpretative Declaration re Article 12
At least in general terms, NSWCID supports Australia's interpretive declaration in relation to article 12. As explained above, a last resort system of fully supported or substitute decision-making is needed in a range of circumstances.

Question 3 – ALRC framing principles
We support the proposed framing principles but have some concern that they alone could leave people with intellectual disability at risk of exploitation, violence and abuse. We suggest that protection from exploitation, violence and abuse in accordance with article 16 of the CRPD should be a further guiding principle.

Question 4 – A uniform approach to capacity
At least in principle, we support a nationally consistent approach to defining capacity and assessing a person's ability to exercise their legal capacity.

A starting point for such a system could be the classic test set out by the High Court in Gibbon v Wright (1954) 91 CLR 423 at 437:

The law does not prescribe any fixed standard of sanity [sic] as requisite for the validity of all transactions.  It requires, in relation to each particular matter or piece of business transacted, that each party shall have such soundness of mind as to be capable of understanding the general nature of what he is doing by his participation.

Perhaps surprisingly given this test being laid down 60 years ago, it reflects that capacity is situation and transaction specific.  This test has guided courts in considering capacity for a range of transactions. See for example, in relation to a power of attorney, Scott v Scott [2012] NSWSCS 1541, and, in relation to capacity required for a gift, Re Beaney [1978] 2 All ER 595.
See also Hunter and New England Area Health Service v A [2009] NSWSC 761 in relation to health care decisions where the court stated that capacity included being able to use and weigh relevant information as part of the process of making a decision.

Any consideration of a national test would also need to take into account that some tests for capacity may need to cover a range of decisions or transactions, both current and potential future decisions or transactions.  This is currently and may continue to need to be the case in relation to guardianship and financial management legislation and legislation governing issues such as e-health records and Centrelink nominee arrangements.

Question 5 – Role of families, carers and supporters
We are very cautious about any overarching legislation governing supported decision-making. We see provision of support for decision-making as primarily an issue of good practice that should be developed and promoted. People with intellectual disability will often need support with decisions hour by hour and day by day, not just in relation to major occasional decisions. A person may need support in relation to what time to get up, when to shower, what clothes to wear, what to eat for breakfast and so on through the day. Families, disability workers, staff in mainstream government agencies and others in the community should be given guidance, education and encouragement to provide support to people with intellectual disability on this hour by hour basis.
In some situations, where legal capacity is required for transactions, there needs to be legal systems to reflect this. Current examples are the "person responsible" system for consent to medical treatment and the "authorised representative" system for decisions about e-health records as discussed above.  These systems allow an appropriate person, who would usually be an involved family member, to make decisions for a person who is unable to do so.
Question 11 - Privacy
As we understand it, privacy legislation around Australia includes a range of different approaches to decisions about information privacy of people who lack capacity. So far as possible, people with intellectual disability should be given the support that they need to make their own privacy decisions. If this is not adequate, there needs to be a legislative system of substitute consent and/or administrative safeguards that provides reasonable safeguards on the privacy of the individual whilst also recognising that other rights of the individual may be imperilled if personal information cannot be gathered and promptly used as occasions arise.

For most people, legislative privacy rules such as information protection principles (IPPs) can be complied with in a way that does not risk any detriment to the person. Necessary consent from, or disclosures to, the person can occur “on the spot”.  Also, the person can readily provide an agency with most information the agency may need.

For a person with an intellectual disability, the situation is more complicated.  An intellectual disability:

· Increases a person’s need for government and other services.

· Impedes a person’s ability to provide information that an agency may need in order to provide a quality service.  

· Hence increases the need for agencies to be able to obtain information about the person from family, other advocates and other service providers.

· Impedes a person’s capacity to consent to information being obtained from such people and otherwise to exercise his or her entitlements under the IPPs.

The rights inherent in information protection principles are important.  However, regard also needs to be taken of:

· The above effects of an intellectual disability.

· Other rights and interests of the person.

For a particular individual, there may be numerous times in a month when an agency needs to obtain information about the person from a range of sources and provide information to a range of agencies or individuals.   If the privacy protection procedures for this sort of information exchange are cumbersome or complex, optimum support of people with intellectual disabilities will not occur.  Agencies will not have the information they need to provide that support. Achievement of various rights of the person may be impeded, for example rights to:
· Access to services to support living and inclusion in the community (UN CRPD Article 19)

· The highest attainable standard of health (Article 25)

· Habilitation and rehabilitation (Article 26)

· Freedom from exploitation, violence and abuse (Article 16)
The situation becomes more challenging due to the interplay between a range of different privacy regimes that apply in different situations, including general privacy legislation both state and federal and health records privacy legislation.

A privacy regime that perhaps best grapples with incapacity issues is the Health Records and Information Privacy Act 2002 NSW.  This Act includes privacy principles which health providers and holders of health information must comply with. Principle 11 says that health information can only be disclosed in stated circumstances, including where the individual has consented or disclosure is necessary to address a serious threat to the person or others. Section 7 of the Act says that, where a person is incapable of doing an act, an authorised representative of the person may do it instead. Section 8 says that an authorised representative includes a guardian or person responsible under the Guardianship Act.  
Question 14 – Interaction of NDIS nominee provisions with other laws
Sections 86 & 88 give the NDIA very broad powers to take away the decision making rights of people with disability and in relation to whom to appoint as nominee. The NDIS (Nominees) Rules 2013 do include some safeguards on this process. However, it is an administrative process.
By contrast, appointment of a guardian under State/Territory legislation requires a tribunal hearing and specific evidence and findings about the person’s lack of capacity to make relevant decisions, need for a guardian and about who is suitable for the role of guardian.  Guardianship tribunals often have to deal with complex issues about whether a person does or does not have capacity for relevant decisions and about who should be guardian in the face of conflict within families or between families and service providers.
The current section 88 and rules could lead to the absurd result that an administrative decision by the NDIA would prevail over the much more rigorous decision-making process of a quasi judicial tribunal.
If a guardian has been appointed with authority to make decisions about services, then that person should automatically be recognised as NDIS nominee.  Similarly, if there is a nominee and a different person is appointed as guardian, the guardian should automatically take over as nominee.
Question 34 – Health care
See Overarching comments above for discussion of legal frameworks for eHealth records and consent to medical treatment.
Questions 36 and 37 – Restrictive practices
There is a long history of people with disabilities being subjected to inappropriate restraint and restrictions on their freedom of movement. Over the last 30 years, quite a lot has occurred aimed at preventing inappropriate restrictions and instead developing positive approaches to addressing behaviour of some people with disabilities which places themselves and others at risk of harm. 

In NSW, best practice guidelines have been developed. Ageing, Disability and Home Care has developed policies and procedures for disability services. 

The NSW Guardianship Tribunal has also taken a role in substitute consent for restrictions.  We see this role as having had a significant positive effect in encouraging positive practices and regulating restrictive practices. One of the strengths of the guardianship system in this area is that its legislative focus is on the interests of people with disabilities, not on protection of the community – this means that the tribunal and any guardian has to be satisfied that there is a benefit to the person from being restricted and this commonly calls for any necessary restriction to be complemented by positive approaches to minimising and addressing inappropriate behaviour. We see this approach as comparing very favourably with that in the Mental Health Act NSW which is focused on both the protection of the individual and of the community.

We strongly assert that restrictive practices should only be allowed where they are needed in the interests of the individual or to protect the individual’s rights.  It is discriminatory and contrary to equality before the law for some states and territories to allow restrictive practices to be used for the purpose of protection of other people.  Protection of others may be a desirable by-product but the motivating purpose and justification of the restriction should be the interests or rights of the person being restricted.

We welcome the development of the National framework for reducing restrictive practices in disability services.  Due to limited time, we shall largely confine this submission to one issue to which we have given recent intense attention – the interplay between issues of mental health, behaviour support and restrictive practices.  
We recently led the National Roundtable on the Mental Health of People with Intellectual Disability.   In light of the Roundtable, we do not feel that the draft restrictive practices Framework adequately addresses:

· how hard it is to know if a person with intellectual disability has a mental disorder


· the importance of multidisciplinary collaborative approaches to addressing challenging behaviour.

By way of background to our thoughts, please see pages 13-15 of our Roundtable background paper at www.nswcid.org.au/images/nrmhpwid%20background%20paper%20%284%29.pdf  and note that two of the recommended actions that came out of the roundtable were along the following lines:

Include a focus on mental health in the proposed national strategy to reduce the use of restrictive practices in disability services, including ensuring that decisions about use of psychoactive medication are based on the shared skills of appropriate health and disability professionals.  There is a similar need for action on restrictive practices in schools and mental health services.

Resolve national guidelines on the appropriate prescription of psychoactive medication for people with intellectual disability.  This work should involve:
· Collaborative action between the RANZCP, RACGP, Australian Psychological Society, RACP and ACRRM, noting the importance of a multidisciplinary approach.

· Links to the development of a national strategy to reduce the use of restrictive practices in disability services.

· Consultation with the National Health and Medical Research Council.

· Noting in the proposed guidelines the importance of a formalised system for medication review eg by a multidisciplinary panel.

Here are some brief thoughts on how the draft Framework could be improved:


1. In the definition of ‘chemical restraint’, replace ‘mental illness’ with ‘mental disorder’.  

2. More importantly, we question whether the term ‘chemical restraint’ adequately acknowledges the difficulty of diagnosing mental disorders in people with intellectual disability.  Rather than regulating ‘chemical restraint’, a better approach may be to consider what guidelines/parameters should exist around all prescription of psychoactive medication to people with disability and challenging behaviour.


3. In the core strategies, make the following changes:


a. In ‘Person centred focus’, add two extra ‘key implementation areas’:

· Ensuring medical reviews to identify any physical or mental condition that contributes to challenging behaviour.

· Ensuring that any prescription of psychotropic medication is based on a skilled multidisciplinary consideration of the behaviour.


b. In ‘Leadership towards organisational change’, add a key implementation area:

· Development of good practice guidelines in relation to behaviour intervention and support and in relation to use of psychotropic medication, based on multidisciplinary and consumer input.
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