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THERAPY FOCUS 
Grievance 

MRS J. HUGHES (Kingsley) [9.13 am]:  My grievance is to the Minister for Disability Services.  I raise an 
issue that was brought to my attention by one of my constituents, Michelle Turtle.  Michelle has a six-year-old 
daughter, Madison, who requires the services of Therapy Focus because she was born with Moebius syndrome.  
Michelle’s experience with Therapy Focus has been very frustrating and one that she feels has been riddled with 
a lack of communication and support.  When Michelle shared her experience with me, she identified a number of 
concerns that I hope will be addressed.   

Michelle’s concerns are issues that many parents have when they are caring for a child with a disability, but it is 
more difficult for parents of children with rare conditions because limited support is available to them.  
Currently, Madison’s family are faced with physical, emotional and financial hurdles.  The bureaucratic hurdles 
they need to confront for the care of their child exacerbate their already stressful situation.  Moebius syndrome is 
a rare birth defect that is caused by the absence or underdevelopment of the sixth and seventh cranial nerve 
which controls eye movements and facial expressions.  Symptoms include feeding, swallowing and choking 
problems, excessive drooling, cross-eyes, lack of facial expression, inability to smile, eye sensitivity, motor 
delays, high or cleft palate, hearing problems and speech difficulties.  There is no cure for Moebius syndrome, 
but a range of treatments and therapies that will support the child’s development are available.  Physical and 
speech therapy often improves motor skills and coordination and leads to better control of speaking and eating 
abilities.  Although the prognosis does not show any cure, speech and physical therapy can make a marked 
difference to the child’s development and her quality of life.  Herein lies the major concern or dilemma for 
Madison’s family and other families in similar situations.  Should a child who is born under such unfortunate 
circumstances - diagnosed with this or any other disability - also be deprived of much-needed support and 
therapy?  I acknowledge that Therapy Focus has honourable intentions, but it is necessary to ensure that the 
quality and quantity of therapy services are not compromised.  In addition, families facing hardship should not 
be deprived of these services, as has been the case for Madison’s family.   

I will provide a summary of some of the issues that Michelle has raised with me.  Firstly, there has been a lack of 
support in having her queries addressed.  Michelle states that her daughter’s rare condition has made her family 
feel isolated, and that having some form of support centre would make a difference to their experience.  
Secondly, there are disparities in the level of services provided to families, based on the disability, which make 
her feel as though her child’s disability is not important.  Thirdly, there is a shortfall in the provision of basic and 
essential therapy provided by Therapy Focus, and this has been attributed to gross underfunding.  Madison has 
missed out on much-needed therapy that is supposed to aid her development.  Fourthly, Madison had to forgo an 
entire term of essential occupational therapy because of administrative work.  Madison has missed eight months 
of OT because an application had to be lodged for bathroom modifications for her to bathe safely.  Fifthly, the 
family is expected to pay for the shortfall in the cost of therapy, on top of the other medical expenses they need 
to cover.  This has been especially stressful for them because, as they need to care for Madison, they are on a 
single wage.  Sixthly, Michelle is concerned about the lack of accommodation for Madison in the future, and this 
is an issue for families of people suffering from disabilities.  It is an ongoing issue for many people and there is 
no adequate accommodation facility for them apart from nursing homes, which is grossly inappropriate.  
Seventhly, Therapy Focus’s role in providing consultative support for the teacher is not helpful to the parents.  
The parents feel as though they are left out of the loop, and Michelle has to rely on communication from the 
teacher instead of Therapy Focus.   
I acknowledge that I have addressed a number of issues, and I appreciate that the minister may not be able to 
address each concern immediately.  However, this list is a mere drop in the ocean compared with what parents of 
children with special needs face on a daily basis.  In the current economic climate, many families are feeling the 
financial squeeze with high interest rates, increased petrol prices and other expenses.  For the families of children 
with special needs, the combination of the emotional and financial burdens is especially distressing.  Michelle 
states in her letter to me that it is exhausting - physically, mentally, emotionally and financially - looking after a 
child with special needs. 

The DEPUTY SPEAKER:  I interrupt the member for Kingsley.  Members, Hansard and I should not have to 
compete with your conversations, and nor should the person who has the call.  If members want to continue their 
conversations, please take them outside.   

Mrs J. HUGHES:  Michelle’s letter went on to say that with little support and recognition, it is extremely 
frustrating, especially when there are blatant and insulting differences, depending on the kind of disability one’s 
child struggles with.  It would be very much appreciated if the minister could address Michelle’s concerns and 
the concerns of the hundreds of other families who find themselves in similar circumstances.   
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MR A.D. McRAE (Riverton - Minister for Disability Services) [9.19 am]:  I acknowledge the work that the 
member for Kingsley does in advocating on behalf of families with children with disabilities in her electorate.  
She has done an extraordinarily good job.  I have been minister for only three months, and the member for 
Kingsley has been the single most consistent contact and lobbyist out of all the members of Parliament across the 
state.  I acknowledge the member for Kingsley for the work she does advocating for people whose lives are 
already extraordinarily difficult beyond what most people would understand on a day-to-day basis.  I 
congratulate the member for Kingsley on her work.  I also want to record the fact that in caring for six-year-old 
Madison, Michelle Turtle and her family are right to fight for assistance because the truth is that although 
disability services in Western Australia are the best in Australia, they are still inadequate.  There is still an 
extraordinary degree of unmet need.  Every year through the combined application process that deals with 
alternative accommodation support, in-home family support and employment alternatives for those who will not 
enter the mainstream work force, literally hundreds and hundreds of individuals and families do not qualify for 
assistance simply because of demand and the priority in which funding is allocated.  Madison emerges as one of 
those children whose life will be extraordinarily difficult.  Madison’s mum is one of those mums who will not 
stop fighting for her child.  Parliamentarians should have regard for what it is like for parents to wake up every 
morning and go to bed every night knowing that their child needs that sort of care and focus and that he or she 
needs somebody to fight for him or her every day of their life.  Saying that will not do anything to improve 
therapy delivery; however, it might do something to improve our level of compassion.  It is an extraordinary 
burden to take on.   
Moebius syndrome is a debilitating condition.  Madison’s family is struggling to get adequate adjustments in 
their home, adequate therapy and the range of therapies that Madison needs.  Further, they are struggling to be a 
partner in the program between Therapy Focus, which is the non-government organisation sector provider, the 
Disability Services Commission and the local area coordinator who acts as counsellor, mediator and advocate, 
and the other therapy agents who need to be brought in.  It is a complex planning process.  I cannot respond by 
saying that we can wave a magic wand to fix the problem.  However, we are doing things right now that are 
designed to increase not only the level of funding available for all people with disabilities in Western Australia, 
but also the effectiveness with which that funding is delivered to the community by Western Australian 
government and non-government services.  I know that this is small satisfaction to Madison’s family.  However, 
it is important that they understand the context in which they are battling for resources.   
The Commonwealth State/Territory Disability Agreement - known as the CSTDA in the sector - is in the end of 
its third life.  We are in CSTDA mark 3.  The agreements are five-year agreements.  CSTDA mark 3 will 
conclude next year.  At the beginning of CSTDA marks 1 and 2, all other states agreed to give additional 
benefits and resources to Tasmania and South Australia because of the desperate unmet need in those states.  As 
a result of the original formula remaining the same, Western Australia is now $13 million a year short in funding 
for disability services.  That means that funding for Madison and every other person in Western Australia with a 
disability is short to the tune of $13 million each year because the federal government refuses to adjust that 
formula and provide equity for all Australians with a disability.  If that inequity were adjusted so that all people 
in Australia with a disability received an equal contribution from the commonwealth, Madison’s life would be 
different.  There is no question about that.  Madison would have access to increased therapy and home support.  
Thirteen million dollars a year - on behalf of one non-government organisation in the sector - equates to 400 
permanent beds.  That is what we are talking about.  That is the scale of inequity that exists in Western Australia 
compared with the rest of the country.  Madison and her family will be best served by my work to have that 
inequity fixed.   
Another thing that we are doing - again, it does not directly relate to the therapy that Madison is receiving, but it 
will change the way it is delivered - is a sector health check.  All organisations, including Therapy Focus, are 
involved in that.  Our single intent is to drive more money to Madison and all the other Madisons in Western 
Australia to ensure that they receive adequate funding.  I undertake to talk to the Disability Services Commission 
and the local area coordinator to see how we can better involve Madison and her mum in the planning of her 
therapy to ensure that as part architects of the plan they feel included and know what the plan is.  In that way, 
Madison’s mum will realise that she is important and that her contribution to Madison and Western Australia is 
essential.   
 


