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Background and Objectives 

Many Australians living with Myalgic Encephalomyelitis/Chronic Fatigue Syndrome (ME/CFS) and 

Fibromyalgia (FMS) face challenges accessing disability support due to underestimations of their 

disability levels.  

This pilot study describes the disability levels of participants attending an Australian 

ME/CFS/Fibromyalgia patient education program conducted during 2022. It utilises established 

assessment tools, such as the Bell’s Disability Scale, Bateman Upright Hours/Good and Bad days, and 

the Fibromyalgia Impact Questionnaire. 

Methods  

A Self-reporting survey was distributed to 30. Of these, 27 provided responses. Participants reported 

their diagnoses, symptom levels, disability levels, and daily activity hours. Data analysis was 

conducted using MailChimp and Excel. 

Results  

Diagnosis: Among the respondents, 34.4% had 

diagnoses of both ME/CFS and Fibromyalgia. Of 

those with ME/CFS, 61% also had Fibromyalgia, 

while 44% of those with Fibromyalgia also had 

ME/CFS.  

Illness Burden, Symptom Impact: Participants rated 

the severity of selected symptoms, using a scale 

from 1-10 (10 = most severe). 

All symptoms received ratings of 6 or higher, with 

sleep disturbances rated most severe at 8.  

Bell’s Disability Scale: The survey used the Bell's 

Scale to assess the participants' ability to engage in daily activities. The majority (88.8%) reported 

having less than 5 hours of daily activity, with 1 person bedridden (less than 1 hour /day).  

Levels of disability measured by Bateman’s Hours Upright Activity (HUA): On Good Days, 51.8% 

respondents reported HUA as 6 or less hours, with 18.5% of those having less than 4 hours and 3.7% 

bedridden. On Bad Days, those reporting 6 hours or less rose to 77.7%, with 59.2% of those having 

less than 4 hours, and 14.8% being bedridden. 

  

Symptom Mean Score 

Pain 6 

Energy 7 

Sleep quality 8 

Memory difficulties 7 

Stiffness 6 

Cognitive Difficulties 7 

Mean 6.8 
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Discussion and Conclusions 

ME/CFS and Fibromyalgia significantly affect individuals' disability levels and their daily functioning. 

(Bell score (88.8% <5 hours), HUA Good (51.8 % <7 hrs) and Bad Days (77.8% <7).  Participants also 

reported significant impact (mean 6.8) from selected ME/CFS symptoms, signifying a high burden of 

illness.  

These disability levels would typically disqualify individuals from employment and emphasizes their 

need to access appropriate disability services.  

The dual diagnoses (34.4%) of ME/CFS and Fibromyalgia is noteworthy, with 61% of ME/CFS 

participants also having a diagnosis of Fibromyalgia which would exclude them from many research 

projects. 

The participants in this pilot study are representative of our clients, Australians who face difficulties 

in accessing welfare benefits and disability services (NDIS). Many of them are also struggling with 

basic medical care because they are on GP waiting lists. 

Given the high levels of disability and the impact of these illnesses, there is an urgent need for 

Australian Government programs to establish effective measures that can be utilised in clinical 

settings, particularly in General Practice, to provide documentation to Centrelink and NDIS.  

We recommend funding for a more extensive clinical-based study to validate disability assessments 

for use in GP settings.  

Additionally, these findings underscore the necessity of establishing clinic/s to provide reliable 

assessments and ongoing medical and rehabilitation care for the 1 million Australians affected by 

ME/CFS and Fibromyalgia. 
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