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Please note:

The research and literature reviews collated by our TAT Research Team are not to be shared external to the Branch. These
are for internal TAT use only and are intended to assist our advisors with their reasonable and necessary decision making.

Delegates have access to a wide variety of comprehensive guidance material. If Delegates require further information on
access or planning matters they are to call the TAPS line for advice.

There are already a significant number of resources, including commissioned expert reports and external specialist
publications and clinical guidelines, which are available to NDIA staff to use in delegate decision making.

This paper aims to bring these resources together as a starting point and provide any additional information as required.
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Scope of this document

The National Access and Workload Management Branch (NAWM) have requested assistance from
TAT with assessing access for prospective participants with Chronic Regional Pain Syndrome,
Functional Neurological Disorder aka Conversion Disorder, Chronic Fatigue Syndrome &
Fibromyalgia.

» Note: While the Disability Related Health Supports (DRHS) policy has not changed any of the
established NDIS access criteria or legislation, the fact that 1) Participants can now receive
DRHS through the NDIS and 2) A planner must now plan for the ‘whole of person’, means
that the ‘most appropriate funder/provider’ proviso (under s34.1.f) no longer eliminates the
typical types of supports that the NDIS could potentially fund for this cohort.

» This is causing an increase in access requests being made for these health conditions, based
on their diagnosis and lived/reported significant functional impairment(s)

The symptoms and experiences of people with these health conditions are individual and often
complex, consequently it is often challenging for medical experts to determine a diagnoses.

Even once a diagnosis has been made, it remains difficult for NDIS access assessors to apply the
Access - disability requirements criteria, particularly to determine permanency and the need for
NDIS supports for life, compared to mainstream health treatment and supports.

Also, as the pathophysiology [the disordered physiological processes associated with disease or
injury] of these conditions are still poorly understood, it is challenging for access assessors to
determine whether these cohorts have exhausted all evidence-based, clinical, medical or other
treatments.

e None of these conditions are included on the List A, B, C or D for common conditions that
meet NDIS Access — disability requirements.

e While the outcomes of AAT hearings are not intended to set a precedent, the NDIA legal
team’s application of the access legislation against these health conditions in AAT cases is
the only direction the NAWM have to guide their decision making.

Previous AAT Cases

The majority of these AAT cases were relating to access and were deemed ‘access not met’.
Generally, it was only in severe cases that access was met, where permanency and functional
impairment were established through expert reports.

See APPENDIX A for full summary of AAT cases relating to these conditions to date.

Previous TAT advices

There are several previous TAT access advices relating to these health conditions. Most of these
advices are from 2017 & 2018.

These TAT advices highlight that CRPS, CFS, FND, fibromyalgia, along with, Postural tachycardia
syndrome (PoTS), depression, anxiety and other psychosocial disability, Lyme’s disease & lupus often
present as complex comorbidities.

See APPENDIX B for full summary of TAT advices relating to these conditions.
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Chronic Fatigue Syndrome (CFS)

Expert report

In January 2018 the Technical Advisory Team commissioned a report on Chronic Fatigue Syndrome
from an Australian expert in the field — Dr Andrew Lloyd, MD FRACP. The report was intended to
assist with specific TAT AAT Chronic Fatigue access cases, but offers a holistic snapshot of the
condition.

This report has all the information a NAWM team member would require to assess access and
provides answers to the following questions:

Preamble
1. What is the aetiology of this condition?
2. What is the impairment, if any?

3. What medical and allied health specialties are involved in: a) Diagnosis and b) Treatment of
this condition?

4. What treatment options are clinically indicated for this condition? What are the indications
and likelihood of success for each treatment? Please comment on details and dosage of any
recommended treatments including frequency and duration as appropriate.

5. Is this condition results from an impairment, what is the likelihood that this impairment will
be permanent?

6. Are individuals suffering this condition likely to require lifelong support? If so, what types of
supports are likely to be required?

7. Would symptom management through interventions such as medication change, pain
management, exercise programs etc. reduce the functional impact of the diagnosis and
associated disability?

8. How prevalent is the incidence of Chronic Fatigue Syndrome being diagnosed as a stand-
alone condition as opposed to being diagnosed as part of comorbidity?

9. Other comments:
This full report is embedded in APPENDIX D for reference.

Information additional to the expert report are listed below.

Summary of CFS

CFS is often referred to as myalgic encephalomyelitis and sometimes it is abbreviated as ME/CFS.

In addition to fatigue for more than 6 months that is not relieved by sleep and interferes with
activities of daily life, patients suffer other symptoms such as cognitive impairment, muscle and joint
pains and sore throat.

Diagnostic criteria for chronic fatigue syndrome:

e Unexplained, persistent fatigue that is not due to ongoing exertion; is not substantially
relieved by rest; is of new onset (not lifelong); and results in a significant reduction in
previous levels of activity.

e Four or more of the following symptoms are present for 6 months or more:
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impaired memory or concentration

postexertional malaise (extreme, prolonged exhaustion and sickness following
physical or mental activity)

unrefreshing sleep

muscle pain

multijoint pain without swelling or redness

headaches of a new type or severity

sore throat that is frequent or recurring

tender cervical or axillary lymph nodes*®

o O

O 0O O 0O 0 O

RACGP Clinical Guidelines - CFS

In 2002, a Chronic Fatigue Syndrome Working Group, which convened under the auspices of the
Royal Australasian College of Physicians (RACGP) published a comprehensive article Clinical Practice
Guidelines on CFS. The publication was sponsored by the Commonwealth Department of Health and
Ageing and was published in the Medical Journal of Australia. The article is comprehensive (40
pages) and addresses the following topics:

e What is chronic fatigue syndrome?
e Evaluating people with fatigue

e Managing patients with CFS

e CFSin children and adolescents

e Social and legal issues

The NDIA acknowledges that there is conflicting evidence regarding the permanency and best
management of ME/CFS.

Currently, the NDIA continue to use these RACGP Chronic Fatigue Syndrome Clinical Practice
guidelines on diagnosis and management, as these are the accepted national guidelines.

It is understood that these guidelines are in the process of being updated but until this occurs, the
current guidelines continue to be the accepted document of reference for the NDIA. It should be
noted that NDIA does not have input into the guidelines as they are related to health practice.

It is recommended that all TAT advisors refer to this document in full.
The RACGP clinical guidelines state that:

e “Fatigue can be defined as a pervasive sense of tiredness or lack of energy that is not related
exclusively to exertion. It is a common complaint in the community and is usually transitory.
If fatigue is prolonged beyond six months, is disabling, and is accompanied by other
characteristic constitutional and neuropsychiatric symptoms, then a diagnosis of chronic
fatigue syndrome (CFS) should be considered”.

e “CFS” is a descriptive term used to define a recognisable pattern of symptoms that cannot be
attributed to any alternative condition. The symptoms are currently believed to be the result
of disturbed brain function, but the underlying pathophysiology is not known. Therefore, CFS

16 Kreijkamp-Kaspers, S, et al., ‘Treating Chronic Fatigue Syndrome: A study into the scientific evidence for
pharmacological treatments, Australian Family Physician, vol.40, no.11, November 2011,
https://www.racgp.org.au/download/documents/AFP/2011/November/201111kkaspers.pdf, accessed 10
December 2019.
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cannot be defined as a specific “disease” entity at present. Indeed, there is growing evidence
that the disorder is heterogeneous, and it will probably prove to have no single or simple
aetiology. It is important for practitioners to appreciate the distinction between disease,
illness and disability. Diseases are defined and categorised according to our contemporary
understanding of causal mechanisms and pathophysiology. As new knowledge emerges,
disease definitions and terminology change. lliness, by contrast, is the subjective experience
of suffering and, as such, can only be defined by reference to the sick person. Disability is the
functional impairment — physical, psychological and social — caused by disease and illness.
Even though an underlying disease process cannot presently be defined in patients with CFS,
the suffering and disability caused by the illness can be very considerable — in many cases
comparable to that seen in multiple sclerosis and rheumatoid arthritis. It is therefore
important that doctors acknowledge the reality and seriousness of the suffering and
disability experienced by people with CFS. Our goal as physicians is not only to identify and

treat disease, but also to help relieve suffering and disability, whatever the cause”?’.

Section 24 Disability Requirement Considerations

What are the common evidence based clinical, medical and other
treatments for CFS?

e See 5.4 of the NDIS (Becoming a Participant) Rules 2013.

The RACGP clinical guidelines state that:
e “No single pharmacological treatment has been shown to be effective for people with CFS.
e Cognitive—behaviour therapy may be effective for some people with CFS.

e Physical and intellectual activities should be “paced” according to the individual’s functional
capacity.

e Graded exercise may be effective for some people with CFS.

e Antidepressant drugs may provide symptomatic relief of pain, sleep disturbance, and
depressed mood in people with CFS”*,

See page 38-42 of clinical guidelines for more information.
The clinical guidelines emphasise a multidisciplinary approach.

e “People who are persistently housebound with severe disability arising from CFS may
require the assessment and advice of a team, including specialists in rehabilitation medicine,
pain management, physiotherapy, occupational therapy, and social work”?°,

A wide variety of pharmacological treatments are used for chronic fatigue syndrome, however the
evidence for effectiveness is very limited. A 2011 study published In the Australian Family Physician

7 Chronic Fatigue Syndrome Clinical practice Guidelines, Royal Australasian College of Physicians,
Medical Journal Australia, vol.176, May 2002, p.23,
https://www.mja.com.au/system/files/issues/cfs2 2.pdf, accessed 6 December 2019.

18 |bid. p.38.
19 |bid, p.37.
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recruited ninety-four CFS patients and investigated the immunological biomarkers they filled out in a
questionnaire assessing the medicines they were taking. Additionally, evidence from randomised
clinical trials was sought in biomedical databases. The results found that “the 94 CFS patients used
474 different medicines and supplements. The most commonly used medicines were
antidepressants, analgesics, sedatives, and B vitamins”. The study identified 20 randomised
controlled trials studying these medicines in CFS patients as of 2011%,

A systematic overview was conducted in 2015 with the purpose of answering ‘What are the effects
of selected treatments for chronic fatigue syndrome?’ The researchers searched Medline, Embase,
The Cochrane Library, and other important databases up to November 2013%.

This overview examined information relating to the effectiveness and safety of four specific
interventions: antidepressants, cognitive behavioural therapy, corticosteroids, and graded exercise
therapy. The overview found that graded exercise therapy has been shown to effectively improve
measures of fatigue and physical functioning and cognitive behavioural therapy is effective in
treating CFS in adults. It also concluded that it is still unknown how effective antidepressants and
corticosteroids are in treating CFS, but Tricyclics in particular have potential therapeutic value
because of analgesic properties?.

For children the recommended treatments/interventions are cognitive behavioural therapy and
graded exercise therapy?.

When is CFS permanent or likely to be permanent for the disability
requirements? Does this condition ever improve?

e See S24.1(b) of the NDIS Act 2013 & 5.3 of the NDIS (Becoming a Participant) Rules 2013.

Diagnosis is established through the exclusion of other diseases causing fatigue. . . Currently, no
curative treatment exists for patients with chronic fatigue syndrome. The therapeutic approach to
this syndrome requires a combination of different therapeutic modalities®.

Regarding prognosis, the same publication states that:

e “There is an average time of 5 years from the beginning of the symptoms to the diagnosis of the
syndrome, with total recovery rates between 0% and 37%, and improvement between 6% and
63%. Younger patients and those without concomitant psychiatric diseases show the best

prognosis, although other studies have estimated that the rates for both groups are similar”?.

Regarding prognosis and permanency, the overview from 2015 (mentioned above) provides the
following statistics:

20 Kreijkamp-Kaspers, loc cit.

21 Cleare, A, et al., Chronic fatigue syndrome’, BMJ Clinical Evidence, September 2015,
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4585442/, accessed 10 December 2019.

2 |bid.

2 Brigden, A et al., ‘Practical management of chronic fatigue syndrome or myalgic encephalomyelitis in
childhood’, May 2018, https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5947766/, accessed 12 December
2019.

24 Fernandez, AA, et al., ‘Chronic fatigue syndrome: aetiology, diagnosis and treatment’, BMC Psychiatry, vol. 9,
October 2009, https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2766938/, accessed 6 November 2019.

% |bid.

Research Request — Central Sensitivity Syndromes and Functional Neurological Disorder Page 18 of 45

Page 8 of 26



FOI 23/24-1127, 1128 & 1134
FOR INTERNAL TAT USE ONLY m

“Studies have focused on people attending specialist clinics. A systematic review of studies
of prognosis (search date 1996) found that children with CFS had better outcomes than
adults: 54% to 94% of children showed definite improvement in symptoms (after up to 6
years' follow-up), whereas 20% to 50% of adults showed some improvement in the medium
term (12—39 months) and only 6% returned to premorbid levels of functioning.
Nevertheless, one prospective follow-up study suggests that, even after long illness periods,
around 50% of patients can return to part- or full-time work. Despite the considerable
burden of morbidity associated with CFS, we found no evidence of increased mortality. The
systematic review found that a longer duration of illness, fatigue severity, comorbid
depression and anxiety, and a physical attribution for CFS are factors associated with a
poorer prognosis. Another review found a median full recovery rate of 5% (range 0—-31%),
and the median proportion of patients who improved during follow-up to be 39.5% (range
8-63%). Good outcome was associated with less fatigue severity at baseline, a sense of
control over symptoms, and not attributing the illness to a physical cause”?®,

The available research on ME/CFS indicates that, due to the natural progression of the condition,
some individuals may recover without intervention over weeks to months. It cannot be considered
that every person diagnosed with ME/CFS will go on to have a permanent and lifelong impairment.

Regarding children, a UK based review from 2017 found that:

“Reported outcomes vary, but the prognosis in children and young people is more optimistic
that in adults. Four small studies (n=15-31) from the 1990s report that between 50% and
94% of children make a good or complete recovery at 13—72 month. The largest trial to date
demonstrated that most children with CFS/ME will recover within 6 to 12 months if they
receive internet-delivered CBT as treatment.For those who do not receive specialist care,
recovery is much slower with less than 10% recovering at 6 months”?.

What type of medical treatment and review is required to determine
permanency?

Relating to 5.6 of the NDIS (Becoming a Participant) Rules 2013.
The expert report from Dr Lloyd states that:

“Given that there is no evidence for any curative intervention (as above), the key issue
regarding permanence of impairment due to chronic fatigue syndrome relates to the natural
history of the condition. When followed prospectively from acute infections such as
glandular fever, the great majority of individuals recover without intervention over weeks to
months, but approximately 10% will meet diagnostic criteria for chronic fatigue syndrome at
six months. When the chronic fatigue syndrome has been present in a stable, non-improving
pattern, despite evidence-based management (as above) for 5 years, the Australian expert
guidelines indicate that the condition should be regarded as permanent for medico-legal
purposes. In this context, the only additional consideration relates to the severity of the
impairment. As described above, chronic fatigue syndrome is an entirely subjective illness
(that is there are no abnormal findings on history, examination or laboratory investigation),
yet it is clear that the level of disability associated with chronic fatigue syndrome is

26 Cleare, loc cit.

27 A, Brigden et al., "Practical management of chronic fatigue syndrome or myalgic encephalomyelitis in
childhood", Arch Dis Child. , Vol. 102, No 10, pp. 981-986, 2017,
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC5947766/
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commonly comparable to or greater than conditions such as rheumatoid arthritis. A small
subset of all patients do suffer from both severely disabling and very prolonged (greater
than 5 years) chronic fatigue syndrome — these patients may be housebound or even bed-
bound as a result of the illness and despite best available evidence-based management” (see
Appendix D).

What are the typical functional impairments associated with CFS?

The common functional impairments associated with CFS generally fall under the mobility, self-care,
self-management and social interaction categories.

The expert report by Dr Lloyd highlights impairments to physical and cognitive functioning.

Is someone with CFS likely to require supports from the NDIS for
their lifetime?

The key types of support the expert report highlight are assistance with daily living:

e “Patients typically require practical support to maintain independent living (assistance with
shopping, cooking, cleaning) and travel (to/from medical appointments). This would rarely
include the need for assistance with personal hygiene”.

Section 25 Early Intervention Considerations

How do early intervention access considerations apply to people
with CFS?

Early intervention considerations do not apply to CFS. Any services that a person with CFS would
receive before the condition is considered permanent would be considered time-limited health
treatments.
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Appendix D - Report on Chronic Fatigue Syndrome

Double click on report front page to open the full PDF report.

Andrew Lloyd an
MD FRACP
Professorof Medicine
C I fecti 1 Physician
Provider Ne: 0217605Y
All Correspondence to Private Consulting Rooms: Department of Infectious Diseases
32 Botany St, Randwick, NSW, 2031 Prince of Wales Hospital
Appointments: and
Tel: (02)93858319 Fax: (02) 9385 8268 Kirby Institute
Email: Boy . duau University of NSW, 2052

Report in response to a request for information and advice regarding chronic fatigue syndrome.

Preamble 'I'he request (31.1.2018) sought information and advice regarding chronic fatigue
it should be noted firstly that this diagnosis is syndromal - thatisits a
symtome recognized via a characteristic set of symptoms and careful exclusion of altemative
medical and psychiatric explanations for those symptoms (individually or as a whole) via medical
and psychiatric history, physical examination and laboratory investigation)®. This sort of
assessment contrasts with diagnoses made on the basis of a test, such as pneumonia recognized
by chest Xray. Secondly, as a consequence of this syndromal diagnosis the label of chronic fatigue
syndrome is recognized to overlap with other syndromal diagnoses, suchas fibromyalgia (in which
pain rather than fatigue is the dominant feature).? In practice, this means that individual patients
may be given both diagnoses in relation to the same set of symptoms. Thirdly, a diagnosis of
chronic fatigue syndrome may be replaced in some circ es with an al ive label (for
the same condition) when the prolonged iliness follows from a well-characterised initiating event.
This includes post viral fatigue syndrome or post-infective fatigue syndrome when the triggering
event was an acute infection (such as glandular fever)?. The label chronic fatigue syndrome is
referred to in the UK as myalgic encephalomyelitis (ME). The symptom set and diagnostic
approach for chronic fatigue syndrome is closely analogous to the diagnosis of post cancer fatigue,
which is applied when survivors of cancer have completed surgery and adjunctive treatments such
as chemotherapy and radiotherapy, are free of cancer recurrence, but have a disabling chronic
fatigue state*. Finally, there are various diagnostic criteria that have been proposed for the chronic
fatigue synd , placing emphasis on slightly different elements of the illness, but the most
widely accepted and recommended criteria, are those Iy d the
diagnostic criteria’ which were formulated by an international expert group convened by the
Centers for Disease Control inthe USAL.

h @ What is the aetiology of this condition?

Chronic fatigue syndrome is a condition characterised by prolonged (greater than 6 months),
unexplained and disabling fatigue, which is accompanied by neurocognitive difficulties, like
impairments in short-term memory and concentration, as well as the complaint of unrefreshing
sleep. In addition, constitutional symptoms are typical including muscle pain (myalgia), joint pain
(arthralgia), recurrent sore throat, headache, and tender lymph nodes in the neck (i.e cervical
lymph nodes)*. The fatigue state is characterised by a sustained worsening of symptoms after
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The content of this document is OFFICIAL.
Please note:

The research and literature reviews collated by our TAB Research Team are not to be shared
external to the Branch. These are for internal TAB use only and are intended to assist our
advisors with their reasonable and necessary decision-making.

Delegates have access to a wide variety of comprehensive guidance material. If Delegates
require further information on access or planning matters, they are to call the TAPS line for
advice.

The Research Team are unable to ensure that the information listed below provides an
accurate & up-to-date snapshot of these matters

Research question: Based on latest research, would long covid be considered permanent
and what is the prognosis? What are the most effective treatments? What are the outcomes of
these treatments? What are the more common longer lasting effects? What is the prevalence
of long COVID-19?
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2. Summary

Update (September, 2023): Heterogeneity of research data is still a significant barrier to
determining the prevalence and incidence of long COVID, the persistence of disability
associated with long COVID and any effective treatment and management techniques.
Estimates of activity limitation for people with long COVID vary between 16% and 80%.
Estimates of prevalence vary considerably, though studies coalesce around estimates in the
range of either 10%-20% or 40%-55%. The evidence base for treatment and management
techniques is growing with some evidence supporting physical therapy, multimodal and
personalised approaches. No pharmacological or non-pharmacological technique has
emerged as a preferred pathway.

Long COVID-19 is a collection of symptoms that persist after the initial acute phase of COVID-
19 infection. While some consider 4 weeks the start of prolonged symptomology, 12 weeks is
emerging as the point where long COVID-19 can be diagnosed. The prevalence of long
COVID-19 is difficult to determine due to heterogeneity in the research data, however it is
suggested to effect between 10-20% of people who survive a COVID-19 infection.

Management of long COVID-19 will likely follow the management protocols for other post-viral
syndromes, such as myalgic encephalitis/chronic fatigue syndrome, or critical illness recovery
paths, for example post-intensive care syndrome.
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Permanence of long COVID-19 is difficult to determine at this point as the disease is in its
infancy, however most people are expected to make a recovery over many months.
Nonetheless, it is expected some people will continue to have physical and/or mental
impairment that significantly impacts their functional capacity. As a consequence, the United
States Department of Health and Human Services advises that long COVID-19 can be
considered a disability after patients complete an individualised assessment that indicates they
have severely impaired functional capacity.

3. Review, September 2023

3.1 Prolonged disability

Estimates of prevalence and incidence of long COVID, and estimates of the presence of
impairment or activity limitation still vary widely. Centers for Disease Control and Prevention
found approximately one quarter of adults with long COVID report significant activity limitations
(Ford et al, 2023). Reviewing 35 studies, Oliveira-Almeida et al (2023) found activity limitations
in between 16% and 80% of subjects.

The World Health Organisation still endorses a prevalence estimate of 10-20% (WHO, 2022).
Woodrow et al (2023) reviewed 73 studies and found prevalence estimates between 0% and
93%. An international systematic review considered 194 studies including 735,006 participants
and found 45% of COVID-19 survivors experience ongoing symptoms at 4 months
(O’Mahoney et al, 2022). In a review involving 120,970 patients, Di Gennaro et al (2023) found
an incidence of 56.9%. In contrast, 10 longitudinal studies from the UK found continuation of
symptoms after 12 weeks in 8-17% of cases (Hallek et al, 2023). Hallek et al (2023) found
15% of unvaccinated adults infected with SARS-CoV-2 met criteria for post-COVID syndrome,
with lower incidence among vaccinated COVID-19 survivors. Evidence from the US also
supports the rate of around 15%. Between 14% and 16% of respondents to the Household
Pulse Survey report experiencing long COVID (National Centre for Health Statistics, 2023).

Centers for Disease Control and Prevention found approximately 16% of adults with COVID-
like symptoms reported ongoing symptoms after 12 months (Montoy et al, 2023). In contrast,
Woodrow et al (2023) found prevalence estimate of 48.5% after 12 months. Woodrow et al
conclude that the way in which long COVID is defined and measured affects prevalence
estimates. Estimates are lower in studies using routine health records (13.6%) compared with
self-report studies (43.9%). The highest estimates were found in studies systematically
investigating pathology (51.7%).

3.2 Treatment and management

No pharmacological or non-pharmacological treatment or management strategy has emerged
as the favoured method among researchers or clinicians (Chandon et al, 2023; Chee et al,
2023; Fawzy et al, 2023; Marshall-Andon et al, 2023; Hallek et al, 2023).
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In their review of 37 practice guidelines, Marshall-Andon et al (2023) found some consensus
around education, shared decision making and personalised care for patients with long
COVID, including tailoring the modality and setting of treatment or management to the
patient’s situation.

A recent review of 12 studies found physical therapy (especially, moderate exercise and
interventions related to respiratory muscles) was associated with a significant improvement in
fatigue, dyspnea and quality of life in patients with long COVID (Sanchez-Garcia et al, 2023).

4. What is long COVID-19?

There is no internationally agreed definition of long COVID-19, however signs and symptoms
beyond 4 weeks is considered ongoing COVID-19 (Molhave et al, 2022). The World Health
Organisation (WHO) recognised the existence of continuing symptoms and effects of COVID-
19 after the initial infection period in September 2020, stating long COVID-19 is:

an iliness that occurs in people who have a probable or confirmed SARS-CoV-2
infection; usually within 3 months of onset of the infection, with symptoms and effects
that last for at least 3 months. These symptoms and effects cannot be explained by an
alternative diagnosis (WHO, 2021a).

In the United States, Centers for Disease Control and Prevention (CDC) advise that post-
COVID-19 conditions can be identified at least 4 weeks after the initial COVID-19 diagnosis
(CDC, 2022). In the United Kingdom, the National Institute for Health Care and Excellence
(NICE) proposes that ‘acute COVID-19' is the period up to 4 weeks post infection diagnosis,
‘COVID in progress’ is the experience of signs and symptoms between 4-12 weeks post
infection diagnosis, and post-COVID-19 syndrome are signs and symptoms that continue for
more than 12 weeks after the initial infection and are not attributable to another diagnosis
(NICE, 2022). A formal definition of long COVID-19 by the Australian Health Department could
not be found.

The CDC suggests long COVID-19 is more common for people who had severe symptoms of
COVID-19 during their initial infection (CDC, 2022), however the WHO advise there is no clear
evidence of a relationship between initial severity of COVID-19 infection and the likelihood of
developing long COVID-19 (WHO, 2021b). What is known, is people can suffer long COVID-
19 regardless of whether they had mild or severe symptoms with the initial COVID-19 infection
(Berger et al, 2021).

While research is continuing to try to identify those most at risk of long COVID-19, some risk
factors may include (Berger et al, 2021; CDC, 2022):

e people who were in intensive care units during their initial COVID-19 infection
e people who have underlying health conditions prior to the infection including
diabetes, heart failure, asthma, hypertension and epilepsy
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e demographics with health inequities such as ethnic minority groups and people with

disability
e people unvaccinated against COVID-19

e adults appear more vulnerable to long COVID-19 than children.

5. What is the prevalence of long COVID-19?

Despite the body of research emerging around long COVID-19, the prevalence is difficult to
determine due to differences in study methodology, different outcome definitions and time
frames, and different symptoms and levels of severity surveyed (Emecen et al, 2022).
Additionally, prevalence is influenced by social determinants, such as poverty, racism and
disability (Berger et al, 2021), therefore there is considerable inconsistency in the literature
depending on participant demographics.

In one United Kingdom study, 18.2% of participants reported at least one symptom 6 months
post initial COVID-19 infection (Emecen et al, 2022). This is in line with the WHO (2021b)
estimate that around 10-20% of COVID-19 survivors experience mid- and long-term effects
after the acute phase of illness has passed. However, a systematic review cited by Maglietta et
al (2022), involving 57 studies and over 250,000 survivors of COVID-19, demonstrated more
than half of these survivors experienced post-acute symptoms at 6 months post initial

infection. | was unable to source clear data for the persistence of symptoms beyond this time
point.

Further complicating prevalence data is the influence of different variants on recovery from
COVID-19. Research from the United Kingdom comparing the Delta and Omicron variants
suggests an increased risk of ongoing symptoms at 4 weeks post infection with Delta infection
(10.8% participants) than an Omicron infection (4.5% participants) (Antonelli et al, 2022).

6. What are the most common symptoms of long COVID-
197

It has been noted that symptoms of long COVID-19 are similar to other post-viral fatigue
syndromes such as myalgic encephalitis/chronic fatigue syndrome (Boaventrua et al, 2022;
CDC, 2022), although the multisystem complications from long COVID-19 maybe broader and
more intense than other post-viral syndromes (Boaventrua et al, 2022).

The most common symptoms of long COVID-19 reported in the literature include (Berger et al,
2021; CDC, 2022; Maglietta et al, 2022; Scordo et al, 2021; WHO, 2021b):

¢ Physical and mental fatigue that interferes with daily life
e Shortness of breath

e Memory and concentration problems (‘brain fog’)
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e Headache

¢ Mental health impairment (e.g., anxiety, depression, mood swings)
e Abdominal pains

e Muscle weakness and joint pain

e Palpitations and chest pain

e Dizziness

e Gastrointestinal issues (e.g., diarrhea, stomach pain)
e Sleep problems

e Change in smell and/or taste

¢ Pins and needles feeling

e Skin lesions similar to chilblains

Long COVID-19 may affect people differently as different organ systems become involved, and
an individual’s symptoms may fluctuate or relapse over time (Berger et al, 2021; WHO,
2021b).

Figure 1 below, an excerpt from research by Yong and Liu (2021), highlights the different
organ systems that may be affected by long COVID-19:

Psychological

or Psychiatric

Insomnia, anxiety,
and depression
Cognitive impairments

Rhinorrhea and smell
and taste dysfunction
Earache and tinnitus

Ear, Nose, and
Throat

(memory and concentration), Cough
g headache, and dizziness Sore throat
Chest pain, palpitations, Dyspnea Respiratory
and tachycardia
Chills, pain, and fever
Abdominal pain, Skin rashes

Dermatological

Gastrointestinal

nausea and diarrhea

Peripheral neuropathy

(numbness and tingling) Neurologlcal

Fatigue and myalgia Musculoskeletal

Joint pain

FIGURE 1 Symptoms of the post-COVID-19 syndrome (PCS). Multiple organ systems are affected, such as psychological or psychiatric
(insomnia, anxiety and depression), neurological (cognitive impairments involving memory and concentration, headache, dizziness and
peripheral neuropathy), ear, nose, and throat (rhinorrhoea, smell and taste alterations, earache, tinnitus, cough, and sore throat), respiratory
(dyspnoea and cough), cardiovascular (chest pain, palpitations and tachycardia), gastrointestinal (abdominal pain, nausea and diarrhoea),
generalised (chills, pain and fever) and musculoskeletal (fatigue, myalgia and joint pain). Dyspnoea, fatigue, and cognitive impairments are
among the topmost common PCS symptoms (references in Table 1), as reviewed in Shah et al.? Nasserie et al,'® Michelen et al.** and Lopez-
Leon et al*®. (The human body vector was licenced from Freepik.com.)

7. What is the current management for long COVID-19?
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There is no documented specific medication to treat long COVID-19 (Molhave et al, 2022) and
much of the current literature describes medical management of long COVID-19. Effective
management of long COVID-19 involves symptom relief and rehabilitation (Molhave et al,
2022; WHO, 2021b), and involvement of a multidisciplinary team for patients with multiple
organ systems impacted may be required (Berger et al, 2021; Kokhan et al, 2022; Molhave et
al, 2022; Scordo et al, 2021; Sundar Srethstha & Love, 2021).

Particular rehabilitation programs mentioned in the literature include physical rehabilitation to
improve respiratory and cardiovascular function, which is best performed within 2 months of
initial diagnosis of COVID-19 (Kokhan et al, 2022; Molhave et al, 2022). Also, cognitive
therapy has been shown to be effective for patients with mental fatigue (Molhave et al, 2022).

As the existence of long COVID-19 is in its infancy, there is speculation, for example by Dr
Anthony Fauci of the National Institute of Allergy and Infectious Diseases, that long COVID-19
may have a similar aetiology to other post-infectious conditions such as myalgic
encephalomyelitis/chronic fatigue syndrome (Scordo et al, 2021; Sundar Shrestha & Love,
2021). Therefore, exploring the aetiology and management of myalgic
encephalomyelitis/chronic fatigue syndrome may give some insight into long COVID-19
syndrome (Scordo et al, 2021). Current literature indicates cognitive behaviour therapy and
graded exercise therapy are important in the management of myalgic encephalitis/chronic
fatigue syndrome (Sharpe et al, 2021; Snook & Slowman, 2019). Cognitive behaviour therapy
focusses on challenging fatigue related cognitions and planning social and occupational
rehabilitation, while graded exercise therapy involves determining baseline ability and slowly
increasing intensity and duration without exacerbating symptoms (Sharpe et al, 2021; Snook &
Slowman, 2019).

Another significant medical condition that may be relevant to the understanding and
management of long COVID-19 is post-intensive care syndrome (PICS) - the presence of
health problems common to patients who have recovered from critical illness in intensive care
units (Parker et al, 2021). Similar to long COVID-19, cognitive impairment (‘brain fog’), extreme
fatigue, muscle weakness, and shortness of breath are among the most common symptoms of
PICS (Parker et al, 2021). Parker et al (2021) suggests applying the PICS post-acute phase
framework to long COVID-19 patients could involve:

e Occupational therapy — provide energy conservation and work simplification strategies;
address impact of cognitive impairments on work performance; monitor for residual
impairment in gross and fine motor function, sensory integration or pain related to
positioning (such as prolonged proning in ICU); strengthening and fine motor training
using writing aids or assistive technology.

e Physical therapy — ICU acquired weakness can persist for years after the acute illness
has resolved, therefore physical therapy can be beneficial to improve strength and
physical function.
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e Speech therapy — intubation injuries can extend from the voice and airway to
dysphagia; dysphagia can persist for months, but most patients will recover with
support.

e Social workers — many patients report persistent symptoms that impact their ability to
return to work. Social workers can connect patients with job resources, conduct
screening for mental health impairments, and provide psychoeducation and referrals.

e Primary health care — primary health practitioners should provide aftercare and care
coordination for long COVID-19 patients.

8. Permanence of long COVID-19

For most people, the natural history of long COVID-19 appears to be a gradual improvement of
symptoms over many months (Berger et al, 2021; CDC, 2022; WHO, 2021b). However, the
long-term prognosis for some people is unknown, as it is not known whether damaged organ
systems will fully recover or if there will be lasting effects (Berger et al, 2021; Scordo et al,
2021). Unfortunately, it appears some people with long COVID-19 will continue to have long-
term organ compromise, long-term complex immune and homeostatic dysfunction with
disabling symptoms and impaired functional levels (Sundar Srethstha & Love, 2021).

In July 2021, long COVID-19 became a recognised disability under the Americans with
Disabilities Act, Section 504 and Section 1557 (CDC, 2022; United States Department of
Health and Human Services, 2021). In the United States, as long COVID-19 causes physical
and/or mental impairment, it can be considered a disability if it substantially limits one or more
major life activities such as caring for oneself, performing manual tasks, eating, walking or
concentrating. Table 1 summarises further information from the United States Department of
Health and Human Services (2021) regarding long COVID-19 as a disability.

However, whether long COVID-19 can be considered a permanent disability requires an
individualised assessment to determine if the long COVID-19 symptoms and effects
substantially impact the individual’s functional capacity (United States Department of Health
and Human Services, 2021).

Table 1

Information regarding long COVID-19 as a disability (United States Department of Health and
Human Services, 2021)

ADA, Section 504, and Section 1557 if it substantially limits one or more major life activities.
These laws and their related rules define a person with a disability as an individual with a
physical or mental impairment that substantially limits one or more of the major life activities
of such individual (“actual disability”); a person with a record of such an impairment (“record
of”); or a person who is regarded as having such an impairment (“regarded as”). A person
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with long COVID has a disability if the person’s condition or any of its symptoms is a
“physical or mental” impairment that “substantially limits” one or more major life activities.

a. Long COVID is a physical or mental impairment.

A physical impairment includes any physiological disorder or condition affecting one or more
body systems, including, among others, the neurological, respiratory, cardiovascular, and
circulatory systems. A mental impairment includes any mental or psychological disorder,
such as an emotional or mental illness.

Long COVID is a physiological condition affecting one or more body systems. For example,
some people with long COVID experience:

e Lung damage

e Heart damage, including inflammation of the heart muscle

e Kidney damage

e Neurological damage

e Damage to the circulatory system resulting in poor blood flow
e Lingering emotional illness and other mental health conditions

Accordingly, long COVID is a physical or mental impairment under the ADA, Section 504,
and Section 1557.

b. Long COVID can substantially limit one or more major life activities

“Major life activities” include a wide range of activities, such as caring for oneself, performing
manual tasks, seeing, hearing, eating, sleeping, walking, standing, sitting, reaching, lifting,
bending, speaking, breathing, learning, reading, concentrating, thinking, writing,
communicating, interacting with others, and working. The term also includes the operation of
a major bodily function, such as the functions of the immune system, cardiovascular system,
neurological system, circulatory system, or the operation of an organ.

The term “substantially limits” is construed broadly under these laws and should not demand
extensive analysis. The impairment does not need to prevent or significantly restrict an
individual from performing a major life activity, and the limitations do not need to be severe,
permanent, or long-term. Whether an individual with long COVID is substantially limited in a
major bodily function or other major life activity is determined without the benefit of any
medication, treatment, or other measures used by the individual to lessen or compensate for
symptoms. Even if the impairment comes and goes, it is considered a disability if it would
substantially limit a major life activity when the impairment is active.

Long COVID can substantially limit a major life activity. The situations in which an individual
with long COVID might be substantially limited in a major life activity are diverse. Among
possible examples, some include:
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e A person with long COVID who has lung damage that causes shortness of breath,
fatigue, and related effects is substantially limited in respiratory function, among other
major life activities

e A person with long COVID who has symptoms of intestinal pain, vomiting, and
nausea that have lingered for months is substantially limited in gastrointestinal
function, among other major life activities

e A person with long COVID who experiences memory lapses and “brain fog” is
substantially limited in brain function, concentrating, and/or thinking.

V2.0 20-09-23 Long COVID-19 Page 10 of 14

PIFEYolérbe



Researen 1Fap en4
OFFICIAL For Internal Use Only

9. References

Antonelli, M., Pujol, J. C., Spector, T. D., Ourselin, S., & Steves, C. J. (2022). Risk of long
COVID associated with delta versus omicron variants of SARS-CoV-2. Lancet (London,
England), 399(10343), 2263-2264. https://doi.org/10.1016/S0140-6736(22)00941-2

Berger, Z., Altiery de Jesus, V., Assoumou, S. A. & Greenhalgh, T. (2021). Long COVID and
health inequities: The role of primary care. The Milbank Quarterly, 99(2), 519-541.
https://doi.org/10.1111%2F1468-0009.12505

Boaventura, P., Macedo, S., Ribeiro, F., Jaconiano, S., & Soares, P. (2022). Post-COVID-19
condition: where are we now? Life, 12(4), 517. https://doi.org/10.3390/life12040517

Centre for Disease Control and Prevention. (2022). Long COVID or Post-COVID Conditions.
Accessed from https://www.cdc.gov/coronavirus/2019-ncov/long-term-effects/index.html

Chandan, J. S., Brown, K. R., Simms-Williams, N., Bashir, N. Z., Camaradou, J., Heining, D.,
Turner, G. M., Rivera, S. C., Hotham, R., Minhas, S., Nirantharakumar, K., Sivan, M.,
Khunti, K., Raindi, D., Marwaha, S., Hughes, S. E., McMullan, C., Marshall, T., Calvert,
M. J., Haroon, S., ... TLC Study (2023). Non-Pharmacological Therapies for Post-Viral
Syndromes, Including Long COVID: A Systematic Review. International journal of
environmental research and public health, 20(4), 3477.
https://doi.org/10.3390/ijerph20043477

Chee, Y. J,, Fan, B. E., Young, B. E., Dalan, R., & Lye, D. C. (2023). Clinical trials on the
pharmacological treatment of long COVID: A systematic review. Journal of medical
virology, 95(1), e28289. https://doi.org/10.1002/jmv.28289

de Oliveira Almeida, K., Nogueira Alves, I. G., de Queiroz, R. S., de Castro, M. R., Gomes, V.
A., Santos Fontoura, F. C., Brites, C., & Neto, M. G. (2023). A systematic review on
physical function, activities of daily living and health-related quality of life in COVID-19
survivors. Chronic illness, 19(2), 279-303. https://doi.org/10.1177/17423953221089309

Emecen, A. N., Keskin, S., Turunc, O., Suner, A. F., Siyve, N., Basoglu Sensoy, E., Dinc, F.,
Kilinc, O., Avkan Oguz, V., Bayrak, S., & Unal, B. (2022). The presence of symptoms
within 6 months after COVID-19: a single-center longitudinal study. Irish Journal of
Medical Science, 1-10. https://doi.org/10.1007/s11845-022-03072-0

Fawzy, N. A., Abou Shaar, B., Taha, R. M., Arabi, T. Z., Sabbah, B. N., Alkodaymi, M. S.,
Omrani, O. A., Makhzoum, T., Almahfoudh, N. E., Al-Hammad, Q. A., Hejazi, W.,
Obeidat, Y., Osman, N., Al-Kattan, K. M., Berbari, E. F., & Tleyjeh, I. M. (2023). A
systematic review of trials currently investigating therapeutic modalities for post-acute
COVID-19 syndrome and registered on WHO International Clinical Trials Platform.
Clinical microbiology and infection, 29(5), 570-577.
https://doi.org/10.1016/j.cmi.2023.01.007

V2.0 20-09-23 Long COVID-19 Page 11 of 14

PIEYslérbe



= Researeh 1F2ap a4
ndis P

OFFICIAL For Internal Use Only

Ford N.D., Slaughter D., Edwards D., Dalton, A., {errine, C., Vahratian, A., & Saydah, S.
(2023). Long COVID and Significant Activity Limitation Among Adults, by Age — United
States, June 1-13, 2022, to June 7-19, 2023. Morbidity and Mortality Weekly Report,
72(32), 866—870. http://dx.doi.org/10.15585/mmwr.mm7232a3

Hallek, M., Adorjan, K., Behrends, U., Ertl, G., Suttorp, N., & Lehmann, C. (2023). Post-COVID
Syndrome. Deutsches Arzteblatt international, 120(4), 48-55.
https://doi.org/10.3238/arztebl.m2022.0409

Kokhan, S., Vlasava, S., Kolokoltsev, M., Bayankin, O., Kispayev, T., Tromfimova, N., Suslina,
I., & Romanova, E. (2022). Postcovid physical rehabilitation at the sanatorium. Journal
of Physical Education and Sport, 22(3), Art 76, 607-613. DOI:10.7752/jpes.2022.03076

Maglietta, G., Diodati, F., Puntoni, M., Lazzarelli, S., Marcomini, B., Patrizi, L., & Caminiti, C.
(2022). Prognostic Factors for Post-COVID-19 Syndrome: A Systematic Review and
Meta-Analysis. Journal of clinical medicine, 11(6), 1541.
https://doi.org/10.3390/jcm11061541

Marshall-Andon, T., Walsh, S., Berger-Gillam, T., & Pari, A. A. A. (2023). Systematic review of
post-COVID-19 syndrome rehabilitation guidelines. Integrated healthcare journal, 4(1),
€000100. https://doi.org/10.1136/ihj-2021-000100

Mglhave, M., Agergaard, J., & Wejse, C. (2022). Clinical Management of COVID-19 Patients -
An Update. Seminars in nuclear medicine, 52(1), 4-10.
https://doi.org/10.1053/j.semnuclmed.2021.06.004

Montoy, J. C. C. (2023). Prevalence of Symptoms=< 12 Months After Acute lliness, by COVID-
19 Testing Status Among Adults—United States, December 2020—-March 2023.
Morbidity and Mortality Weekly Report, 72(32), 859-865.
https://www.cdc.gov/mmwr/volumes/72/wr/mm7232a2.htm

National Centre for Health Statistics. (2023). Long COVID — Household Pulse Survey 2022-
2023. US Census Bureau. https://www.cdc.gov/nchs/covid19/pulse/long-covid.htm.

National Institute for Health and Care Excellence. (2022). COVID-19 rapid guideline: managing
the long-term effects of COVID-19. Accessed from
https://www.nice.org.uk/guidance/ng188/resources/covid19-rapid-quideline-managing-
the-longterm-effects-of-covid19-pdf-51035515742

O'Mahoney, L. L., Routen, A., Gillies, C., Ekezie, W., Welford, A., Zhang, A., Karamchandani,
U., Simms-Williams, N., Cassambai, S., Ardavani, A., Wilkinson, T. J., Hawthorne, G.,
Curtis, F., Kingsnorth, A. P., Almaghawi, A., Ward, T., Ayoubkhani, D., Banerjee, A.,
Calvert, M., Shafran, R., ... Khunti, K. (2022). The prevalence and long-term health
effects of Long Covid among hospitalised and non-hospitalised populations: A
systematic review and meta-analysis. EClinicalMedicine, 55, 101762.
https://doi.org/10.1016/j.eclinm.2022.101762

V2.0 20-09-23 Long COVID-19 Page 12 of 14

PIEYalérbe



REseareh 12ap e

OFFICIAL For Internal Use Only

Parker, A. M., Brigham, E., Connolly, B., McPeake, J., Agranovich, A. V., Kenes, M. T., Casey,
K., Reynolds, C., Schmidt, K., Kim, S. Y., Kaplin, A., Sevin, C. M., Brodsky, M. B., &
Turnbull, A. E. (2021). Addressing the post-acute sequelae of SARS-CoV-2 infection: a
multidisciplinary model of care. The Lancet. Respiratory medicine, 9(11), 1328-1341.
https://doi.org/10.1016/S2213-2600(21)00385-4

Sanchez-Garcia, J. C., Rentero Moreno, M., Pigueras-Sola, B., Cortés-Martin, J., Lifian-
Gonzalez, A., Mellado-Garcia, E., & Rodriguez-Blanque, R. (2023). Physical Therapies
in the Treatment of Post-COVID Syndrome: A Systematic Review. Biomedicines, 11(8),
2253. https://doi.org/10.3390/biomedicines11082253

Scordo, K. A., Richmond, M. M., & Munro, N. (2021). Post-COVID-19 Syndrome: Theoretical
Basis, Identification, and Management. AACN advanced critical care, 32(2), 188—194.
https://doi.org/10.4037/aacnacc2021492

Sharpe, M., Chalder, T., & White, P. D. (2022). Evidence-Based Care for People with Chronic
Fatigue Syndrome and Myalgic Encephalomyelitis. Journal of general internal medicine,
37(2), 449-452. https://doi.org/10.1007/s11606-021-07188-4

Snook, A., & Slowman, L. (2019). Chronic Fatigue Syndrome: Occupational Therapy. CINAHL
Rehabilitation Guide.

Sundar Shrestha, D., & Love, R. (2021). Long COVID Patient Symptoms and its Evaluation
and Management. JNMA; journal of the Nepal Medical Association, 59(240), 823—-831.
https://doi.org/10.31729/ijnma.6355

United States Department of Health and Human Services. (2021). Guidance on “Long COVID”
as a disability under the ADA., Section 504, and Section 1557. United States of America
Government. Accessed from https://www.hhs.gov/civil-rights/for-providers/civil-rights-
covidl9/guidance-long-covid-disability/index.html#footnote10 0ac8mdc

Woodrow, M., Carey, C., Ziauddeen, N., Thomas, R., Akrami, A., Lutje, V., Greenwood, D. C.,
& Alwan, N. A. (2023). Systematic Review of the Prevalence of Long COVID. Open
forum infectious diseases, 10(7), ofad233. https://doi.org/10.1093/ofid/ofad233

World Health Organisation. (2022, December). Post COVID-19 condition (Long COVID) [Fact
sheet]. https://www.who.int/europe/news-room/fact-sheets/item/post-covid-19-condition

World Health Organisation. (2021a). A clinical case definition of post COVID-19 condition by a
Delphi consensus, 6 October 2021. Accessed from
https://www.who.int/publications/i/item/WHO-2019-nCoV-Post_ COVID-19 condition-
Clinical case definition-2021.1

World Health Organisation. (2021b). Coronavirus disease (COVID-19): Post COVID-19
condition. Accessed from https://www.who.int/news-room/questions-and-
answers/item/coronavirus-disease-(covid-19)-post-covid-19-condition

V2.0 20-09-23 Long COVID-19 Page 13 of 14

PIEYslérbe



Researeh Papep

OFFICIAL For Internal Use Only

Yong, S. J., & Liu, S. (2022). Proposed subtypes of post-COVID-19 syndrome (or long-COVID)
and their respective potential therapies. Reviews in Medical Virology, 32(4), €2315.
https://doi.org/10.1002/rmv.2315

10. Version control

Version Amended Brief Description of Change
by
1.0 SJP131 [Document creation Cleared 15/07/22
20 AHR908 [Review Cleared 20/09/23
V2.0 20-09-23 Long COVID-19 Page 14 of 14

ORELIAbs





