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

Preamble: The request (31.1.2018) sought information and advice regarding chronic fatigue 

syndrome, however it should be noted firstly that this diagnosis is syndromal  - that is it is a 
syndrome recognized via a characteristic set of symptoms and careful exclusion of alternative 
medical and psychiatric explanations for those symptoms (individually or as a whole) via medical 
and psychiatric history, physical examination and laboratory investigation)1. 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, such as fibromyalgia (in which 
pain rather than fatigue is the dominant feature).2 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 circumstances with an alternative label (for 
the same condition) when the prolonged illness 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)3. 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 state4. Finally, there are various diagnostic criteria that have been proposed for the chronic 
fatigue syndrome, placing emphasis on slightly different elements of the illness, but the most 

widely accepted and recommended criteria5, are those usually termed the ‘international 
diagnostic criteria’ which were formulated by an international expert group convened by the 

Centers for Disease Control in the USA1. 

1. 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)1. The fatigue state is characterised by a sustained worsening of symptoms after
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relatively minor physical or cognitive tasks – often termed ‘post-exertional malaise’ (after physical 

activity) or ‘brain fog’ (after cognitive activity). The diagnostic criteria also require careful 

exclusion of alternative medical and psychiatric explanations for the symptoms by a full history, 
complete physical examination, and laboratory investigations. The minimum requirement for the 

investigations include: a full blood count, markers of inflammation (ESR or CRP), renal, liver and 
thyroid function tests, as well as a random blood sugar, and a urinalysis. 

In terms of aetiology, the only scientifically-recognised trigger for the onset of a chronic fatigue 

syndrome is an acute infection3, 6. The mechanism of disease remains unknown. 

2. What is the impairment, if any? Note: The term "impairment" has been interpreted in this 
context to mean a loss of, or damage to, a physical, sensory or mental function – see 

Mulligan and NDIA [2014] AATA 374 at [19] 
I have noted "impairment" has been interpreted in this context to mean a loss of, or damage to, 

a physical, sensory or mental function, and that the words “disability” and “impairment” are not 
defined in the NDIS Act or Rules, but that “impairment commonly refers to a loss of, or damage 

to, a physical, sensory or mental function”.  

Given this background, I would suggest that loss of, or reduction in, normal physical or mental 

capacity as a result of a diagnosed illness meets the criteria for impairment. Consider by 
comparison another syndromal diagnosis – schizophrenia, which when chronic and unresponsive 

to treatment may result in a major reduction in mental function (and presumably support from 

the NDIS). 

If this approach is accepted, then it is clear that patients with chronic fatigue syndrome are 

impaired in both physical and mental (cognitive) domains of functioning. 

3. What medical and allied health specialties are involved in: 
a. diagnosis; and 
b. treatment? 

The diagnosis of chronic fatigue syndrome is made either in general practice, or in specialty 
practice. For the latter, the most common sub-specialties include: infectious diseases, 
immunology, rheumatology, and psychiatry. As the diagnostic process requires confident positive 
recognition of the key symptoms of fatigue, neurocognitive disturbance, and unrefreshing sleep, 
as well as reliable exclusion of alternative medical and psychiatric possibilities, many general 
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practitioners are not confident in making the diagnosis – despite the expert recommendations  

that they should be able to do so5. In my opinion, in cases being considered by the NDIS, it may 

be reasonable to enforce an expectation that the diagnoses be affirmed by both a specialist 
physician and psychiatrist. 

Despite more than 100 randomised controlled trials having been completed, there is no evidence-
based curative treatment for chronic fatigue syndrome3, 6, 7. There are a myriad of proposed cures 

found on the internet, which have no credible evidence-base. 

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. 

The only evidence-based management approaches which reduce symptom severity and 
impairment, include cognitive behavioural therapy (CBT) 8, 9, graded exercise therapy (GET)10 and 
cognitive remediation11, 12. There are Australian data from an integrated service providing these 
interventions which support their effectiveness, but recognize that the benefits are incomplete 
(that is not everyone gains improvement), the magnitude is relatively modest, and may not be 

sustained13. 

5. If this condition results from an impairment, what is the likelihood that this impairment will 
be permanent? Note: An impairment is, or is likely to be, permanent only if there are no 

known, available and appropriate evidence based treatments that would be likely to 

remedy (i.e. cure or substantially relieve) the impairment – see Rule 5.4 of the Rules. 
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 months14. 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.5  

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  
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of disability associated with chronic fatigue syndrome is commonly comparable to or greater than 

conditions such as rheumatoid arthritis 15. 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. 

6. Are individuals suffering this condition likely to require lifelong support? If so, what types 

of supports are likely to be required? 
If the above criteria are met (i.e prolonged and severe disability attributable to chronic fatigue 

syndrome), the 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. The support may include 

items for practical support such as computers adapted for bed-based use. 

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

All simple interventions such as symptom-relieving medication for pain relief or sleep-promotion 
should already be in place as part of standard management. I have referred to the evidence base 

for graded exercise therapy above. 

8. How prevalent is the being diagnosed as a stand-alone condition as opposed to being 
diagnosed as part of co-morbidity? 

At least 50% of all patients with a chronic fatigue syndrome will develop co-morbid mood disorder 
(major depression, anxiety) during the course of the illness. This should be recognized and 
managed on its merits (if present) and the mood disorder will respond to interventions such as 
anti-depressant medication comparable to ‘stand alone’ major depression. It should be noted that 
there are multiple studies demonstrating the lack of efficacy of anti -depressant medication in 
patients with ‘stand alone’ chronic fatigue syndrome. 

References 

1. Fukuda K, Straus SE, Hickie I, Sharpe MC, Dobbins JG, Komaroff A. The chronic fatigue syndrome: a 
comprehensive approach to its definition and study. International Chronic Fatigue Syndrome Study 
Group. Annals of Internal Medicine. 1994; 121(12): 953-9. 

FOI 24/25-0247

Page 132 of 335

s47F - personal privacy

s47F - personal privacy

s47F - personal privacy

s47F - personal privacy s47F - personal privacy

s47F - personal privacy

s47F - personal privacy



MD FRACP 

Professor of Medicine 

Consultant Infectious Diseases Physician 

Provider No:  

All Correspondence to Private Consulting Rooms: 

 

Appointments:  

Tel:    Fax:   

Email:  

 

2. Goldenberg DL, Simms RW, Geiger A, Komaroff AL. High frequency of fibromyalgia in patients with 
chronic fatigue seen in a primary care practice. Arthritis Rheum. 1990; 33(3): 381-7. 

3. Afari N, Buchwald D. Chronic fatigue syndrome: a review. American Journal of Psychiatry. 2003; 
160(2): 221-36. 

4. Bennett B, Goldstein D, Friedlander M, Hickie I, Lloyd A. The experience of cancer-related fatigue 
and chronic fatigue syndrome: a qualitative and comparative study. J Pain Symptom Manage. 
2007; 34(2): 126-35. 

5. Royal Australasian College of Physicians Working Group. Chronic fatigue syndrome - Clinical 
practice guidelines 2002. Med J Aust. 2002; 176: S17-55. 

6. Prins JB, van der Meer JWM, Bleijenberg G. Chronic fatigue syndrome. Lancet. 2006; 367(9507): 
346-55. 

7. Smith ME, Haney E, McDonagh M, Pappas M, Daeges M, Wasson N, et al. Treatment of Myalgic 
Encephalomyelitis/Chronic Fatigue Syndrome: A Systematic Review for a National Institutes of 
Health Pathways to Prevention Workshop. Ann Intern Med. 2015; 162(12): 841-50. 

8. Price JR, Mitchell E, Tidy E, Hunot V. Cognitive behaviour therapy for chronic fatigue syndrome in 
adults. Cochrane Database Syst Rev. 2008; (3): CD001027. 

9. Reid S, Chalder T, Cleare A, Hotopf M, Wessely S. Chronic fatigue syndrome. BMJ Clin Evid. 2011; 
2011. 

10. Larun L, Brurberg KG, Odgaard-Jensen J, Price JR. Exercise therapy for chronic fatigue syndrome. 
Cochrane Database Syst Rev. 2017; 4: CD003200. 

11. Cvejic E, Birch RC, Vollmer-Conna U. Cognitive Dysfunction in Chronic Fatigue Syndrome: a Review 
of Recent Evidence. Curr Rheumatol Rep. 2016; 18(5): 24. 

12. McBride RL, Horsfield S, Sandler CX, Cassar J, Casson S, Cvejic E, et al. Cognitive remediation 
training improves performance in patients with chronic fatigue syndrome. Psychiatry Res. 2017; 
257: 400-5. 

13. Sandler CX, Hamilton BA, Horsfield SL, Bennett BK, Vollmer-Conna U, Tzarimas C, et al. Outcomes 
and predictors of response from an optimised, multidisciplinary intervention for chronic fatigue 
states. Intern Med J. 2016; 46(12): 1421-9. 

14. Hickie I, Davenport T, Wakefield D, Vollmer-Conna U, Cameron B, Vernon SD, et al. Post-infective 
and chronic fatigue syndromes precipitated by viral  and non-viral pathogens: prospective cohort 
study. Bmj. 2006; 333(7568): 575. 

15. Joustra ML, Janssens KA, Bultmann U, Rosmalen JG. Functional limitations in functional somatic 
syndromes and well-defined medical diseases. Results from the general population cohort 
LifeLines. J Psychosom Res. 2015; 79(2): 94-9. 

 

FOI 24/25-0247

Page 133 of 335

s47F - personal privacy

s47F - personal privacy

s47F - personal privacy

s47F - personal privacy

s47F - personal privacys47F - personal privacy

s47F - personal privacy



MD FRACP 

Professor of Medicine 

Consultant Infectious Diseases Physician 

Provider No:  

All Correspondence to Private Consulting Rooms: 

 

Appointments:  

Tel:    Fax:   

Email:  

 

 

 
Professor of Medicine 
 

FOI 24/25-0247

Page 134 of 335

s47F - personal privacy

s47F - personal privacy

s47F - personal privacy

s47F - personal privacy

s47F - personal privacy

s47F - personal privacys47F - personal privacy

s47F - personal privacy

s47F - personal privacy



Professor  
MB BS PhD (Medicine) FAFRM (RACP) 
Consultant Physician in Rehabilitation Medicine 

18 January 2018 

Ms Wendy  
Acting Director  
Technical Advisory Team- Operational Guidance 
NDIA 

Dear Ms  

Request for expert information and advice - fibromyalgia 

Thank you for your request, dated 22 December 2017, that I provide information and advice regarding 
fibromyalgia to the National Disability Insurance Agency (NDIA). This is a revised report that has been 
prepared after consideration of additional materials. 

I note the “issues to consider” that you outlined. These, and my responses, are shown below. 

This report is based on a review of the scientific literature. I conducted a systematic review and meta-
synthesis to update the systematic review of Clauw (2014). The database, Medline, was searched using 
the terms “fibromyalgia” and “meta-analysis” from 2014 to current. This was to bring the search 
strategy of Clauw (2014) up to date. 

My responses are: 

1. What is the aetiology of fibromyalgia?

Fibromyalgia is a condition of generalized body pain without a known cause or cure (Fitzcharles et al 
2013). Its aetiology is therefore unknown. It is hypothesised that certain people are more likely to 
experience chronic widespread pain. This is due to a combination of environmental and genetic 
influences (Clauw et al 2014). It is definitely more prevalent in women and men in a ratio of 2:1 (Clauw 
2014). 

2. What is the impairment, if any?

You have advised that "impairment" has been interpreted in this context to mean a loss of, or damage 
to, a physical, sensory or mental function – see Mulligan and NDIA [2014] AATA 374. This decision states 
that the words “disability” and “impairment” are not defined in the NDIS Act or Rules. It then goes on to 
state “Impairment commonly refers to a loss of, or damage to, a physical, sensory or mental function”.  

The central component of fibromyalgia is generalised pain. Pain is a sensory function. This is supported 
by the International Association for the Study of Pain’s definition of pain as “An unpleasant sensory and 
emotional experience associated with actual or potential tissue damage, or described in terms of such 
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damage (IASP 2017). The World Health Organisation’s International Classification of Functioning, 
Disability and Health (ICF) defines generalized pain in similar terms “b2800 Generalized pain - Sensation 
of unpleasant feeling indicating potential or actual damage to some body structure felt all over, or 
throughout the body.” (WHO 2017) . 

Whether long standing generalized pain is seen as an impairment is open to conjecture. Taking the 
definition of impairment listed in the Mulligan decision there needs to be a loss or damage to a sensory 
function. It is not possible to detect damage to the body in people with fibromyalgia (Fitzcharles et al 
2013). On this basis there is not loss or damage and thus there is no impairment.  
 
The IASP and ICF definitions emphasise pain as a subjective experience that is associated with potential 
or actual tissue damage. Pain is classified as an abnormality of body function in the ICF (and thus is an 
impairment in the terms of that classification) but, in the context of the NDIS, it cannot be seen as an 
impairment given the requirement for actual tissue damage because this is not present in fibromyalgia. 
 
While pain is the most important symptom in fibromyalgia, others “such as fatigue, nonrefreshed sleep, 
mood disturbance and cognitive impairment are common, but not universal” (Macfarlane et al 2017). 
These are also symptoms and are not associated with actual tissue damage. 
  
3. What medical and allied health specialties are involved in: a) Diagnosis; and b) Treatment of this 
condition?  
 
The recent clinical guidelines (Macfarlane et al 2017, Fitzcharles et al 2013) suggest that a definitive 
diagnosis of fibromyalgia, based on standardized criteria (Clauw 2014) should be made in primary 
medical care with a minimum of investigations. The most effective treatment is exercise, and health 
professionals involved with provision of exercise programs can be involved. Other allied health 
specialties may be involved in treatment, particularly psychologists if there are associated mental health 
conditions (Macfarlane et al 2017). 
 
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.  
 
There are a variety of treatment options that are available. None of the Guidelines provide a measure of 
“likelihood of success of treatment” because this will be highly dependent on the group of people with 
fibromyalgia who are treated. Some groups of people with fibromyalgia, for example those assessed in 
primary medical care, will have substantially better responses to treatment than others, for example 
people assessed and treated by medical specialists or in specific settings, for example pain clinics. 
 
The strength of evidence of effectiveness (GRADE) is the best approach to assessing the effectiveness of 
treatment. Using this method the recommendations are: 
 
There is strong evidence of effectiveness for aerobic or strengthening exercise in the treatment of 
fibromyalgia. Weak evidence supports the use of non pharmacological treatments which are cognitive 
behavioural therapy, multicomponent therapies, defined physical therapies (hydrotherapy and 
acupuncture), meditative movement therapies (qigong, yoga, tai chi) and mindfulness-based stress 
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reduction. Weak evidence also supports the use of pharmacological treatments which are amitriptyline 
(in low dose), duloxetine, tramadol and pregabalin (MacFarlane et al 2017).   
 
5. If this condition results from an impairment, what is the likelihood that this impairment will be 
permanent?  
 
It is noted that impairment is, or is likely to be, permanent only if there are no known, available and 
appropriate evidence based treatments that would be likely to remedy (i.e. cure or substantially relieve) 
the impairment – as shown in Rule 5.4 of the Rules. 
 
Fibromyalgia cannot be regarded as permanent because it is responsive to treatment (see above) and is 
likely to vary in intensity at different times due to a variety of factors.  
 
A well conducted study has shown that most people continue to experience symptoms over a long 
period but approximately 25% improved in the long term (Walitt et al 2011). However, severity 
worsened in about 40%. Thus there is considerable variability in prognosis and responses to treatment. 
It should be noted that this study was conducted in patients of American rheumatologists and may 
represent a cohort of people with more severe fibromyalgia than those treated in primary healthcare 
settings. 
  
Fibromyalgia cannot be considered permanent in the same way as many health conditions, because the 
underlying impairment is pain and this varies considerably over time and in response to treatments and 
life situations. 
 
6. Are individuals suffering this condition likely to require lifelong support? If so, what types of supports 
are likely to be required?  
 
Fibromyalgia is a form of chronic pain (that is pain that is present for more than three months of the 
previous six months). Chronic pain affects about 20% of the Australian population (Blyth et al 2001). 
Clearly almost all people with chronic pain do not require lifelong support. 
 
Specifically, people with fibromyalgia do not require lifelong support and, indeed provision of this 
support is likely to be harmful to them. Fitzcharles et al (2013) summarise a fundamental component of 
assisting people with fibromyalgia as “the requirement that the health community focus toward 
maintaining and improving function of patients, with a call to temper the culture of disablement and 
medicalization that has become evident in recent years”. While pain may interfere with daily activities 
to some extent the presence of pain is not a reason to avoid specific activities. 
 
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?  
 
These are all treatments that have some evidence of effectiveness. Therefore they are likely to reduce 
the functional impact of fibromyalgia.  
 
Contemporary clinical guidelines (Macfarlane et al 2017) recommend an approach of assessment and 
diagnosis in the setting of primary healthcare. If the diagnosis is established, patient education and 
provision of an information sheet is recommended. If that is insufficient, physical therapy with 
“individualized graded physical exercise” is the next step. If further treatment is required, the 
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