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Abstract

The National Disability Insurance Scheme was introduced to provide rights-
based entitlement support for Australians with disability, replacing the previous
welfare-based policy framework. However, there are indications this rights-
based support has not eventuated for mothers with intellectual disability, with
growing reports of their reduced access to the parenting support to which they
are entitled under the Convention on the Rights of Persons with Disability.
Despite the NDIS promise of an equitable disability care system that would
seamlessly complement State-funded services, reports from mothers with
intellectual disability and their advocates suggest that cost-shifting between the
Commonwealth and State Governments has reinforced service silos and
opened up service gaps for a group of women who need support from both the
disability and family support systems. Moreover, a concerning absence of
reliable, transparent data makes it difficult to monitor the wellbeing of families
headed by mothers with intellectual disability and also suggests these families
are no longer a priority for Australian Governments. In this commentary, we
advocate for: i) publicly available data on how the NDIS identifies and
addresses the support needs of mothers with intellectual disability; ii) the
integration of State and Commonwealth funding mechanisms to enable mothers
with intellectual disability to access a parenting supplement linked to their NDIS
funding and; iii) the rebuilding of national capacity in evidence-based parenting
education and support for mothers with intellectual disability across all
Australian service systems.
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The Convention on the Rights of Persons with Disability (CRPD), to which Australia is a
signatory, declares “States Parties shall render appropriate assistance to persons with
disabilities in the performance of their child-rearing responsibilities” (UN 2006 Article 23.2).
This includes people with intellectual disability, in practice, primarily women. This is because
heteronormative parenting discourses dictate that mothers are the primary caregivers of their
children and wear the blame for any parenting deficits; a universal burden women with
intellectual disability share with all mothers in Western cultures (Malacrida 2009).

Contrary to widespread ableist assumptions that women with intellectual disability make
incompetent mothers, many can and do parent successfully when they receive timely and
appropriately-delivered supports, combined with informal assistance from family, friends
and/or allies (Collings, Grace & Llewellyn 2017; Tarleton & Turney 2020). We already have
compelling evidence compiled over several decades on the most effective and appropriate
ways to deliver parenting support to mothers with intellectual disability (e.g. Wade, Llewellyn
& Matthews 2008). In short, we know that parenting support must: i) meaningfully involve
mothers in any decision-making, ensuring they feel respected and heard (Tarleton & Turney
2020); ii) provide timely, multifaceted and integrated supports (IASSID Parenting Special
Interest Research Group 2008); iii) be co-designed with families, solution-focused and
developmental (Spencer & Llewellyn 2007) and; iv) involve parenting training adapted to
individual learning needs and delivered where parenting occurs, i.e. the family home, using
positive reinforcement and behavioural-based approaches that break down complex activities
into small, concrete tasks (McConnell et al. 2008; Wade, Mildon & Matthews 2007).

Sadly, this extensive evidence-based knowledge has rarely informed Australian policy. That
is, other than a brief period of policy attention between 2004 and 2012, when the Australian
Government funded Healthy Start, a national program to build human services systems
capacity by training practitioners in the use of evidence-based practices to address the support
needs of parents with intellectual disability (McConnell et al. 2008). For the most part, however,
Australian mothers with intellectual disability have not received the support they need to raise
their children.

Pre-NDIS Supports or Lack Thereof

Prior to the NDIS, when disability services were funded by the States, many mothers with
intellectual disability were deemed ‘too high-functioning’ to be eligible for the disability-specific
parenting support they required. Though eligible for standard parenting programs via family
support services, their parenting needs were not adequately addressed by these programs. To
be eligible for more intensive parenting support through State-funded family support services—
such as Brighter Futures in NSW—mothers with intellectual disability would need to accede to
having their child/ren being reported as ‘at risk of significant harm’ to child protection services.

Coming to the attention of child protection is a mother with intellectual disability’s biggest fear
(Aunos et al. 2020). Because statutory child protection services focus on parenting deficits and
child safety risks, the supports provided are involuntary, often ‘too little, too late’ and the
antithesis of what we know works for mothers with intellectual disability and their children
(Tarleton & Turney 2020). Once known to child protection services, mothers with intellectual
disability are likely to find their parenting adjudicated in care proceedings because child welfare
practitioners are often pessimistic about the chances of keeping families headed by mothers
with intellectual disability together (Lewis, Stenfert-Kroese & O’Brien 2015; Proctor & Azar
2012). Australian child protection and court processes have been found to discriminate against
parents with intellectual disability (McConnell & Llewellyn 2000; 2002), putting mothers with
intellectual disability at high risk of having their children removed once known to the system
(Feldman & Aunos 2020; Llewellyn & Hindmarsh 2015).
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Support in the NDIS Era

The promise which the NDIS rights-based model of support held for mothers with intellectual
disability was of no longer having to be seen as ‘at risk’ in order to get support with parenting.
In contrast to previous welfare-based support systems they would, in theory at least, receive
parenting support as an entitlement. Disappointingly, there are indications this promise has not
been realised, with growing concerns about reduced access to appropriate and timely
parenting support for mothers with intellectual disability in the NDIS era.

The NDIS has marketized disability services in Australia based on the neoliberal construct of
people with disability as individual consumers (Edwards 2019). Subsequently, personalised
support packages fund disability-specific supports targeted only to the needs of ‘individuals.’
Accordingly, a mother with intellectual disability will have her needs assessed as someone
with a disability but any needs she has as a mother will be classified as outside the remit of
the ‘disability’ funding category. In concrete terms, if assessed as requiring support with living
skills, the NDIS might fund a support worker to: buy and prepare food for her but not for her
child/ren; wash up her dishes but not sterilise her baby’s bottles and/or; launder her clothes
but not those of her child/ren. Although the National Disability Strategy formally recognises that
women with disability require access to support services, including parenting support
(Commonwealth of Australia 2011), the perverse separation of the support needs of the woman
from the support needs of the mother, means that the NDIS does not fund parenting support.

Furthermore, with the coming of the NDIS, State child protection services have devolved
responsibility for anyone living with disability to the NDIS — thereby excluding parents with
disability from eligibility for early intervention programs (NSW Department of Communities &
Justice 2019). Thus, despite the NDIS assurance of an equitable disability care system that
seamlessly complements state-funded services, it seems that neither the Federally-funded
NDIS, nor State child welfare systems provide, or fund, parenting support for mothers with
intellectual disability. This is concerning given mothers with intellectual disability who do not
receive adequate and appropriate parenting support are at high risk of coming into contact with
statutory child protection authorities (Feldman & Aunos 2020; Llewellyn & Hindmarsh 2015).

Anecdotal reports from mothers with intellectual disability and their advocates suggest that
cost-shifting between the Commonwealth and States has reinforced service silos and exposed
service gaps for a group of women who need support from both the disability and family support
systems (Dyson, Frawley & Robinson 2017). This is a false-economy, given compelling
evidence that disjointed services and negative professional attitudes toward parenting with
intellectual disability propel the children of mothers with intellectual disability into statutory child
protection and out-of-home care (Collings et al. 2018; McConnell & Llewellyn 2000; Slayter &
Jensen 2019). All these issues are compounded by discriminatory attitudes and service access
barriers encountered by mothers with disability, which the National Disability Strategy
acknowledges as a failing (Commonwealth of Australia 2011).

The absence of reliable and transparent data about parental disability from both the Federal
Government—responsible for the NDIS and for collecting and making publicly available data
about its citizens—and State Governments, which administer and report on social services,
makes it incredibly difficult to monitor the wellbeing of families headed by a mother with
intellectual disability. It is also further evidence that these families are no longer a priority for
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Australian Governments.

Possible Ways Forward

The NDIS is currently the primary mechanism through which the Australian Government meets
its obligations to uphold the equal rights of Australians with disabilities. By not providing
appropriate supports for mothers with intellectual disability, the Government is not only failing
to uphold their rights to parenting assistance, it is setting them up for failure.

We suggest the way forward from here requires the following:

Integrative support - Currently we have two systems that are not working to best serve
mothers with intellectual disability to meet their childrearing responsibilities. There
needs to be integrative support between NDIS and child welfare which includes
seamless provision of appropriate training and support. A way forward would be for the
Commonwealth and State Governments to develop a cost-sharing mechanism which
enables mothers with intellectual disability who are NDIS participants to access a
parenting supplement linked to their NDIS funding. This would give them ‘choice and
control’ over the support they receive to assist with their child rearing responsibilities.
Moreover, it would be rights-based support not conditional on their child/ren being
registered as at risk of significant harm.

Rebuild systems capacity — Use the National Disability Insurance Agency’s (NDIA)
Information, Linkage and Capacity Building program to rebuild capacity across all of
Australia’s service systems to develop and deliver consistent, evidence-based and
highly-skilled service support to mothers with intellectual disability (similar to Healthy
Start). In addition, build the capacity of mothers to source accessible parenting
information (e.g. the Bumpy Road) and to lead peer-based parenting support
communities and programs.

Maintain datasets - Currently there is little, if any, publicly available data on how the
NDIS identifies and addresses the support needs of Australians with intellectual
disability with childrearing responsibilities. Despite recognition that “the impact of a child
or parent’s disability” (NDIS n.d.) gives rise to a need for disability-specific support,
there is no reporting mechanism to record the volume or nature of this support. This
needs to be urgently rectified.

Research, policy, practice — Linking State and Federal administrative datasets,
including the NDIS, would offer enormous potential for early identification of families
at most risk of ‘falling through the gaps.” Making such datasets readily available to
researchers would enable timely and evidence-based analyses of the NDIS to further
inform policy and practice. The New South Wales Government has invested in the
Human Services Data Set which links several administrative datasets such as housing,
justice, health, child protection and education. Notably, disability data is not included
and this absence urgently needs to be addressed to ensure that people with disability
are not left behind in any subsequent policy reforms.

Although the promise of rights-based parenting support for mothers with intellectual disability
has not eventuated, we believe the full potential of the NDIS is yet to be realised.
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