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Dear Professor Duggan, 
 
We are writing to provide feedback on the Genetic Counselling Working Group Findings Report, 
as requested by the Medicare Review Advisory Committee. The Human Genetics Society of 
Australasia invited Syndromes Without a Name (SWAN) Australia to write a letter of support last 
year in relation to an MBS item number for genetic counsellors. We continue to express support 
for the 2021 submission. 
 
SWAN Australia provides information, support and systemic advocacy for families caring for a 
child with an undiagnosed or rare genetic condition. We are the national peak not-for-profit 
organisation representing the estimated 2500 children born without a diagnosis every year, and 
the 1 in 12 children diagnosed with a rare genetic disorder. This equates to 350,000 children 
across Australia, at any one time.  
 
SWAN aims to increase community awareness and understanding of the impact and prevalence 
of undiagnosed and rare genetic conditions. We reduce the isolation and emotional strain of 
raising a child with a health condition and/or disability by helping parents connect with other 
SWAN families. We provide parent information sessions, peer support events and social 
networking opportunities where parents can meet and form lifelong bonds. SWAN advocates 
for improved disability supports, free and equitable genetic/genomic testing, and increased 
research funding to ensure more children can obtain a diagnosis.    
 
Genetic counsellors provide invaluable patient-centred care, information, education and 
emotional support to SWAN families, as they navigate medical uncertainties. Genetic 
counsellors ensure lab reports and patient letters match up and that patients receive consistent 
information. They are specially trained to deliver sensitive information in empathetic and 
patient-friendly language. 
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Several changes are needed to improve access to care. Genetic counsellors need a 
Medicare item number and should be able to bulk bill. An MBS item would improve access 
by minimising costs for families who can afford private healthcare. Cost should not be a 
barrier to informed decision making. We have addressed the consultation questions on the 
following pages. 
 
Thank you for welcoming our feedback. We are grateful to be involved in this process, as 
the provision of an MBS item number for genetic counsellors would significantly benefit 
SWAN families. 
 
Kind regards 
 
 
 
Heather Renton 
Chief Executive Officer 
Syndromes Without A Name (SWAN) Australia 

  



 

SWAN Australia’s response to the MBS Review Advisory Committee GCWG Findings Report 
 

1. What are the main strengths and weaknesses of the current public genetic 
counselling services for consumers? 

Strengths 
Well-resourced hospitals have access to genetic counsellors, such as The Royal Children's 
Hospital Melbourne, where genetic counsellors are centrally located in the Victorian Clinical 
Genetics Services building. In a public setting, there are no out-of-pocket expenses and 
patients can generally get the support they need if the genetic service is well resourced. 

Genetic counsellors embedded within a public health service can ensure patients can have 
access to timely information in an accessible format that they can understand. They are 
highly trained to communicate genetic and health information, often sensitive in nature. 
Unlike many clinicians, genetic counsellors are highly skilled at transcribing complex medical 
jargon to plain English, which can be easily understood by patients and their families. 

Weaknesses 
Not all genetic services are equal (even within the same state) and many hospitals have 
limited access to genetic counsellors. SWAN knows of at least one genetics service which 
reports having a waiting list of in excess of five years. It is unclear how many GPs, 
paediatricians and other clinicians that can order genetic tests have access to genetic 
counsellors to support their patients. With the explosion of genomics, the need for genetic 
counsellors is outstripping the supply. The barrier of not having more genetic counsellors 
embedded within the public health system is impacting the care patients and their families 
receive prior to and after receiving a genetic/genomic test. 

2. What do you consider to be the biggest problem patients/consumers face in 
relation to genetic counselling services? 
Public genetic counselling is not a fair and equitable service. Access (or lack thereof) to 
genetic counselling is a major challenge for our families. Not everyone gets offered a genetic 
counsellor, the waiting list is long and not every hospital can offer genetic counselling due to 
absorbing costs. Depending on where you live, you may have no awareness of the service 
and if you do, the waiting lists are very long. Some families access direct-to-consumer testing 
because they are desperate to get answers. Others engage in research projects. 

GPs and specialists usually refer patients to geneticists, but this does not always involve 
meeting with a genetic counsellor. We know that the communication and support our 
families receive from a geneticist is often different from what they receive from a genetic 
counsellor. Due to time restraints, geneticists may not have the capacity to explain genetic 
tests and the impact of a genetic condition, in a patient-friendly language. They may not 
provide emotional support, to the same degree as a genetic counsellor. 

As more paediatricians order genomic testing, our fear is that not all will have the 
confidence or the skills to support their patients and this could be detrimental not only to 
the patient’s physical health but also to their mental health. 
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3. What change(s) to the current model of care for genetic counselling would most 
benefit equity for all patients/consumers? 
There needs to be a Medicare item number for genetic counsellors to be able to utilise in 
both a public and private setting when having consultations with patients. This would 
improve accessibility for patients who cannot afford to access a genetic counsellor. We hear 
from families that they have more questions after they receive their child’s diagnosis or 
when symptoms develop. When families cannot obtain a geneticist’s appointment for a 
number of months they may be prepared to see a genetic counsellor if they were accessible, 
and finance was not a barrier. 

4. Would creating MBS items for genetic counselling be of benefit to 
patients/consumers and if so, how? 
Patients/consumers would benefit from an MBS item number for genetic counselling 
appointments both in a clinical setting and telehealth environment to make appointments 
more accessible to difficult-to-reach families living in rural and remote areas. Cost should not 
be a barrier for patients to get the support they need. 

Patients can get access to the support and information they need outside a genetic service 
as a GP or paediatrician could make a direct referral to a genetic counsellor. This means 
patients and their families can receive the supports they need in a more timely and targeted 
manner. Receiving support sooner can mean that more targeted treatments can be sought, 
informed decisions can be made about future testing and patients receive the information 
and knowledge they need to make other informed life decisions. 

5. What are the risks and unintended consequences of having an MBS item for 
genetic counselling services in the private sector?  
We believe the main risk of introducing an MBS item number could be an increase in 
demand that outstrips supply. There are currently not enough genetic counselling job 
opportunities to cater to the boom in genomic technology and the increasing number of 
graduating students.  

However, with the general public becoming much more aware of genomics through COVID, 
we anticipate the interest in genetic counselling as a professional will grow. There is also the 
possibility that genetic counsellors will become recognised allied health support under the 
NDIS just like counsellors and other allied health professionals have. 

Lastly, there is also a risk that the gap becomes too large for families/patients to afford. 
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6. If MBS item numbers were created for genetic counselling services, should referral 
to a genetic counsellor be from GPs or specialists, and why?    
When appropriate, patients should have quick access to genetic counsellors who can answer 
their questions, instead of waiting to see a geneticist. GPs and paediatricians can help 
implement this through stronger communication with genetic counsellors. In addition, 
counsellors, social workers and allied health professionals who are closely involved in client 
care should be able to make referrals to genetic counsellors.  

If there are red flags on a direct-to-consumer test, GPs should be able to refer to genetic 
counsellors, who are well trained to translate results into plain language. GPs often do not 
have the time, skills or resources to deliver this information to patients. 

7. If MBS item numbers were created for genetic counselling services, what item or 
referral restrictions should there be to ensure high value care? 
As explained above, the patient’s healthcare team, including GPs, specialists and allied 
health professionals, should be able to refer to genetic counsellors. Some restrictions need 
to be in place but not to the detriment of patients missing out on the support they need. Not 
everyone can afford to see a clinician privately and there are often long waiting lists. If a GP 
or allied health professional is more accessible to a patient and can make a referral, then 
getting earlier can only be a good thing. GPs and other clinicians are not always skilled to 
translate medical jargon into plain language nor do they all empathise or communicate with 
respectful language to patients. This is where the need for skilled genetic counsellors comes 
in. They are highly skilled and should be supported to do their job as best they can. 

There should not be restrictions on the types of conditions that patients can receive genetic 
counselling for, as this restricts access. An MBS item number should not cause some 
conditions to take precedence over others when it comes to access to genetic counselling. 
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