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10 November 2006
Mr Laurie Glanfield
Director General
Attorney-General’s Department
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SYDNEY NSW 2001

Dear Laurie
Comments on draft Model Bill: Children with Intellectual Disabilities (Regulation of Sterilisation) Bill 2006 

I am writing in response to your letter dated 29 September 2006 requesting MDAA’s comments on the draft Model Bill to regulate the sterilisation of children with intellectual disability.   As you know, MDAA’s aim is to promote, protect and secure the rights and interests of people from non-English speaking backgrounds (NESB) with disability and their families.  Our comments reflect this aim.  
I have attached MDAA’s comments on the draft Model Bill.  
Thanks for the opportunity to comment on these issues.

Regards 
Barbel Winter
Executive Director
MDAA’s Comments on draft Model Bill: Children with Intellectual Disabilities (Regulation of Sterilisation) Bill 2006 
Introduction
The Multicultural Disability Advocacy Association of NSW (MDAA) is a non-profit, community based peak body for people from non-English speaking backgrounds (NESB) with disability, their families and carers in NSW.  People from NESB with disability represent approximately 25% of all people with disability (who comprise approximately 20% of the total population)
.  Most people from NESB with disability have some connection with their families/carers and together they represent a substantial group within the Australian community.  

MDAA aims to promote, protect and secure the rights and interests of people from NESB with disability, their families and carers.  We do this through individual advocacy; advocacy development; systemic advocacy; research; industry development; and training in cultural and disability awareness.  MDAA is also a registered training organisation.
MDAA makes the following comments on the draft Model Bill and the issues raised in the accompanying Standing Committee of Attorneys-General (SCAG) Issues Paper on the sterilisation of children with intellectual disability.  Our comments are informed by our advocacy work with people from NESB with disability, some of whom have intellectual disability, their families and carers
. 
General comments on the principles underpinning the draft Model Bill
MDAA agrees that a nationally consistent approach to the sterilisation of children with intellectual disability is required, particularly to prevent forum shopping.  We do not support the draft Model Bill in its current form, however, because we believe it infringes the fundamental human rights of children with intellectual disability to bodily integrity and to marry and have children when they reach adulthood.  We believe the draft Model Bill would make it easier to perform sterilisation operations on children with intellectual disability than the current law in NSW allows
.  
MDAA supports the current NSW law and the NSW Government’s view, which was put to SCAG by Attorney-General the Hon Bob Debus:

‘…NSW has advocated that the Model Bill should be in similar terms to arrangements in place under guardianship and child protection legislation. In making its determinations, the NSW Guardianship Tribunal must be satisfied that sterilization is the most appropriate form of treatment for promoting and maintaining the patient's health and well being, and that sterilization is necessary to either save the patient's life or prevent serious damage to their health.

The position in NSW is that there is no case for non-therapeutic sterilization of children.  Sterilization of children should only be carried out for immediately necessary therapeutic purposes.  Legislation already exists in NSW to deal with these issues, and the Government does not propose to adopt any uniform legislation unless it is satisfied that the legislation would not diminish the protections already in place.'

We support the NSW Government’s position because it promotes and protects the rights of all children, including children with intellectual disability, against sterilisation.  By contrast, the draft Model Bill appears to be based on the principle that children with intellectual disability are ‘different’, and that their right to bodily integrity can be infringed in circumstances and ways that other children’s cannot.  The draft Model Bill therefore relates sterilisation to disability (not health) and promotes it as acceptable for children with intellectual disability but not for other children. 
Another principle underpinning the draft Model Bill is that children with intellectual disability require protection from ‘unregulated’ sterilisations.  In our view this principle applies to all children, not only children with intellectual disability. 
The draft Model Bill is also based on the ‘best interests of the child’ principle.  Unfortunately, in our experience, this principle can be interpreted so broadly that it does not provide adequate protection for the child’s rights and interests, particularly children with disability.  What actions a person, court or tribunal considers are in a child’s best interests will depend on the person’s values, knowledge and experience and the cultural norms and attitudes within which these develop.  Ideas about what is in children’s best interests change over time, with or without evidence to support such changes.  What seemed like a good idea at the time may later be seen as a fad, paternalistic, harsh, unconscionable and certainly not in a child’s best interests.  In the past, for example, medical practitioners and other experts recommended that parents put their children with intellectual disability in large institutions to live, isolated from the community, in the child’s best interests. 
Similarly, children with intellectual disability have been sterilised as a way of managing menstruation or sexual activity or the risk of pregnancy, reasons which are included in the draft Model Bill
 and which some judges continue to endorse in the child’s ‘best interests’.  Because this principle can be so broadly interpreted, we do not support the authorisation of sterilisation based on the child’s ‘best interests’.  The desire by parents to have their child sterilised is most likely to result from a lack of services and support for parents and children; lack of information about alternatives to manage menstruation or sexual behaviour; and lack of education and skills development for the child, rather than because it is in the child’s best interests long term.  This may be particularly true for parents from NESB, as they are less likely to have access to adequate, appropriate information about services and supports.  None of these reasons is in the best interests of the child.      
We believe the following principles should underpin a Model Bill and should be stated in it:

· all children have the rights set out in the UN Convention on the Rights of the Child and the UN Declaration of Human Rights, which include the right to personal security
; the right to marry and found a family upon reaching adulthood
; the right not to be discriminated against irrespective of disability
; the right of a child with mental or physical disability to enjoy a full and decent life, in conditions which ensure dignity, promote self-reliance and facilitate the child's active participation in the community
   

· no child’s human rights can be interfered with except in narrowly defined circumstances

· sterilisation of any child requires approval by an authorised tribunal
· sterilisation of any child can only be carried out if an authorised tribunal is satisfied that it is necessary to prevent serious damage to the child’s physical or psychological health  
· sterilisation includes hysterectomy, tubal occlusion and vasectomy
· sterilisation of any child is an option of last resort 
· eugenics is an irrelevant consideration for sterilisation

· guardianship tribunals (inquisitorial, multidisciplinary, multi-member) are the most appropriate forum to determine matters relating to sterilisation 

· courts should be subject to the same guidelines as tribunals in sterilisation matters
Comments on the provisions of the draft Model Bill
1. The Model Bill should apply to all children 

As indicated, MDAA believes that any legislation concerning sterilisation should apply to all children, even though the children who are sterilised now are usually children with intellectual disability.  The legislation should therefore be drafted to protect the rights of all children, particularly those with intellectual disability.   
2. Title

We believe sterilisation of children should be prohibited except in very limited circumstances, where it is necessary to prevent serious damage to the child’s health.  In our view the reference to ‘regulation’ in the title of the draft Model Bill could be misinterpreted as endorsing the authorisation of sterilisation in a broad range of circumstances, so long as a tribunal or court believes sterilisation is in the best interests of the child.  
In our view the draft Model Bill should be called ‘Children (Prohibition of Sterilisation) Bill 2006’.  
Changing the short title in this way would reflect the reference to prohibition in the long title of the draft Model Bill.  We would delete the references to intellectual disability in the long title and replace the word ‘certain’ with ‘limited therapeutic’.  In our view the long title should read:

‘An Act to –

· prohibit sterilisation procedures being carried out on children without the authorisation of the Family Court, Supreme Court or State Administrative Tribunal; and
· to confer jurisdiction on the State Administrative Tribunal to authorise sterilisation procedures to be carried out on children in limited therapeutic circumstances.’

3. Objects
Because sterilisation infringes a child’s human rights, even where a court or a tribunal authorises it, we believe the objects of the Act should reflect this.  As regards the note to clause 3 of the draft Model Bill we prefer the word ‘authorise’ to ‘consent’ because it recognises that permission can be granted by a body with power to do this against a person’s will after hearing evidence, whereas ‘consent’ implies a voluntary decision made by a person exercising their own free will, without coercion.  The High Court in Marion’s case
 noted that there is a difference between the concepts of authorisation and consent.  We believe the difference is important and that the Model Bill should be written in a way that acknowledges this.  

Clause 3 of the draft Model Bill should be redrafted, for example:

‘3.  The objects of this Act are –

(a) to prohibit sterilisation of children except in the limited circumstances authorised by the Family Court, Supreme Court or State Administrative Tribunal;

(b) to facilitate a nationally consistent approach to the prohibition of sterilisation of children, except where it is authorised by the Family Court, Supreme Court or State Administrative Tribunal; and 
(c) to ensure that any decision by the Family Court, Supreme Court or State Administrative Tribunal to authorise sterilisation of a child accords with the child’s human rights.’ 
4. Terms used in the Act - definitions
‘Intellectual disability’

The draft Model Bill does not define ‘intellectual disability’ and the SCAG Issues Paper accompanying the Bill states that the Working Group is considering what types of disability should be included in the definition, for example, psychiatric disability.  This suggests that the draft Model Bill was drafted without adequate knowledge or consideration of intellectual disability and its effects - issues which are central to the Bill.  In our view this indicates that adults with intellectual disability were not consulted adequately before the Bill was drafted and implies a disregard for the rights of children and adults with intellectual disability.  

It also indicates that SCAG and/or the Working Group believe that laws relating to sterilisation are only necessary for children with some kind of cognitive disability.  Three possible reasons for this are: (1) children with intellectual disability are the only children vulnerable to being sterilised without their consent; (2) sterilising children with intellectual disability is in their best interests in some circumstances; (3) children without an intellectual disability are capable of consenting to their own sterilisation and do not consent if there is no serious risk to their health.  
The first possible reason reflects current reality where some parents of healthy children with intellectual disability apply to the courts to authorise the sterilisation of their children, whereas parents of healthy children without intellectual disability do not.  In our view, the draft Model Bill’s exclusive focus on children with intellectual disability perpetuates the current discrimination against and negative attitudes towards people with disability, focusing on what people with intellectual disability can’t do rather than what they can.  If the law on sterilisation applied equally to all children, as we suggested earlier, this would bring the focus back to the circumstances where sterilisation of any child is acceptable, namely when it is the only way to prevent serious damage to the child’s health.       
The second possible reason is paternalistic and ignores the human rights of children and adults with intellectual disability as discussed earlier.  It also smacks of eugenics: ‘improving’ the human population by controlled breeding for desirable inherited characteristics.  This view is supported by clause 10(4) of the draft Model Bill which would allow a tribunal to authorise sterilisation of a child with intellectual disability (regardless of how broadly this may be defined) for eugenic reasons, so long as this is not the only reason and the tribunal believes sterilisation is in the child’s best interests.  We believe eugenics is an irrelevant consideration, mainly because it is based on the repugnant idea that people with disability do not deserve to live because they are ‘worth’ less than other people.  Eugenics is also irrelevant to the discussion of intellectual disability because this disability has many causes, many of which are not genetic. 

As regards the third reason, NSW law
 prohibits sterilisation of any child unless the Guardianship Tribunal is satisfied that it is necessary to save the child’s life or to prevent serious damage to the child’s psychological or physical health.  The only exception is where a medical practitioner believes that medical treatment resulting in sterilisation is necessary, as a matter of urgency, to save the child’s life or to prevent serious damage to the child’s health.  In both circumstances the child’s capacity to consent is irrelevant.  We prefer these provisions to those in the draft Model Bill and note that they apply to all children, including children with intellectual disability.  
If a re-drafted Model Bill followed the NSW provisions, a definition of intellectual disability would not be necessary.  In response to the Working Group’s request for comment on the definition, however, we say this.  Intellectual disability is widely accepted as meaning that a person has significantly below average intellectual functioning as measured by an intelligence test (IQ 70 – 75 points or below) and limited skills in two or more areas such as communication, self care, social skills, community participation, self direction, academic functioning, home living, health and safety, leisure and work.  Intellectual disability becomes apparent in childhood and can affect people in different ways, for example, a person takes longer to learn things, or has difficulty reading, or writing, or speaking, or communicating, or understanding abstract ideas, or takes longer to adapt to new circumstances.  It is estimated to affect between 2% and 3% of the population and people affected need varying levels of support to participate fully in community life
.     
Psychiatric disability is not an intellectual disability and we are concerned that the Working Group is considering whether to include it in the definition.  Again this indicates that SCAG and/or the Working Group consider that sterilising healthy children with any kind of cognitive disability is acceptable.  We do not support this approach.  Psychiatric disability is often temporary and episodic and most people with mental illness respond well to treatment.  People who experience mental illness are likely to be capable of consenting to medical treatment regardless of their capacity to make other kinds of decisions from time to time.  In our view SCAG and the Working Group should consult widely with people with disability before finalising the Model Bill.  
‘sterilisation procedure’

As indicated earlier we believe the definition should clearly spell out the sterilisation procedures for which the authority of a tribunal is required, namely, ‘hysterectomy’, ‘tubal occlusion’ and ‘vasectomy’.  All of these procedures usually result in permanent infertility.  We would not want to leave it open to argument that a vasectomy or tubal occlusion could possibly be reversed some time in the future and should be authorised for that reason. 
5. Offences 

We support the inclusion of the offence for unauthorised sterilisation procedures but we believe it is too narrowly defined in clause 5 of the draft Model Bill.  In our view it should also be an offence to arrange or counsel another person to carry out an unauthorised sterilisation procedure.  We suggest that an offence along these lines be included.  
In view of our earlier comments we also suggest that the words ‘intellectual disability’ in subclause 5(2) be deleted and that subclause 5(5) be deleted.  The offences would then apply in relation to the sterilisation of any child and would apply to any sterilisation not authorised by a court or tribunal.

As regards clause 5(4) MDAA believes that consenting voluntarily to sterilisation is a matter for adults, not children.  This reflects the current law in NSW
, where the Guardianship Tribunal is required to consent to sterilisation of a child
, except where a medical practitioner believes sterilisation is necessary, as a matter of urgency, to save the child’s life or to prevent serious damage to the child’s health.  As indicated earlier, we understand these provisions to mean that the child’s consent to sterilisation is irrelevant.  
We believe that the child’s views about sterilisation procedures which are proposed to save their life or prevent serious damage to their health are highly relevant and should be taken into account, but that any decision should still be made by a court or tribunal after hearing the child’s views.  We suggest that clause 5(4) be deleted and clause 5(3) be redrafted to reflect this, for example:
‘5(3).  A person does not commit an offence against subsection (2) if - 

(a) the sterilisation procedure is necessary to save the child’s life or to prevent serious damage to the child’s health; and
(b) a court or tribunal has authorised the procedure after taking into account the child’s views, where the child is capable of communicating their views.’ 

Conferral and exercise of jurisdiction - tribunal 
MDAA supports the NSW Guardianship Tribunal having jurisdiction to authorise sterilisation of children and would prefer such applications to be heard there than in the courts.  In our experience the less formal procedures of the Guardianship Tribunal are less intimidating and more conducive to resolving questions about human rights than the adversarial procedures in the courts.  The Tribunal’s members are drawn from a broad range of professions and disciplines and have more expertise and experience in disability related matters than the courts.  The Guardianship Tribunal is also much less expensive than the courts.  

In view of our earlier comments we suggest that the words ‘intellectual disability’ be deleted from clause 7 of the draft Model Bill.  
We support constitution of the tribunal by three members, preferably from different professional and community backgrounds.  In our view, because sterilisation is such a drastic interference with a child’s human rights, the members who decide sterilisation applications should have specific training about the social, disability related and medical issues relevant to sterilisation and sterilisation procedures.  We suggest that clause 8 of the draft Model Bill be redrafted, for example:
‘8.  For the purpose of exercising that jurisdiction, the Tribunal must be constituted by –
(a) a member with legal experience; and

(b) a member who is a medical practitioner registered under the…[relevant Act]; and  

(c)  a member who has extensive knowledge of, or experience with, children;

(d) where each of these three members who constitute the Tribunal have undertaken specialist training about the social, disability related and medical issues relevant to sterilisation and sterilisation procedures.’
Matters tribunal must be satisfied of
As indicated earlier MDAA believes that the power to authorise sterilisation of any child should rest with a tribunal and that although the child’s views are relevant and should be taken into account, the child’s consent is irrelevant.  Whether the child has an intellectual disability is also irrelevant in our view.  We would therefore replace clause 9 of the draft Model Bill with a test along the lines of section 175(3) of the NSW Children and Young Persons (Care and Protection) Act 1998, for example:

‘9. The Tribunal must not authorise a sterilisation procedure unless satisfied that  

(a) it is necessary to save the child’s life or to prevent serious damage to the child’s health; and

(b) it is the most appropriate way of treating the child.’  

Although this test can also be manipulated, for example, by medical practitioners who believe sterilisation is usually the most appropriate option for children with disability, in our view it is less open to manipulation than a ‘best interests’ test.   In most cases a tribunal of three people with relevant training and experience will be making the decision, especially if our earlier suggestions are adopted.  
In our view, to avoid arguments about potential serious damage to a child’s health, for example, that the sight of menstrual blood will cause irrevocable psychological damage to a child who has not started menstruating, evidence from more than one source (i.e. sources other than medical practitioners) should be required.  Requiring specified matters to be taken into account before making a decision should also assist the tribunal.    
Best interests of child
Because of the misgivings we set out earlier about the potentially broad interpretation of the ‘best interests’ of the child, we would redraft clause 10 of the draft Model Bill.  In addition to our earlier comments we believe the ‘best interests of the child’ test focuses too much on the short term and not enough on the longer term when the child develops into an adult.  
The immediate circumstances of a child with disability are often complex, with the child and parents each having their own, sometimes competing, needs for social, emotional and economic support.  Even where parents believe they are acting in the child’s best interests in applying for sterilisation, there may be a conflict of interests resulting from the demands on the parents and the child’s right to bodily integrity and long term human rights.  We agree with Dowse and Frohmader
 that “…To really determine the ‘best interest’ for women and girls with disabilities it is crucial to focus on the fact that a person will be subjected to an irreversible medical procedure with life long consequences without informed consent.”    
We believe that all of the matters in clause 10(4) (a) – (c) are irrelevant to a decision to sterilise any child and that this clause should be deleted, for the following reasons:  

(a) We gave reasons earlier about why eugenics is irrelevant.  

(b) We believe there are much better and far less drastic ways than sterilisation to lower the risk of a child falling pregnant as a result of sexual assault.  Children with intellectual disability are vulnerable to sexual assault because they are often socially isolated; they are not taught protective behaviours; support workers and carers are not adequately screened; and police do not act on complaints because children with intellectual disability are stereotyped as unreliable witnesses
.    
(c) Most girls with intellectual disability can learn to manage their menstrual periods with adequate support and education.  Bleeding usually only lasts for 5 days a month and is not as difficult to manage as the daily bodily functions common to both sexes, urinating and defecating
.  The draft Model Bill does not provide for surgical intervention for these potentially messy, disturbing daily functions even though procedures are readily available.  To allow sterilisation as a ‘convenient contraceptive or menstruation management measure’ (in conjunction with another reason) would directly discriminate against girls with intellectual disability, apart from the completely unnecessary infringement of their human rights.  Using sterilisation as contraception could also lead to sexually transmitted diseases being overlooked and left untreated until the child’s health has been seriously compromised
. 

In our view considering sterilisation in any of these circumstances reveals the negative attitudes many people have about disability, particularly about women and girls with disability.  We agree with Brady and Glover that ‘…Sterilisation for other non-therapeutic reasons is a response to disability, not clinical medical need.’
  
We agree that the tribunal must consider whether there are alternatives such as those set out in clause 10(1).  Parents who apply for sterilisation may do so because they are unaware of the practical alternatives, including support and education for themselves and their child.  We believe the tribunal should not hear the application before the person/s making it have had an opportunity to receive advice about the alternatives available and have explored or tried the most appropriate ones.   
We suggest that some of the matters listed in clause 10(2) be given more weight than others.  In our view the most important matters for the tribunal to consider are:

· whether the sterilisation procedure is necessary and appropriate to save the child’s life or to prevent serious damage to the child’s health

· whether there is any medical or non-medical alternative which is less intrusive or less permanent available or likely to become available in the foreseeable future 
· the child’s well being, including their right to bodily integrity and to grow to adulthood with an opportunity to marry and to have children    

· the child’s views about the application for sterilisation

Less important matters for the tribunal to take into account are:

· the views of the child’s parents and carers 
· whether all practicable alternatives have been considered and tried

We agree that the child’s wishes may be expressed in any of the ways set out in clause 10(3).  
We also suggest that a different heading be used for clause 10, for example:
’10. Matters the Tribunal must take into account in making its decision’
Representation of child
MDAA supports the requirement in clause 15(2)(a) that the tribunal must appoint a legal representative for the child who is experienced in children’s matters.  We believe the proceedings should be conducted as informally as possible as an inquiry rather than adversarial proceedings.  The costs of the child’s representative should be met by legal aid.  

Because there may be a conflict of interests between the child and the applicant we believe the tribunal should also be required to appoint a support person for the child who has knowledge and experience in supporting children’s rights.  We suggest that clause 15(2)(b) be amended to state this, for example:
‘The Tribunal – 
(b)  must appoint a person who has demonstrated knowledge and experience in supporting children’s rights.’

Intervention by Equal Opportunity Commissioner
MDAA supports the provision permitting intervention by the NSW Anti-Discrimination Commissioner.  We would also include the Human Rights and Equal Opportunity Commissioners as this is consistent with our view that the final Model Bill should be drafted in the context of protecting and promoting children’s human rights.  

Referral of matter for investigation and report
We agree that the tribunal should have power to seek a report on any matter relevant to an application it is considering.  We do not agree, however, that if the tribunal does not receive the report within the time specified it should go ahead and decide the application without it.  Presumably the tribunal will only be seeking a report on matters it needs more information about.  In these circumstances the tribunal should seek a report from another person or public service department rather than decide the matter without the additional information.  
Clause 18(4) of the draft Model Bill should therefore be amended, for example:

’18(4).  If the Tribunal does not receive the report by the date or within that period, the Tribunal must seek the information from another person or chief executive officer of another relevant department of the Public Service.’   

� For details of how these statistics are derived see MDAA’s website at � HYPERLINK "http://www.mdaa.org.au/publications/faqs/figures.html" ��http://www.mdaa.org.au/publications/faqs/figures.html�  


� We also gratefully acknowledge information provided by the Intellectual Disability Rights Service, the NSW Council for Intellectual Disability and Women With Disabilities Australia.   


� Section 175 of the Children and Young Persons (Care and Protection) Act 1998 requires the Guardianship Tribunal to be satisfied that sterilisation of a child is necessary to save the child’s life or to prevent serious damage to the child’s psychological or physical health.  


� See WWDA Update Report May/June 2005, Women With Disabilities Australia (WWDA) � HYPERLINK "http://www.wwda.org.au/bulljun05.htm" ��http://www.wwda.org.au/bulljun05.htm�   


� We acknowledge that these reasons (and eugenics) alone or combined are not sufficient to authorise sterilisation in the draft Model Bill but all or any of them in combination with another reason would be sufficient if the tribunal agrees that sterilisation is in the child’s best interests.  


� UN Declaration of Human Rights, Article 3.


� ibid. Article 16.


� UN Convention on the Rights of the Child, Article 2. 


� ibid. Article 23.


� See paragraphs 72 and 73, Secretary, Department of Health and Community Services v. J.W.B. and S.M.B. (Marion’s Case) (1992) 175 CLR 218 F.C. 92/010 (6 May 1992).   


� Section 175, Children and Young Persons (Care and Protection) Act 1998.


� For further information see � HYPERLINK "http://www.nswcid.org.au/publications/fs/qanda.html" ��http://www.nswcid.org.au/publications/fs/qanda.html� 


� Section 175, Children and Young Persons (Care and Protection) Act 1998.


� And can do so only if it is satisfied that sterilisation is necessary to save the child’s life or to prevent serious damage to the child’s physical or psychological health.


� Leanne Dowse and Carolyn Frohmader, Moving Forward: Sterilisation and Reproductive Health of Women and Girls with Intellectual Disabilities (2001), pp 14-15. 


� see Intellectual Disability Rights Service, Making a Statement: an Exploratory Study of the Barriers Facing Women and Girls with Intellectual Disabilities (2001), p 17.


� Susan Brady, Invasive & Irreversible: The Sterilisation of Intellectually Disabled Children, (1996) 21 Alternative Law Journal, pp 160 and 162.     


� Susan Brady, The Sterilisation of Children with Intellectual Disabilities (1998) 33 Australian Journal of Social Issues, p 33.         


� Susan Brady and Sonia Glover, Girls and Young Women in Australia: A Legal, Medical and Social Context (1997), p 35.
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