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Acknowledgments and Introduction
To begin, I wish to pay my respects to the traditional owners, the Jagera and Turrbal people, of the land on which we meet and acknowledge their Elders past, present and future. 

I also wish to thank the organisers of today’s symposium for the opportunity to address this increasingly urgent subject – one that, despite the momentum occurring in other areas of disability policy, has not received the commensurate attention it most certainly deserves. 
For though recent reforms such as the National Disability Strategy and the NDIS represent greater traction on the national agenda, little headway is being made in respect of the experiences of parents with a disability, particularly an intellectual disability. In fact, I’d argue we are regressing, with a growing number of children of parents with an intellectual disability being removed from their homes every year. 

We’re here today because we refuse to accept this as just an inevitable side effect of an otherwise essential focus on child welfare. Rather, we recognise that this regression signals a form of systemic discrimination against Australians with intellectual disability and, often by extension, against their children. 
Today, then, I wish to explore how, through the lens of human rights, we can turn this regression around – protecting the best interests of children in a way that reflects, rather than contests, those entitlements and obligations established by the international community. 
The Benchmark
Recognised in a range of human rights instruments, these entitlements and corresponding obligations by the state are brought together under one umbrella in the Convention on the Rights of People with Disabilities, or CRPD. Rather than create new rights, however, the CRPD presents rights as they are most relevant to people with disabilities, contextualising them as they are experienced in everyday life. Importantly, the CRPD also emphasises the obligation of the state to take a proactive approach to rights – to protect and support people to have fulfilling lives, rather than just refrain from discriminating against them.
 

When drawing on the CRPD, of course, it is useful to remember the relationships between many specific obligations. For example, Article 6 specifically concerns Women with Disabilities and requires state parties to recognise that women and girls with disabilities are subject to multiple forms of discrimination and that states must take measures to ensure their full and equal enjoyment of all human rights and fundamental freedoms. Clearly, this has application to our subject today.
More specifically, however, Article 23 of the CRPD applies and extends the traditional right of respect for the home and family to the circumstances of persons with disability. In doing so it requires State Parties to ensure that persons with disability are protected from discrimination in any matter concerning marriage, family, parenthood and relationships. This includes the right to retain fertility, and the right of consenting adults with disability to marry and to found a family. 
Equally, Article 23 recognises the rights of children – including the right to be raised by their parents within a family or cultural grouping - and requires that states act in the best interests of the child at all times. This includes ensuring that families have access to early intervention, comprehensive information and to services and support. In fact, paragraph 2 specifies that ‘State Parties shall render appropriate assistance to persons with disabilities in the performance of their childrearing responsibilities’ while paragraph 4 states that ‘in no case shall a child be separated from parents on the basis of a disability of either the child or one or both of the parents’. 
In other words, the CRPD clearly states that disability should not be the basis of any separation. Instead, it specifies that separation should only occur where competent authorities determine that it is in the ‘best interests of the child’ – a consideration which, I would argue, has clear implications for the removal of children in the absence of any evidence that they are at risk of abuse or neglect. 
The bottom line, then, is that the international community has recognised the right of people with intellectual disabilities to have families; the right of their children to remain with them unless they are at risk; and the commensurate and proactive obligation of the state to provide these families with adequate advice and support. 

The Reality

As this audience knows, however, the reality in Australia does not always reflect this recognition. There is no national legislation to enact the CRPD and, as the Civil Society Report to the United Nations Committee on the Rights of Persons with Disabilities (‘Civil Society Report’) has recently observed at a national level: 
· There are no actions identified in the National Disability Strategy to address the particular and acute discrimination that women with disability face; 

· The National Disability Services Standards do not contain a specific standard that addresses the right to home and family;  

· The National Framework for Protecting Australia’s Children 2009-2020 does not contain any recognition or actions to address the support required by children or parents with disability to protect their rights to family life; and 

· Perhaps most notoriously, Australia has also been recognised internationally as in breach of a raft of human rights because of its ongoing failure to prohibit non-therapeutic sterilisation of girls and women with disability. This is a crucial subject which no doubt is being addressed throughout this symposium. 
Additionally, in many state jurisdictions, health professionals are encouraged to report a potential risk of abuse or neglect to an unborn child if a ‘mental illness, learning difficulty or physical disability’ is present in the parent;
 while the Practice Guide for Child Safety Officers in Queensland identifies physical or intellectual disability in a parent as one of the ‘risk factors that need to be carefully assessed’ in determining parental capacity without qualifying this in any way.
 
This heavy handed approach means that between one third and one half of all children of parents with intellectual disability are removed from their families, often pre-emptively;
 while in NSW alone these parents represent just 1% of the general parenting population, but 10% of parents who are before the courts fighting for their children’s return.
 Just as tellingly, approximately one in six children in out of home care in NSW has a parent with a disability.
  
As a result, stories like those of a woman I will call Mary are all too familiar. Mary’s daughter Lucy was removed at only 2 weeks of age. There was no evidence to suggest that Mary was not able to care for Lucy with the proper support. 
No appropriate assessment was conducted of Mary’s skills, nor was she given the opportunity to demonstrate them, or be evaluated by trained staff.  Further, the relevant department confirmed that reunification was never their goal with Mary, as she was assumed to be incapable of change.
 Thus, Mary was ineligible for the assistance that other parents of at risk children - such as parents with substance abuse problems, for example - are happily provided; stymied by misconception, rather than disability itself. 

The heartbreak of Mary’s story is echoed in the words of another woman who provided a submission to the Civil Society Report:

‘My son was removed from my care when he was born by the department of child safety. They hadn’t assessed my abilities as a parent nor did they tell me they were going to take away my son before I gave birth. They didn’t trust me and said that they wanted to prevent me from harming my baby, even when I had done nothing wrong. No support has ever been provided to help me be a parent of my son. We got an independent assessment done and it showed that even though I have a mild intellectual impairment, my behavioural functioning is normal. Even now, I only see him every Friday and he stays overnight once a fortnight’.

Equally, there are many examples, some of which have been reported in the media,
 of parents with intellectual disability who have approached Family Services for assistance only to have their children promptly removed – their ability to recognise the need for help apparently no indication of their concern or capacity as parents. When faced with such a reward, it would be unsurprising if parents with intellectual disabilities became increasingly reluctant to seek support, the very nature of the state’s response putting families at further disadvantage.

Cases such as these demonstrate palpable discrimination. Yes, the welfare of children should be the paramount consideration. This should not, however, be an excuse for procedural laziness or for a readiness on the part of the state to let parents be the patsies for service and policy failure. 

The fact is that, in far too many cases, the wellbeing of children – of us all – is diminished when removals are based simply on the presence of disability. It is an approach that posits disability itself as the problem, rather than the way that society responds to it, the accompanying assumptions cementing a vicious cycle of inevitability. In this way, the belief that people with intellectual disabilities cannot learn or benefit from interventions means that services are not provided, therefore families increasingly spiralling into, rather than out of, dysfunction. 

To my mind, it is astonishing that these presumptions endure amongst medical and child protection professionals, given the evidence available. For example, significant weight is still given to assessments based on IQ tests, which research has shown are a poor predicator of parenting.
 Instead, studies suggest that parents’ capacity to care for their children depends much more on the supports with which they are provided, and with which they surround themselves, than on their actual impairment.
 Further, this research has shown that women with intellectual disabilities are frequently very capable of developing these kinds of support networks and often actively negotiate or create them prior to the birth of their child.
 
Additionally, research from the Victorian Parenting Centre has shown that people with intellectual disability can learn parenting skills very effectively through modelling, role play, and applying skills in the home environment (arguably the best way that any parent learns), rather than on the detached advice and generic information that has traditionally been provided. 
 
It takes a village

In other words, considerable evidence exists that it is political, social and institutional factors that are the most powerful disablers in the life of any family.
Why is it, then, that we have failed to act properly on this evidence or provide the kind of supports that it suggests will succeed? 
After all, most parents need help on occasion, whether they live with disability or not, and this does not mean they are incapable of caring for their children. In fact, few of us go into parenthood knowing all the answers. On the contrary, we develop the necessary skills on the job - employing patience, persistence and a copious helping of humility along the way. The experience can be simultaneously claustrophobic and lonely and, throughout it, we are more likely to struggle in isolation and insecurity; and to flourish with encouragement and support. 
As a society, we know this. We know that families thrive when they have stability, support networks, access to information and services, and good role models. We know it takes a village to raise a child but that, unless they are at risk, children benefit from remaining where they are most loved. 

What’s more, we understand and have publicly acknowledged the devastation inflicted on the first peoples of this country by the forced removal of their children – successive generations steeped in grief. We understand the insidious role that prejudice and assumption played in these shameful chapters of our history, just as prejudice played a role in the removal of children from single mothers throughout so much of the 20th century. We know all this, just as we know an increasing amount about the diversity of disability. Yet we cannot seem to marry this information – our anxieties and, let’s face it, what appears to be the increasingly unwillingness to grapple with complexity, blinding us to the harm we cause when children are removed from their family without sufficient reason. 

I am not suggesting that these issues are without challenge. What I do suggest, however, is that, by using the lens of human rights we can create societal and institutional factors which enable, rather than disable families. After all, we’re not reinventing the wheel here – it’s been spelled out before. By implementing the entitlements and obligations contained in the CRPD – by translating them into everyday reality – we can lay a path which all those concerned can walk together. 
The Rights approach

What, then, would such a path look like? First, it would be shaped by the creation, rather than the denial of opportunity, giving parents like Mary a genuine chance to develop and demonstrate the necessary skills. As such, it would be premised on the view that people with intellectual disabilities are capable of learning, especially if the right approach, such as the use of role models, is taken. 
More broadly, it would mean the review of some aspects of child protection policy, and the active application of others, such as the interventions and respite that are supposed to be offered to families before removing children who are not immediately at risk. It would mean working constructively towards reunification, rather than long term guardianship by the state. It would mean directing increasingly finite government resources more strategically and effectively - towards keeping families together, rather than tearing them apart. 
To this end, the Civil Society Report to which I referred to earlier has made a raft of clear recommendations that governments at all levels could adopt. One of these, importantly, is uniform legislation that explicitly prohibits non-therapeutic sterilisation except in circumstances of a serious threat to health or life. 

Another is that Australia conducts an urgent national inquiry into the legal, policy and social support environment that gives rise to the removal and/or threat of removal of babies and children from parents with disability. Accordingly, it also recommends that Australia collect appropriate data and evidence in order to guide policy and funding; that it establishes comprehensive parenting and family support measures; that it raises awareness and, importantly, promotes positive images of parents with disability in the community. 
Conclusion

For, without a doubt, this is also what has been missing from the equation. Framed by the structural impediments around them, parents with intellectual disabilities are positioned as, at best, passive victims of their own impairment. Allowed little chance to develop skills, told they are inadequate, then informed that it is precisely their lack of experience and confidence that is preventing their children’s return, these parents resolve to stay the course nevertheless.

Fuelled by love for their children, these courageous Australians face the intimidation of the court system, sometimes representing themselves in the process – not only an ironic illustration of their capacity to learn, but of their determination to play the active role that was robbed of them by misconception. 
It is time, then, for these stories to be told – for the wider community and policy makers alike to be reminded that all families and individuals have human rights; that the framework is in place for those rights to be fully recognised. 
This cannot be one for the too hard basket. As challenging and emotive as the issue of child protection is, and as hard as the media and wider community find it to grapple with concepts of intellectual disability, there are opportunities – at all levels of government and service provision – to do better; there is a path laid out if we’re just prepared to tread it. 

For we have a responsibility – as a society and as a member of the international community – to safeguard every child’s welfare and to act in their best interests. We can do this, and with human rights as our guide, it is time to shape a child protection system that enables, rather than disables families; that does not close the door on a parent’s love but, rather, keeps it open.
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