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6 October 2022 

 

RE:  Public Consultation on Provision of Genetic Counselling MBS item number submission 

 

Dear Professor Duggan,  
 

In July 2022, SWAN Australia responded to several questions concerning the Genetic Counselling 
Working Group (GCWG) Findings Report, as part of the MBS Review Advisory Committee (MRAC) 
process. We asked our SWAN members for further feedback on their experiences with genetic 
counselling and whether creating an MBS Item number would benefit them.  

Feedback about the quality of service provided by genetic counsellors was resoundingly positive 
for those families who had seen one. Families spoke of engaging and supportive information-
giving, strong continuity of care and patient advocacy. These strengths contributed to patient 
centred and empowering interactions between our families and genetic counsellors.  

Families who had not seen a genetic counsellor were either on waiting lists, could not access the 
service in their state or had undergone genetic testing with other health professionals. In all 
reported cases, these other health professionals unfortunately either lacked the counselling skills 
required to emotionally support families or failed to provide adequate explanations and follow-
up. 

The inequity of outcomes experienced by families who have not received genetic counselling 
highlights the need for better and faster access to the services. Introducing an MBS Item Number 
would be paramount to improving access for families by further expanding the opportunity to 
establish more private practices. This expansion would enable the genetic workforce to cope with 
increasing demands by providing more access to services.  

In our public response, we list the questions put forward to our community and summarise their 
responses. We also address points raised in the GCWG Findings Report.  

 

Kind regards 

 

 

Jannine Scott  
Chair of Syndromes Without A Name (SWAN) Australia 
Community Advisory Group, representing the SWAN Community 
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1. If you have accessed a genetic counsellor, how did they benefit you, your family or your 
care? 

SWAN families mentioned several strengths of genetic counsellors and reported benefiting from 
their care. These strengths speak to a high quality of care that is not specific to the public 
system, indicating consistency across both sectors. We have elaborated on some key themes. 

a) Engaging and supportive information-giving  

Genetic counsellors specialise both in genetics and communication. They can convert complex 
genetic information into 'patient-friendly’ language to empower patients. Our families have 
reported feeling engaged and empowered. 

“My entire family has had the pleasant opportunity to be nurtured with full explanations, put in 
the most understandable way.” SWAN Member. 

“We met them three times in total for both my children; they also were able to answer my 
children's questions and make them part of their own journey.” – SWAN Member.  

In addition to translating genetic information, genetic counsellors have been transparent with 
SWAN families about the process and what to expect. Our families felt that genetic counsellors 
stand out from general practitioners’ ability to explain and source relevant information.  

“They organised genetic testing to confirm the diagnosis and explained what would happen and 
how long it would take. All this helped put our minds at ease and set us off on the right track at 
the start of our journey.” – SWAN Member.  

We have had three appointments, and the genetic counsellor was great for where to find details 
and help on syndromes and also for getting our extended family assistance in diagnosis as most 
GPs and specialists don't have enough knowledge of what to ask, test or where to refer for us on 
to.” – SWAN Member. 

The GCWG Findings Report suggests we can cope with increasing demand by training general 
practitioners and specialists in genetics. Whilst mainstreaming genetics and genomics will be an 
important part of meeting the demands of genomic testing, this does not replace the need for 
highly trained counsellors who will not only help upskill other health professionals but will take 
on more complex cases upon referral.  

SWAN families face great uncertainty about genetic results and implications due to the 
complexity of their child’s rare genetic condition. One family received three separate lab 
reports, which all recommended seeing a genetic counsellor due to complex results, yet 
unfortunately, this service was not available to them at the time. Members frequently report 
not having access to genetic counselling despite lab reports’ recommendations. 

“Our first report stated: Genetic counselling is recommended to discuss the significance of this 
finding’ and another lab report stated: Diagnosis in this patient will be reliant on clinical criteria. 
Genetic Counselling is recommended, and the third report stated: Genetic counselling is strongly 
recommended for this family.” 

b) Continuity of care 

Several families mentioned continuity of care in the form of long-term care, thorough follow up 
and/or a genetic counsellor’s involvement with the extended family. For our families, genetic 
counselling usually extends beyond the initial appointment - they suggest support groups, 
update the family on research opportunities and equip families with the tools to communicate 
their genetic information with others.  

“I have had a long positive experience through my 9-year-old child's genetic journey and whilst 
taking part in a genetic study…future guidance has been offered to my other child who found out 
they were also a carrier.” – SWAN Member. 
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“Our extended family is seeing a genetic counsellor who works at two public hospitals. We have 
experienced great continuity of care, which started with my SWAN child…the genetic counsellor 
tailors the session to each person, e.g. exploring future planning options with my adult children.” 
– SWAN Member. 

“Our counsellor also organised the CVS for our next pregnancy…I had to consent to sharing 
information about our child’s condition with my family when they had their counselling. I think 
they all appreciated the opportunity to speak to them.” – SWAN Member. 

Genetic counsellors carefully obtain consent from families, treating their information with 
respect and confidentiality. The increasing availability of genetic testing, including direct-to-
consumer testing, puts patient privacy and data at risk. Combined with long waiting lists, there 
is potential for families to become confused about genetic information. Genetic counselling in 
both private and public sectors will be essential so that patients/healthcare users are provided 
with timely and accurate information to make informed decisions. 

c) Advocating for patients within medical teams 

Genetic counsellors work collaboratively within multidisciplinary teams, advocating for the 
patient’s best interests.  

“Our genetic counsellor advocated for the gene panel test that enabled us to receive a result, 
justifying the test with a broader medical team.” – SWAN Member 

The GCWG Findings Report questions the ability of privately practicing genetic counsellors to 
work within multidisciplinary teams. However, our families have indicated that genetic 
counsellors have ongoing communication with professionals external to their clinic, including 
general practitioners, specialists and overseas teams. 

“My SWAN child’s genetic condition is extremely rare… they were open about collaborating with 
me to find more information, including getting in touch with the professor who discovered our 
genetic change.” – SWAN Member. 

“The genetic counsellor helped our family when both our girls were diagnosed and put us in 
touch with a great children's gastro.” – SWAN Member.  

“My paediatrician will message them if we are unsure of info related to my child’s gene 
mutation.” – SWAN Member. 

2.  If you have not seen a genetic counsellor, what have been your barriers? Do you wish you 
had accessed a genetic counsellor sooner?  

The main barrier for families to access a genetic counsellor is long waiting times in the public 
sector, which is worsened by interstate inequities. These families wish they had earlier access, 
as they still lack knowledge about their child’s condition or have received inadequate care 
elsewhere.  

a) Long waiting lists 

During the waiting period for an appointment, SWAN families face uncertainty, confusion and a 
lack of informed treatment options regarding their child’s genetic condition. Without a 
diagnosis, they are also less capable of “ticking the boxes” required to access essential disability 
services, such as NDIS funding. Whilst the GCWG Findings Report raises concerns about out-of-
pocket costs for families seeing a private genetic counsellor; we imagine the out-of-pocket 
expenses associated with years of waiting for a diagnosis to be worse than a gap payment fee. 

  



 

SWAN Australia’s Community Advisory Groups response to the MBS Review Advisory Committee GCWG Findings Report – October 2022 

 

The GCWG Findings Report questions the data around waiting times, but anecdotally, SWAN 
families in metropolitan areas with well-resourced hospitals are waiting up to five years for their 
appointments. This includes families who cannot afford to wait as their child has a progressive 
condition. Some families have been referred but have not received an appointment, as intake 
officers at public genetics clinics are inundated with appointment requests. Families reportedly 
receive strong follow-up from genetic counsellors once they have a foot in the door. This means 
that waiting families experience inequity that compounds over the years. One family reports 
using connections at SWAN to navigate the system, a luxury families without a support group 
would not have. 

“We would love to be able to access one…currently using Google scholar and sci-hub for our own 
researching.” – SWAN Member 

“I can't say that we have ever been given the opportunity to speak to one in our state health 
system (both private and public). But thanks to SWAN, we were able to speak to a really helpful 
genetic counsellor outside of this system.” – SWAN Member 

b) Inadequate care outside of genetic counselling 

Families without access to a genetic counsellor have reported receiving inadequate care from 
other health professionals. This included receiving news via email, lacking follow-up and/or 
receiving highly paternalistic and directive advice about personal decisions. These families could 
have benefited from genetic counsellors trained in delivering news, following up and 
encouraging informed yet autonomous decision-making. 

“We received my child’s diagnosis via email from their private geneticist and then couldn't get 
an appointment with them for a further sixish months.” – SWAN Member. 

“We saw a genetic doctor about my child’s genetic abnormality and to talk about the risk of my 
current pregnancy…they tried to talk me into having an amniocentesis which I declined as I 
didn't want one, so they rang my partner and told them to try and convince me to have one. 
They then proceeded to try to convince us to abort our child. It wasn't a very good experience at 
all. My child was born healthy and is just a carrier.” – SWAN Member. 

“My child also showed up with a rare duplication…but as our paediatrician put in the test, no 
follow up by genetics was available to us then, and I was not offered genetic counselling on my 
own results…So I have had no idea how to prevent, treat or monitor any complications that may 
be present or arise from these duplications, nor have I been given any information on them. The 
MBS item being added would certainly be beneficial when thinking of my family!’ – SWAN 
Member. 

Other families who have been “fobbed off” by several health professionals are looking to private 
genetics clinics to receive greater clarity without the extended wait time. There are only a small 
number of privately practicing genetic counsellors in each state. 

One SWAN parent who is a General Practitioner summed up the need for private genetic 
counsellors well. 

“As a medical professional I think it is fair to say that for most of us, unless you have had 
experience working in genetics or know about it somehow it is so different from any other area 
of medicine it feels daunting and scary and is so hard to then support patients and their families 
dealing with something you know so little about yourself.  

The genomics space is changing so rapidly there is no way we can move forward without 
providing people with the support both pre and post diagnosis!” – SWAN Member 
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3. Would the creation of an MBS item for genetic counselling benefit patients, and if so, 
how? 

An MBS Item number would enable greater expansion of genetic counselling into private 
practice, reducing waiting lists and making genetic counsellors more accessible to families. 
Despite the pricing concerns raised in the GCWG Findings Report, we believe an MBS Item 
number would improve equity. We imagine that SWAN families who are desperately searching 
for answers for their children would be willing to pay a gap fee to access private genetic 
counselling rather than wait months or years. Those who can afford the gap fee would reduce 
the strain on public practices, enabling other families to access the public system more quickly. 
Due to the expansion of genomic testing, we perceive the growth of private genetics services as 
inevitable. Having an MBS Item number would make this service more affordable for families. 

The predicted increase in the availability of genetic counsellors made possible by an MBS Item 
number could also improve the level of follow-up that patients receive. Follow-up is crucial for 
our families, particularly as SWAN children may have fluctuating or undiagnosed conditions that 
require further investigation. SWAN parents are experts in their child’s condition. If they could 
share ongoing updates and observations with a genetic counsellor, this may help them work 
towards a diagnosis. Due to a lack of access, SWAN parents and carers often post questions on 
our private social platforms, which would be best answered by a genetics health professional. 

The GCWG Findings Report suggested increased funding to public hospitals as an alternative 
solution to the increase in demand. SWAN welcomes this suggestion as a way to improve 
genetic counselling services, but not as a feasible solution. If funding differs between states, this 
may worsen interstate inequities. The GCWG Findings Report also argued that expansion into 
private practice would minimise the number of available public genetic counsellors or reduce 
the quality of care. These risks are unlikely, given that experienced genetic counsellors may 
operate in both sectors. There is also an increasing number of highly-skilled genetic counselling 
graduates from Master’s of Genetic Counselling programs who receive ongoing supervision 
from accredited genetic counsellors during the course and upon entry into the workforce. 
Creating more job opportunities and reducing waiting lists could relieve the burden on current 
professionals, prevent burnout and absenteeism, and enhance the quality of care for patients 
and their families. 

SWAN hears from their members sometimes that they are unsure whether they saw a geneticist 
or genetic counsellor for their child. We believe that if our members see a genetic counsellor in 
private practice, the distinction will be more straightforward for them. Genetic counselling is a 
separate profession of its own, and genetic counsellors can work as individuals and not always 
be attached to a genetic service alongside a geneticist. 

4. Genetic counsellors are primarily based in public hospitals at present. With an MBS item 
number, there would likely be more in local clinics or via telehealth. Would you see this 
increase in access as beneficial to the public? If so, why? 

SWAN families are very receptive to the idea of telehealth. Our families have an exhaustive 
schedule of medical and therapy appointments, which can be logistically challenging to attend. 
Families may have difficulty travelling or accessing transport due to the child’s and/or parent’s 
physical disability. Parents often have to organise other siblings, rearrange work commitments 
or request help from support workers and family members.  

SWAN families also expressed an interest in being able to see a private genetic counsellor in 
their local medical hub, which is in a familiar environment to them and is more accessible than 
going to a public hospital. 

In addition to interstate inequities, families in regional areas also struggle to access care. One 
SWAN family living in a regional state area has an adult child who has only seen a genetic service 
twice in their life. This family feels completely in the dark about her genetic condition. This is 
just one example of a family who would undoubtedly benefit from accessing a private genetic 
counsellor via telehealth. Similarly, local clinics would lessen the travel burden for families. 


