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Response to the Discussion Paper: Are the rights of people whose capacity is in question being adequately promoted and protected? 

The Multicultural Disability Advocacy Association of NSW (MDAA) is a non-profit peak body for people from non-English speaking backgrounds (NESB) with disability and their families and carers in NSW.  Our activities include individual advocacy for people from a NESB with disability and their families and carers; advocacy development; systemic advocacy; research; industry development; and training in cultural and disability awareness.  MDAA is also a registered training organisation.

I have attached MDAA’s response to the Department’s discussion paper.  

Thank you for the opportunity to comment on these issues.

Maureen Kingshott

Assistant Director

MDAA’s Response to the Attorney-General’s Discussion Paper: Are the rights of people whose capacity is in question being adequately promoted and protected? 
Introduction

The Multicultural Disability Advocacy Association of NSW (MDAA) makes the following comments on the questions asked in the Attorney-General’s discussion paper on promoting and protecting the rights of people whose capacity to make decisions is in doubt.  Our comments are informed by our individual advocacy work with people from a non-English speaking background (NESB) with disability, their families and carers. 

Questions on Issue 1

Creating a consistent approach to the assessment of legal capacity

1. 
Would NSW law benefit from a single legal definition of capacity that could be used in relation to legal decision-making in all circumstances?

2.
If so, should that definition be based on a ”decision specific” approach to capacity and include as the test “understanding and appreciation” as in the Queensland Guardianship & Administration Act 2000?

3.
Should relevant legislation include a presumption of capacity?

4.
Should the laws related to decision-making, such as the Guardianship Act, 1987, the Protected Estates Act 1983 and the Powers of Attorney Act 2003 be changed to include a common standard definition based on the “decision specific approach”?

5.
Would a single legal definition result in a more standardised capacity assessment in practice?

MDAA’s response

Our response to each of these questions is ‘yes’.  It should be sufficient for the person to demonstrate that they understand the nature and possible consequences of the decision they need to make and can communicate their decision, whatever form that communication takes.  For example, a person who cannot speak or write may communicate by physical gestures such as blinking their eyes or nodding. 
We believe a single legal definition would help to achieve a more standard approach, so long as any assessment of capacity is carried out in culturally competent ways and the assessment tools used are cross-culturally valid.  There are two related issues here.  

First, it is very important that people who are using assessment tools to assess a person’s decision making capacity are culturally competent.  The way decisions are made and the matters taken into account may differ depending on a person’s cultural background.  Any assessment of a person’s capacity to make decisions must therefore take this into account in the assessment process.  If assessors are not aware of cultural differences in decision making they may make unwarranted assumptions about the person’s capacity. 
Secondly it is important that the assessment tools used to assess the capacity of people from diverse cultural backgrounds are cross-culturally valid.  Otherwise a person’s capacity will not be assessed in a way that is meaningful to them and the results will not reflect their real capacity accurately or reliably.    
Matters which should be taken into account include:

· The different ways decisions are made in various cultures: in some cultures decisions are made by individuals, whereas in others all important decisions may be made by the head of the family, or collectively by the local elders, or in consultation with other significant members of the family or community concerned.  These differences in decision making styles have implications for assessing a person’s capacity.  The person may defer to authority and may not wish to express any view about the decision that needs to be made or give any indication of their capacity to make it, even though they are capable of making it.  An assessor may misinterpret the actions of a person who wants to wait for a family or community member to be present to make the decision, as a sign of incapacity.
· The assessor’s awareness of the expectations within different communities about people with disability is an important consideration in assessing a person’s capacity.  For example, it may be common within a community not to expect people with intellectual disability to learn or to make decisions.  A person with intellectual disability in that community may have the capacity to make decisions but culturally they may not be seen as capable decision makers.  Assessors need to be aware of low expectations of people with disability in some communities.
· Understanding of concepts, whether legal or other concepts, may differ for people from different cultural backgrounds.  Many people from a NESB have very different understandings of what constitutes a disability (e.g. disability may be regarded as a medical condition amenable to medical treatment; a gift from god; a punishment for an ancestor’s action; etc) and may have no words to describe concepts that are alien to their culture such as ‘carer’ or ‘respite’ or ‘advocate’.  In assessing a person’s capacity to make a decision it may be necessary to explain concepts that are relevant to the assessment (including why there is doubt about the person’s capacity) and to the decision that has prompted the assessment.

· Assessors also need to be aware that people from a NESB with disability and their families may not know the consequences of particular decisions made here because those decisions may have completely different consequences in their home country.  This does not mean that the person is incapable of making the decision, but it does mean that consequences which Anglo-Australians would take for granted may have to be explained in detail to people from other cultural backgrounds.  For example, a parent’s decision not to obtain medical advice or treatment for their child may result in a visit from the Department of Community Services in Australia (and possible removal of the child) but in another country it may be accepted as common practice to give children traditional medical treatment not prescribed by a medical professional.  
· People from some NESB communities may defer more readily to people in authority and expect them to make the decisions, e.g. deferring to medical practitioners or other health professionals on decisions about medical treatment.  Some people may not wish to express any opinion on the decision that needs to be made, as a result of this traditional deference.         

· Gender roles are more highly structured in some NESB communities, with women more likely to defer to men (e.g. husbands, fathers or brothers) about some important decisions.  This may also affect any assessment of the person’s capacity to make ‘their own’ decisions. 

· Similarly, children and young adults may always be expected to defer to adults in some communities, and may hesitate to express any opinion or decision about something that affects their life.  

· Assessment tools and procedures should not assume that a person is literate in their own language.  Some people are and some are not.  In our view, literacy is not relevant to capacity in any event.   

· A person’s capacity to speak, read or write English is also not relevant to assessing their capacity to make decisions.  It is very interesting to note that although we estimate that of all young people with disability 25% are from a NESB
, in the NSW school system over 30% of students in special schools and support classes are from a NESB
.  There is no reason to conclude that the rate of disability among children and young people in NESB communities is higher than in the general community.  It may be, therefore, that students who struggle with English are being assessed as needing disability support rather than language support.  If a person does not speak English well or at all, this should not be taken as a sign of incapacity.  Rather, it is a sign that the assessor needs to arrange for an accredited interpreter to be present who is well briefed about the nature and purpose of the assessment.
· The role of interpreters is crucial for people from a NESB with disability.  Assessors need to be aware that interpreters may carry the same cultural attitudes towards disability as other members of their community.  There are ways to minimise the risk of negative attitudes affecting the quality of interpreting in these circumstances.  If family members or an advocate are present during the assessment they can provide feedback on the quality of interpreting.  If the assessor has any doubt about the quality they should arrange for another assessment using a different interpreter.  
In view of these matters, a fair assessment of capacity requires the kinds of resources envisaged in the discussion of Issue 2.
Questions on Issue 2

Creating resources for capacity assessors

1.
Does this section of the Discussion Paper reflect the needs of the various assessors? If not, what additional issues do they face and how can their needs best be met? 

2.
What resource options listed would be most helpful if they were further developed?

3.
Should a distinction be made between lay and professional assessments?

MDAA’s response

We agree that it is difficult to see how one standard assessment tool could be identified and promoted for use in all circumstances and we would not want to see the development of new, more effective tools hampered.  As indicated above, our major concern with existing assessment tools is that we do not know whether they are cross-culturally valid or have been tested for cross-cultural validity.  It is therefore impossible to say whether they can be used effectively across the diverse range of communities living in NSW.  Whatever assessment tools are in current use should be tested for cross-cultural validity. 

Similarly, any new assessment tools being developed should be cross-culturally valid, to take into account the diverse population living in NSW.  
We support access to the range of expert sources listed on page 14 of the discussion paper.  

In addition we believe there is an urgent need to provide education and training for the legal and medical professions about the assessment of capacity of people from a NESB with disability and the issues involved, including the issues we raised above regarding the Questions on issue 1.  We also believe that education about assessment of capacity is required for ethnic community workers who are in contact with NESB communities and can explain the assessment ‘system’ and procedures to people with disability and their families in those communities. 

There is also an urgent need for education and training for mainstream Anglo-Australian workers about assessment of capacity, including the fact that not speaking English well or at all does not mean that the person cannot make their own decisions.

We support the development of guiding principles to underpin the assessment tools.  To the list of principles on pages 15 and 16 of the discussion paper we would add:

· the right of individuals to involve family and community members in making decisions. 
We support the need for practice guidelines encompassing the matters listed on page 16 of the discussion paper for the groups listed on page 17.
We agree with the approach adopted in the UK Draft Code of Practice described on page 18 of the discussion paper.  In our view there is no need to distinguish between formal and informal groups of assessors, as the consequences of assessment will usually be the same for the person whose capacity is in doubt.     

Access to second opinions should be available at low or no cost to the person whose capacity is in doubt, particularly people who cannot afford to pay for such opinions.  This would include the majority of people from a NESB with disability. 
Questions on Issue 3

Promoting and protecting rights

1.
How can a person whose capacity is questioned be supported to obtain a second opinion when necessary? 

2.
Is there an appropriate role for Courts and Tribunals, if a person whose capacity is questioned wishes to make a challenge but there is no existing Court or Tribunal order?

3.
Is the current advocacy framework in NSW sufficient?
MDAA’s response

In our view the current advocacy framework in NSW is not sufficient to assist all people with disability whose capacity may be in doubt.  The advocacy program for people with disability funded by Commonwealth and State governments is extremely limited.  There is no advocacy assistance, for example, for individuals who only have dementia
.  The Mental Health Advocacy Service is useful for tribunal hearings about capacity, but there is no real individual advocacy assistance available for people with mental illness outside tribunal proceedings.    In these circumstances we would strongly support a proposal by the Attorney-General’s Department to establish an advocacy program to assist people whose decision making capacity is in doubt. 
In our view there should be a policy about when an advocate needs to be involved.  For example, we believe people with disability should have access to an advocate in the following circumstances:

· where someone suspects that a person with disability is being abused (physically, emotionally, sexually, financially) by a family member/s; 
· where there are different views about the person’s capacity to make decisions between family members, professional people who know the person (e.g. their doctor), or the person’s carer;

· where the person has no-one in their life who can assist in decision-making;
· where the person disputes a finding of incapacity.
To assist people with disability in these circumstances it would be very useful to have an independent advocate available.  The UK’s system of Independent Mental Capacity Advocates (IMCA) is a useful model and could easily be adapted to accommodate the needs of people with disability in NSW.  The IMCA’s role could include supporting the person to challenge decisions about their capacity as well as decisions made by substitute decision-makers on the person’s behalf.   

We would prefer the informal procedures for appeals to a Tribunal rather than the formality (and costs) of appeals to the Supreme Court.  Informal procedures are much easier for people to understand and are also much easier to adapt if required. 

� Very limited data is available about people from a NESB with disability who live in NSW. When attempting to analyse what data there is (for example census data), the different definitions used when referring to 'NESB' creates many problems. MDAA's estimations derive from information collected by the Australian Bureau of Statistics: for details go to MDAA’s website: � HYPERLINK "http://www.mdaa.org.au/publications/faqs/figures.html" ��http://www.mdaa.org.au/publications/faqs/figures.html� 


� See ‘All I want is what’s best for my child’: Experiences of parents of students from a non-English speaking background with disability in the NSW school system, MDAA 2005.


� We note that dementia was the primary disability in 47% of applications to the Guardianship Tribunal in 2004-5.  Guardianship Tribunal, Annual Report 2004-5, Guardianship Tribunal 2005. 
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