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Ms Sue Doyle
Senior Policy Officer

Accommodation & Respite Branch

Department of Ageing, Disability & Home Care
Level 8, 83 Clarence Street

SYDNEY  NSW  2000

sue.doyle@dadhc.nsw.gov.au
Dear Ms Doyle
Comments on the Department of Ageing, Disability & Home Care (DADHC) Draft Decision Making and Consent Policy 
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 comments on DADHC’s draft policy on the feedback from provided.  Thank you for the opportunity to comment on these issues.

Yours sincerely
Maureen Kingshott

Assistant Director
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ACCOMMODATION AND RESPITE BRANCH

STAKEHOLDER FEEDBACK FORM
Thank you for agreeing to provide feedback on the review of departmental policies and procedures currently being undertaken by the Client Support Policy Unit of the Accommodation and Respite Branch.

A draft copy of a Policy is attached. Could you please provide any feedback or comments in the format below and return to Sue Doyle, Senior Policy Officer, Level 8, 83 Clarence Street, Sydney, 2000 or by to e-mail mailto:sue.doyle@dadhc.nsw.gov.au by 31 August 2006.
Thank you for your assistance with this important Departmental project. 

Name of Policy:  Decision Making and Consent Policy
Feedback provided by: (name and organisation) MDAA 
The Multicultural Disability Advocacy Association of NSW (MDAA) makes the following comments on the draft policy.  Our comments are informed by our individual advocacy work with people from a non-English speaking background (NESB) with disability, their families and carers. 

Are the directions in the policy clear? 

Not entirely.

The section Target groups on page 1, for example, identifies ‘adult clients of DADHC operated and funded services with impaired capacity to make decisions’ as being ‘in the target group’.  This assumes that there are two groups of people: those whose decision making capacity is impaired and those whose capacity is not.  As the second and third sentences in that section indicate, however, a person’s decision making capacity may differ depending on the circumstances and the kind of decision required.  

In our view the policy should apply to all clients of DADHC operated and funded services.  The policy should provide guidance on how to assess whether a client is capable of making a particular decision or not and what should happen if the service provider determines that the client is not capable of making the particular decision required (see more detailed comments later).  

Similarly, the Position statement is written in a way that assumes clients will be incapable of making their own decisions, and therefore will be ‘supported to participate’ and ‘encouraged to express their views’.  The clear implication is that someone else will make the decisions and where possible will take the client’s views into account.  MDAA would prefer the policy focus to be on the client making their own decisions wherever this is possible and culturally appropriate (see more detailed comments about this later), for example, the client being ‘supported to make decisions that affect them’ and ‘encouraged to say or communicate what they want to happen’.   

The paragraph on page 4 beginning ‘A small number of key decisions…’ is confusing and appears to contradict Principle 1.  It implies that the consent of the client or next most appropriate person is only required for a small number of key decisions affecting the client’s life and therefore that other people can make most decisions affecting the client, regardless of the client’s views.  In our view the client or next appropriate person (if the client is incapable of giving consent) should be involved in all key decisions affecting the client’s life, unless there is an emergency and the client is incapable of making a decision or giving consent to treatment and no other responsible person can be contacted. 

Similarly, the first paragraph under the heading Decision Making and Consent Issues Covered by this Policy on page 6 implies that service providers will make most of the day to day decisions for all clients, such as what to eat or what to wear, without needing the client’s consent, regardless of a client’s capacity to make their own decisions.  This should be re-written to ensure that the message is clear: where a client has the capacity to make day to day decisions, those decisions should be made by the client.     

What would improve the clarity of the document?

The clarity of the draft policy would be significantly improved by changing the focus to emphasise that it is the client’s right to make all decisions which have an effect on them, wherever possible, as suggested above.  For example:

· in Principle 3 we suggest it begin ‘With the client’s consent, DADHC operated and funded services…’.  

· in Principle 4, we suggest that the first sentence include ‘….best possible decision for clients who are not capable of making their own decision about a particular matter affecting their life.’

· the last sentence on page 5 under the heading Capacity and Consent should be re-phrased to indicate that it is the client’s right to make all decisions about any matter affecting their life, not merely to consent to decisions made by someone else.  

It may also improve clarity to include the main principles underpinning the United Kingdom’s Mental Capacity Act 2005, namely:

· a presumption of capacity;

· the right of individuals to be supported to make their own decisions;

· the right of individuals to make what might be seen as eccentric or unwise decisions;

· the best interests of the individual; and

· the least restrictive alternative.

The last sentence in Principle 8 should be deleted as it merely repeats Principle 6.

The terminology is confusing, for example, some terms appear to be used interchangeably, e.g. ‘next appropriate person’ (under the heading Position statement and in Principle 11); ‘substitute decision maker’ (under the heading Purpose and in Principles 9 and 12); and ‘person responsible’ (in Principle 6).  

Is it possible to use one term consistently throughout the document wherever possible, e.g. ‘next appropriate person’, with a footnote explaining that the client’s ‘next appropriate person’ may have different names for different purposes and that these terms and the circumstances in which they are relevant are defined and set out in Part 6 Resources?   

Under the heading Capacity and Consent it is not clear what is meant by ‘the capacity to exercise privacy rights’.   Does it mean that the client may have the capacity to make decisions about who can have access to their personal or health information?  Or does it mean more than that or something different? 
The first paragraph in the section on Capacity to Consent is confusing because it discusses two different ideas: a person’s capacity to make their own decisions and a person’s capacity to consent to decisions other people have made.  It may be easier to understand this section if each idea is discussed in a separate paragraph.

Under the heading Substitute Consent on page 6 it is not clear why substitute consent relates only to ‘privacy related decisions’.  If the client cannot make a decision or give consent in other circumstances would this not require a guardian or next appropriate person to make the decision or give the consent?

The draft policy refers to ‘cultural factors’ (on page 6) but does not give any examples.  Our comments later under the question ‘Are there any gaps…’ are relevant to this issue.  Examples should be included throughout the policy to assist service providers.  These include using interpreters and providing translated written information for the client or their family; providing time and space in a client’s routine to practise their religion; taking into account the different ways decisions are made in different cultures.  
Part 2: Procedures, 2.1 point 6 should be re-phrased to clarify that the key worker or case manager should attempt to contact the client’s family before making a decision in conjunction with the service management.

Part 2: Procedures, 2.1 point 7 is confusing.  It is not clear whether the client is resisting or objecting to a proposed major service they have already decided in favour of, or whether they are resisting the proposed service which has been decided by someone else.  It is also not clear why the service manager’s decision would prevail over the client’s or their next appropriate person’s.  

 Similarly we believe the decision of the client’s guardian or next appropriate person in the circumstances outlined in points 8 and 9 should not be final.

Part 2: Procedures, 2.1 point 11 refers to Self-Advocacy but this (Self Advocacy, with capital letters) is only one of a number of organisations which provide advocacy support to clients; ‘self-advocacy’ on the other hand is one form of advocacy and different advocacy types should be accessible to clients.  We suggest that this sentence be amended to read ‘….to access external services, including organisations which provide advocacy support.’  A list of advocacy organisations available to assist clients could also be included in Part 6 Resources.  Below we have also made some reference about the importance of a systemic way of enhancing the decision making skills of clients.

In Part 2: Procedures, 2.2 point 4 it is not clear what kinds of circumstances are envisaged where it is not practical to obtain the agreement of the client’s next most appropriate person.  In our view the procedures should make clear that every effort should be made to obtain such agreement and that the circumstances would have to be exceptional for such agreement not to be obtained.  If the client does not have any next appropriate person the service may need to consider whether the client needs a legally appointed guardian and if so, whether to contact the Guardianship Tribunal.    
Similarly in point 1 under the heading Use and disclosure of information to a person or organisation delivering a service to the individual on page 11, if the client does not have capacity to provide or withhold agreement and there is no next most appropriate person, it may be necessary for the service provider to contact the Guardianship Tribunal to discuss whether the client needs a legally appointed guardian, rather than disclose the client’s information to another agency in the circumstances set out in points 2 and 3.

Part 3: Decisions that require formal consent, 3.1 point 1 is patronising to people with intellectual disability and should be re-written, e.g ‘Clients should be supported to make decisions about their own health care and medical treatment.  People with intellectual disability may be capable of consenting to medical treatment and, like everyone else, may prefer some forms of treatment, doctors or medications to others.  The key worker should support the client to achieve their preferred treatment and be seen by the doctor the client prefers so far as possible.’ 

Similarly, the last sentence in point 2 could be clarified, e.g. ‘The key worker, however, may assist the client to provide information that can help the doctor or dentist in making their assessment.’

Part 3: 3.1 point 5 last sentence should read ‘This does not include an internal gynaecological examination.’ 

Part 3: 3.1 point 6 would be clearer if the second sentence came first.  This would emphasis the key worker’s role.

In point 7 the words ‘as soon as possible’ should be inserted after ‘urgent treatment’.  

Point 9 should be re-written to read “Where a client is not capable of consenting to a particular medical or dental treatment, the medical or dental practitioner should fill in a Substitute Consent Form at the time the treatment is provided.  Practitioners should ensure that the form is signed by the ‘person responsible’ or the legally appointed guardian before the treatment is carried out.  In emergencies where assessment and treatment are required urgently and it is not possible to obtain consent, practitioners should ensure that the form is signed by the ‘person responsible’ or the legally appointed guardian as soon as possible after the treatment is provided.”

For consistency, point 14 should refer to ‘the client’ instead of ‘the patient’.

Similarly point 15 should refer to ‘the client’ instead of ‘person’.  

We suggest re-phrasing the last sentence in point 16 to read: ‘If the client continues to object, and the client’s doctor advises that the medication is required in the client’s  best interest, the key worker will discuss the matter with the client’s next appropriate person (if there is one) or with the Manager to identify strategies for administering the medication consistent with the client’s welfare and the client’s rights.   

Part 3.2:  Behaviour Intervention point 2 would be clearer if the first sentence read: ‘The consent of a parent or guardian with authority does not release the Restricted Practices Authorisation Panel from the ethical responsibility to ensure that the use of restricted practices is justified and implemented safely for clients of DADHC operated services.’  

Point 3 would be clearer if the phrase ‘on a PRN basis’ were changed to ‘as and when needed’.  

Point 4 would be clearer if the second and subsequent sentences read: ‘In DADHC operated and funded services consent is required from the client or their family or a legally appointed guardian if the client has one.  If physical contact will be involved in implementing the strategy, if the client does not have a legally appointed guardian the Manager will seek advice from the Guardianship Tribunal Enquiry service about lodging an application for guardianship (refer to Behaviour Intervention Policy…..).’

Point 6 would be clearer if it read: ‘Where a client has challenging behaviour which requires physical restraint or exclusionary time out for the client, the Manager will…’

Point 6 refers to DADHC operated services but is silent about what DADHC funded services should do in such circumstances.  We believe they also be required to apply to the Guardianship Tribunal for appointment of a guardian.

Part 5: Other specific decisions that may be encountered: sections 5.1 and 5.2 are patronising to people with disability.  

We suggest 5.1 point 2 read: ‘Consent to a sexual relationship is the client’s decision to engage in a sexual the relationship.  To give valid consent, the client must be old enough (at least 18 to marry or 16 to begin a de facto relationship) and must understand what may be involved in the relationship, e.g. petting, kissing, touching, sexual intercourse, and must understand the sexual nature of the touching compared with non-sexual touching associated with washing or receiving medical treatment.  The client does not need to understand associated issues such as pregnancy, sexually transmitted diseases or contraception for their consent to be considered valid.  Service providers should, however, provide opportunities for clients to obtain information about sexuality, sexual activity, possible consequences and contraception in a language and format that the client understands.’  

Point 4 could include a reference to DADHC funded services as well as DADHC operated services.

5.2 point 1 would be clearer if it referred to marriage generally not just the marriage ceremony, e.g. ‘A client has a right to consent to marry if they understand the nature and effect of marriage and is 18 years of age or older, provided that…’

This section of the policy would read more logically if the order of the paragraphs were 1, 4, 2, 3 because points 1 and 4 refer to marriage; points 2 and 3 refer to de facto relationships.    

We suggest 5.2 point 3 should read: ‘Consent to a de facto relationship is the client’s voluntary decision to enter a marriage-like relationship with another person. To give valid consent the client must understand what may be involved in the relationship, for example, living with another person, engaging in sexual activity, being financially dependent on each other, and so on.’      

5.2 point 4 is unclear.  The second sentence would be clearer if it read: ‘If the client wants to marry but their legal guardian refuses consent, the client should be referred to a person who can act on their behalf to prove their capacity to the Guardianship Tribunal.’   

Are the responsibilities for action obvious?

Yes

Are there any gaps or aspects that require greater emphasis?

Principles: Principle 2 is about supporting clients to develop their decision making skills.  There is no indication in the draft policy about what kinds of skills training DADHC operated and funded services are expected to provide for clients.  For example, will there be plain English versions and  translations in community languages of the policy and practices available to clients to support and develop decision making and consent giving skills?
Capacity and Consent

This section of the draft policy is confusing: it provides that the key worker or manager is responsible for assessing a client’s capacity to ‘consent to decisions’.  As indicated earlier this implies that decisions affecting the client are made by someone else and that the client’s ‘role’ is to endorse or reject those decisions, rather than make the decision themselves.  It is important that the tone and words used in the document reflect a philosophy of empowering people with disability to make their own decisions wherever possible.  

We acknowledge that it is not always easy to determine whether a person is capable of making a particular decision affecting their life, including a decision to consent to medical treatment.  In March 2006 the Attorney-General’s Department (A-G’s) published a discussion paper, Are the rights of people whose capacity is in question being adequately promoted and protected?  The discussion paper sets out various important issues relating to the assessment of a person’s decision making capacity.  

In our view the assessment of capacity requires greater emphasis in DADHC’s draft policy.  The questions set out in Attachment 1 only relate to assessing whether a client is capable of making decisions about the collection and storage of health or personal information and about who can get access to it.  There are many other circumstances in which DADHC operated and funded services would have to assess a client’s decision making capacity.   

In our response to the A-G’s discussion paper we made the following comments which are relevant to DADHC’s draft policy and procedures.

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. 

Any assessment of capacity should be carried out in culturally competent ways and the assessment methods used should be cross-culturally valid.  There are two related issues here.  

First, it is very important that people who are making assessments of 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 procedures or 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 child protection authorities 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.   

· 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 25% of all young people with disability 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 and their families.  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.  

Part 2: Procedures should be relevant to clients from diverse cultural backgrounds.  For example, we suggest that 2.1 point 2. should read ‘Staff will provide clients with the information they need to make decisions in a form and language they understand.’  This may require staff to use interpreters or provide information in translated written or audio formats if the client, their family or next appropriate person does not speak, read or understand English.

Part 2: Procedures 

In our view the policy should include guidance about when an advocate needs to be involved.  For example, we believe people with disability should, at a minimum, 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.   

Is the sequence of the policy process easy to follow?

Yes

Any other comments?
This comment relates to the disclosure of information to the police and paragraph 7 under the heading Criminal investigation or required by law on page 14 of the draft policy.  We believe that a service provider should only be permitted to disclose information about a client to the Police if required by law or if the client (who is capable of making an informed decision to disclose information) or their legally appointed guardian expressly consents.  Any person has the right not to provide information to the police for the purpose of a criminal investigation.  Anyone charged with an offence has a right to remain silent.  A client who is not capable of making their own decision should be able to remain silent and should not be disadvantaged by their incapacity.  As stated in paragraph 7 the Police can apply for a warrant or subpoena to obtain information they require.

For the same reason, we suggest that the last sentence in point 8 on page 14 be amended to read ‘Legal advice should be sought before making a report to the Police.’   
Paragraph 10 on page 14 should include information about the Criminal Justice Support Network, auspiced by the Intellectual Disability Rights Service, which supports people with intellectual disability who are detained by the police.   
In Part 6: Resources, Explanation of Terms in the definition of ‘Substitute decision maker’ on page 33 we suggest the second last sentence be changed to read ‘In practice, there are many people whose capacity to make particular decisions is in doubt who do not have a legally appointed guardian or third party to manage their personal or financial affairs.’  This would clarify what ‘decision making disability’ means.   

� 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 see 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.
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