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SPINAL MUSCULAR ATROPHY 
Grievance 

MR P.J. RUNDLE (Roe) [9.48 am]: My grievance is to the Minister for Health. I thank him for taking on my 
concerns today. I would like to acknowledge Rachel and Michael Dark, and also Chas and Stephanie in the gallery 
today; thank you very much for coming to Parliament House. I will be presenting the minister with a petition of 
9 515 signatures, which Rachel and Michael brought with them today, and also some comprehensive information 
on “Rosie’s Rule”. 
Spinal muscular atrophy is a genetic condition that, if left untreated, will almost certainly lead to an early death 
for children under two. If there has been no in utero diagnosis, the delay in recognising a problem can be a number 
of weeks or months, depending on the type of SMA. SMA is a neuromuscular disorder, similar in its effect to 
motor neurone disease in adults, which results in the loss of motor neurons—the nerves in the brain stem and spinal 
cord that control muscle activity such as breathing, swallowing, speaking and movement. Any time delay in diagnosis 
will mean the difference between the baby living with severe disabilities, succumbing to an early death or leading 
a full and normal life. At the moment it is a lottery as to whether an affected spinal muscular atrophy child is born. 
It is the luck of the draw—a one in four chance from both parents carrying the SMN1 gene that the baby they have 
will be affected. Until a baby is affected, there is no way of knowing unless the mother has an amniocentesis test, 
which most mothers would not consider unless there were mitigating circumstances which required them to have 
this somewhat dangerous test. Parents think the Harmony test will find any hidden issues, but SMA does not appear 
in this test. Before the drug Spinraza, SMA was the number one genetic killer in babies under two. SMA affects 
approximately one in 10 000 births and is usually diagnosed before six months of age. In the most common form, 
the baby will die before their first birthday from a condition the parents probably did not know existed.  
Rachel and Michael Dark, from my home town of Katanning, are these parents. They and their family are in the gallery 
watching this debate. I welcome them here, knowing that for them this is incredibly difficult, but if we can do anything 
for the family, their daughter and for future parents, we will have achieved something to acknowledge their little girl. 
Completely unaware of the existence of SMA, Rachel and Michael welcomed Tom, who is healthy and now 
four years old. Rosie was born several months ago and has died from complications from SMA. They had her for 
five and a half short months. During that time, they watched as Rosie struggled to breathe, lost movement of all 
her limbs and struggled with the fundamental basics of feeding and swallowing. Ultimately, her muscles became 
so weak, they could no longer support her breathing needs and she succumbed to SMA. If Rosie had been tested for 
SMA in the first few days of her life, she would have received a life-saving drug, which would have given her 
a much better life. From her diagnosis at seven weeks, Rosie was later placed in palliative care as her condition 
had deteriorated severely. I am sure everyone in this place would wish it had been possible for Rosie to have been 
diagnosed earlier. For any parent to have to make the heartbreaking decision to put their baby into palliative care 
is unimaginable. 

There are currently two pilot programs of SMA testing in the newborn bloodspot screening program. These are in 
the ACT and NSW. Individual states and territories currently oversee the NBS program—or better known as the 
heel prick test. There is currently no national consistency for newborn screening. Because the study is so broad, 
the proposal of this grievance is to add the SMA test to the NBS now rather than wait for the full study results and 
recommendations. Biogen Australia said in a recent letter to me — 

“In 2017, the Australian Health Ministers Advisory Council … endorsed the Newborn Bloodspot Screening 
National Policy Framework, to provide policy guidance and a transparent process for national decision 
making regarding the conditions screened as part of NBS. The framework also includes a process to add 
new conditions to the program, reviewed by the Standing Committee on Screening and is based on evidence 
and cost effectiveness. Recently, the Federal Government approved the inclusion of SMA on the national 
panel which now allows the states and territories to fund it in their own programs.” July 2021 

The cost to the state including the SMA test in the NBS is approximately $10 per child. The drugs to prevent the 
progression of SMA are currently available in the pharmaceutical benefits scheme. 

In conclusion, I am incredibly thankful that Rachel and Michael have approached me to help in any way I can to 
publicise this matter. At the moment, parents are probably unaware that SMA exists. I certainly had no idea until 
Rachel and Michael had Rosie. It has caused immense pain for not only their families, but also our community. 

As the opposition, we challenge the McGowan government almost on a daily basis to spend its royalties windfall 
wisely. I honestly cannot think of a more worthwhile commitment of around $300 000 per annum for 30 000 families. 
Some have compared the $10 heel prick test with the cost of a lifetime of medical needs for the affected child should 
they have other types of SMA that are not diagnosed until later in life. Although this comparison is perhaps valid, 
it does not make sense to me that something so utterly avoidable should be compared with an alternative that is 
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unthinkable. The simple fact is that this may have been avoided for Rachel and Michael and the other families who 
have had to face this grief. I urge the Minister for Health to work on this proposal with his other state counterparts 
and the federal government, and give future parents the test so they do not have to suffer the pain that this family 
has had to endure. 

I thank the minister for his consideration. 

MR R.H. COOK (Kwinana — Minister for Health) [9.55 am]: I would like to thank member for Roe for 
bringing this grievance to the chamber today. Can I also thank member for Roe for introducing me to Michael and 
Rachel—it was lovely to meet you. Thank you for your small gift of this small bouquet, which I am sure is in the 
memory of Rosie. I want to pass on our thoughts to you and your family. 

For over fifty years the Western Australian newborn bloodspot screening program has been a very successful public 
health program, screening all babies in Western Australia for a range of serious genetic conditions, such as cystic 
fibrosis. Parents will be very familiar with the Guthrie test—or the heel prick test—which is taken from a blood 
sample from the baby’s heel on blotting paper and sent off for testing. It is a very important test—one that often 
destroys the ambience of a birthing suite as the child expresses its displeasure of having its heel pricked. 

The Western Australian government is committed to providing safe and effective screening programs for the 
Western Australian population. Over recent years, WA has led the country in developing the NBS national policy 
framework and overseeing a robust process of assessing nominated conditions for inclusion into Australian NBS 
programs. Many members may not be aware that Western Australia is one of the leading jurisdictions when it 
comes to rare diseases. 

Spinal muscular atrophy, or SMA, which impacted Rosie, is a devastating genetic condition, as the member said. 
In its most severe form, it can lead to death within the first year of life. Previously, there was no curative treatment 
for the condition. However, recently approved and experimental therapies can be administered early. They can 
provide dramatic improvements to the quality of life of babies with SMA. This makes SMA a highly suitable 
candidate for adding to the NBS. It is important to remember that the NBS is a screening tool, not a diagnostic tool. 
It is vital for detecting potential harms and benefits through the assessment of the screening process. This provides 
us with an opportunity to recognise some signs of a particular condition and then enables us to go on to deeper testing, 
ensuring we can work out the full diagnosis and therefore what will warrant further investigation and testing. 
Currently, the NBS program in WA already assists in finding around 35 babies annually with rare conditions. 
Therefore, members can understand that this is a very important part of the process. 
As the member for Roe mentioned, there is a pilot for SMA screening in NSW and the ACT, which is producing 
important information for Australian jurisdictions. The Western Australian Department of Health is actively 
reviewing that data. Over the coming months, the Western Australian Department of Health will thoroughly assess 
the potential benefits, harms and resourcing requirements of adding SMA to the Western Australian NBS program. 
Following a thorough investigation and procurement of the required equipment, training of staff, development of 
the testing protocols and necessary clinical pathways, I am very pleased to announce that the Western Australian 
Department of Health will commence an implementation pilot program for screening of SMA in the WA NBS program. 
No doubt this comes down, in part, to the great advocacy of Rachel and Michael on behalf of Rosie, and we would 
like to congratulate you on this outcome. This will allow the Department of Health, under the guidance of the 
WA Chief Medical Officer, to collect the required evidence to inform the appropriateness of routinely including 
the test in the ongoing NBS program. 
I would like to conclude by thanking the member for Roe for bringing this issue to the chamber today. I would 
like to thank Michael and Rachel for your support and advocacy. Member for Roe, we will keep our bouquet to 
remind ourselves that we need to stay on top of this issue over the coming months to make sure that we can monitor 
the pilot program and move forward with this important addition to the NBS test. 
[Applause.] 
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