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Submission to the Standing Committee on Health, Aged Care and Sport 
Inquiry into Long COVID and Repeated COVID Infections 

From the Long COVID Australia Collaboration (www.longcovid.org.au) 

18 November 2022 

Contact  
Professor Andrew Baillie 
Sydney School of Health Sciences  

  

 

The Long-COVID Australia Collaboration (LCAC) is a group of researchers, 
health professionals, and people with lived experience who are working to 
understand and treat Post-Acute COVID-19 Syndrome (PACS), more 
commonly known as Long-COVID. We aim to understand the ongoing health 
impacts of Long-COVID, identify symptom progression and recovery, and to 
develop evidence-based digital treatments for Long-COVID that can be 
tailored to individual needs. More information about the collaboration can 
be found on our website www.longcovid.org.au 

To assist the standing committee in their inquiry we make the following 
points: 

1. Following the WHO case definition for Post COVID-19 Conditions it is 
most likely that long-COVID is a cluster of conditions or syndromes 
rather than a single entity (World Health Organization, 2021).   

2. There is very little data in Australia about the number of people with 
long-COVID, the impact it has for them, and the number who are able to 
access treatment (Cunningham & Booker, 2022).  There is a pressing 
need for systematic national or jurisdictional data collections to inform 
policy and treatment responses. 

Australian studies indicate that long-COVID is likely to be issue in our 
community (Darley et al., 2020, 2021; Hitch, 2021; Liu et al., 2021; 
Phetsouphanh et al., 2022).  These studies are important in tracking the 
progress of people treated for COVID-19 in Sydney (Darley et al., 2020, 
2021), Melbourne (Hitch, 2021), and in the early waves of the pandemic 
in NSW (Liu et al., 2021).   

We can also rely on the sizable number of Australians who have banded 
together on social media to describe complex ongoing symptoms; 
significant impacts on their functioning, ability to care for themselves 
and their families, and return to work; and inadequate responses from 
the health system (eg 
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https://www.facebook.com/groups/301101014574843). Other than 
applying international prevalence data to our infection rates (Baillie et 
al., 2022), the stories of these brave people are a key indicator of the 
significant impact of Long-COVID on our community. There is a 
desperate need for better quality data now!  

Just as the impact of acute COVID-19 infection was not felt equally 
across the Australian community, the impact of Long-COVID is likely to 
fall disproportionately on the socioeconomically disadvantaged and 
marginalised members of our community (Leeuw et al., 2022).  Any 
response to Long-COVID needs to address systemic disadvantage and 
involve all community members in co-design lest solutions miss their 
mark. 

The lack of information is surprising given international experience with 
long-COVID, experiences from previous pandemics (Spinney, 2022), 
significant investment in pandemic preparedness, and the extraordinary 
effort that has gone into monitoring acute COVID-19 infections.  

We recommend the federal government a) fund or conduct national 
follow-up studies of people who registered positive COVID-19 test 
results, b) fund or conduct epidemiological studies in the community 
like those conducted by the UK Office of National Statistics (as testing 
and reporting is now less common), and c) include coding for Long-
COVID in data collections of GP visits and Emergency presentations. 

3. Because of the likely size of the problem (based on international data, 
local studies, and reports on social media) we need better treatment 
responses now. While we need better data (see #1 above) we can’t afford 
to wait before responding.  A three-level response of self-management, 
primary care and escalation, to either specific specialists or Long-COVID 
clinics, is recommended internationally (Greenhalgh et al., 2020) and 
needs to be supported with federal funding and implemented in 
coordination with state funded health services. 

There is considerable confusion, misunderstanding, and anxiety in the 
community at large about Long-COVID.  The www.healthdirect.gov.au  
website has limited information on treatment, but this is insufficient to 
address common concerns (such as theories about microclots, persistent 
virus, immune activation, etc).  We recommend improving and extending 
public health messaging to provide a single 'go-to' source of evidence-
based, up-to-date information in plain language.  Such an extension 
would support self-management. 

Because of the financial impact of Long-COVID and the barriers that 
creates  for accessing care, we recommend the committee pay careful 
consideration to a) providing or extending Medicare rebates for Long-
COVID care in primary care including that provided by allied health 
professionals, b) funding the sub-acute rehabilitation and mental health 
services that are well placed to provide secondary care and yet are 
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already stretched, and c) supporting specialist tertiary Long-COVID 
clinics in state public health facilities that are provided at no charge to 
the consumer. This will improve access to care for socioeconomically 
disadvantaged and marginalised groups, working together with primary 
health care services in the community. 

4. Health professionals need training, guidance, and support to respond to 
Long-COVID. There is brief guidance from the Royal Australian College 
of General Practitioners (RACGP, undated) and the National Clinical 
Evidence Taskforce (2022), but as most of the care will be provided in 
primary care, there is a need for greater training and support to deliver 
the recommended care at scale.   

The care provided can take advantage of a) evidence about care for 
previous post-infective syndromes, b) international experience with 
Long-COVID, and c) careful attention to the experience and expertise of 
people with Long-COVID. 

It is particularly important that people with Long-COVID are heard and 
understood when they contact health professionals, even if there is no 
direct treatment that the heath professional can provide.  Too often we 
hear people on social media support groups saying they were told there 
was nothing wrong with them despite ongoing symptoms and significant 
impact on their functioning.   

There is stigma related to Long-COVID that compounds its impacts and 
creates further barriers to receiving care.  Stigma may be partly reduced 
by easy access to high quality information (see #2 above) and patient-
centred care that validates a person’s experiences of Long-COVID. 

5. While we need immediate responses, there are clear knowledge gaps that 
need research-based answers.  While the acute phase of the pandemic 
will pass, it is likely that there will continue to be Long-COVID in our 
community for at least the next five to 10 years, likely longer if there is 
ongoing community transmission.  There is a need for targeted research 
funded through MRFF and/or the NHMRC. 

6. There are dissemination and implementation gaps that need to be 
bridged to optimise the care people receive. A sophisticated multifaceted 
implementation plan is needed to deliver what is already known at scale.  
As new information from international and local researchers becomes 
available, we need infrastructure to disseminate this information to the 
fragmented and disparate primary health care workforce. The centralised 
command and control structures in public hospitals that were able to 
respond to acute COVID-19 rapidly and agilely are not as well developed 
in primary and chronic care.  We recommend investment in 
implementation plans including but not limited to local communities of 
practice, local clinical champions, easily accessible training, clinical 
supervision, and consultation, in addition to referral pathways to 
specialist Long-COVID Clinics. 
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7. Because of the significant impact of Long-COVID on people’s capacity to 
work, there is a need for income support to be made available to those 
who cannot otherwise support themselves - and for those who require 
more time to receive treatment rather than being forced back to work too 
early with the risk of chronic exacerbations.  The Treasurer 
acknowledged the impact of Long-COVID on the labour market (Moore, 
2022) – the human cost is in families unable to support themselves.  

8. While many/most people recover, international data (and local 
experience) show that a significant number of people will go on to 
experience a chronic ongoing impairment or disability – the NDIS needs 
to be prepared to provide support for these people (Brancatisano, 2021).  
The committee should note the Biden administration’s declaration of 
Long-COVID as a potential disability under US law.  Guidance is needed 
to specify how a chronic Long-COVID condition can be assessed as 
causing permanent impairment and meet NDIS eligibility. 

9. The best way to prevent Long-COVID is to prevent COVID-19. We 
recommended continuing to promote vaccination, mask wearing in 
public, hand hygiene, social distancing, attending to indoor air quality 
(Morawska et al., 2022) and other evidence-based infection control 
measures (CDC, 2022). 

10. Health Services are already under significant pressure and have limited 
capacity to absorb Long-COVID into their workloads. There is 
widespread burnout and many health professionals have resigned, 
leading to a larger number of vacant positions. Federal and state 
governments need to work together to a) improve working conditions to 
bring experienced health professionals back to work, and b) provide 
meaningful support to retain those in the health workforce (Warby, 
2022). 

11. Post-infective syndromes need to be part of planning and preparedness 
for future pandemics.  Historical accounts show that post-infective 
syndromes have been experienced after previous pandemics - indeed 
post-infective syndromes are common after many infections (Sandler et 
al., 2021; Spinney, 2022).   

12. While our country was clearly and concerningly underprepared for Long-
COVID, we recommend careful preparation for post-infective syndromes 
be included in future pandemic preparedness.  

We look forward to the committee’s findings from this inquiry and stand 
ready to provide further advice if needed. 
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