ME/CFS Australia (Victoria) Submission to Strategic Review of Health and Medical Research
Thank you for the opportunity to comment on the Strategic Review of Health and Medical Research.
We welcome the emphasis of the current review on chronic illness and associated burden of disease.
Myalgic Encephalomyelitis/Chronic Fatigue Syndrome (ME/CFS) is a severely debilitating and poorly
understood chronic illness that strikes people young and lasts for years or decades. It is
conservatively believed to affect over 100,000 Australians and the associated burden of disease is
consequently high.1,2 The illness is classed by the World Health Organisation (WHO) as a
neurological condition, and it is known to be triggered by infection.3,4 The economic costs in Australia
are estimated at approximately $4 billion dollars annually.5
Much ignorance and prejudice surrounds ME/CFS and who have it. This continues to be a significant
barrier to quality biomedical research and medical treatment.
ME/CFS Australia (Victoria) makes the following input:
Why is it in Australia’s interest to have a viable, internationally competitive health and medical research sector?
ToR 1. A viable, internationally competitive health and medical research sector is vital to the quality
of life for Australians due to its relationship with medical care and consequent reduction in
burden of disease.
We highlight that both the personal and economic costs of chronic illness are so high that
even modest medical progress would bring significant returns, likely to be well beyond the
medical research costs. For example, most people with ME/CFS are unable to maintain full
time employment, 20%-40% are unable to work at all, and the costs to personal and family
life are incalculable.6,7,8,9 If only a proportion of such people could be returned to good
health, the economic and personal benefits would be huge.

How might health and medical research be best managed and funded in Australia?
ToR 2. ME/CFS Australia (Victoria) supports an increase in both Federal and State government
investment in health and medical research. Whilst we understand the need for well
coordinated national research, we also support the maintenance of multiple channels of
funding, including philanthropic organisations and different levels of government. The
availability of multiple sources of funding may lead to a more diverse approach in medical
research, which we consider important.
ToR 7. ME/CFS Australia (Victoria) strongly supports the enhancement of community and consumer
participation in medical research. Community involvement is one way of ensuring that
scientific research is balanced to account for consumer concerns and derives maximum
public support and benefit from funding investments. In the case of ME/CFS, it would help
improve trust between patients and the scientific/medical professions, which on some
occasions has been lacking.

What are the health and medical research strategic directions and priorities and how might we meet
them?
ToR 12. ME/CFS Australia (Victoria) strongly supports greater consideration of the nation’s burden of
disease profile in identifying research priorities, particularly in cases where there is a very low
existing level of research and a comparatively high disease burden. The negligible level of
ME/CFS research in Australia has resulted in a higher disparity between medical research
and burden of disease for ME/CFS than for almost any other chronic illness.2,10 We highlight
the following points:
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1) The current ‘operating model’ for public health research, which relies mostly on patient
groups to raise the profile of their illness, and to facilitate early studies to develop scientific
capacity, has inherent weaknesses from a public policy perspective. Importantly, the nature
of an illness greatly affects the ability of those affected to do this. In the case of ME/CFS,
people are severely disabled from the outset and they face much ignorance and
discrimination. Until now, mental illness has faced similar barriers. Reportedly, some
cancers with high survival rates may be over funded at the expense of others where, with
higher death rates, not many people are left to fight.11 In short, if people are ‘too sick’, ‘too
dead’ or ‘too stigmatised’, their ability to effectively advocate for and facilitate medical
research may be limited.
Thus, we see the need for mechanisms within the health and medical research sector to
identify the most overlooked illnesses, with little research and a relatively high burden of
disease, and to more actively facilitate and encourage scientific and medical interest in these
areas. For example:
 Assessment processes for research proposals could incorporate meaningful weighting to
proposals that address such areas of neglect.
 Methods for raising the profile of various illnesses to stimulate interest within the scientific
and medical communities should be developed/improved. For example, convey areas of
high unmet research needs to scientists, better education and addressing areas of major
ignorance.
 Expanding the criteria for targeted calls for research.
 Provision of small scale seed/pilot funding to smaller studies to build capacity in these
areas of research.
2) In relation to burden of disease and fundamental scientific research, the 1998 Wills review
states, “Australia is a small part of the global research community and fine-tuning the content
of fundamental research would achieve little compared with concentrating on fields where
Australia can be world leading.”12
We point out that fields where Australia is ‘world leading’ and areas of disease burden are
not mutually exclusive. For example, the NHMRC Zerhouni international review states that
Australia’s research strengths include the fields of Immunology, Neuroscience, Infectious
Disease and Cancer.13 The first three of these are almost certainly relevant to ME/CFS,
which is classified by the WHO as a neurological illness3, and it is also known to be triggered
by infection.4 ME/CFS may also be a risk factor for cancer.14 Australia is therefore uniquely
placed to make an international contribution in fundamental research for ME/CFS, an area
neglected globally. Yet, as stated above, the extremely low level of research into ME/CFS is
extraordinary, given it’s high burden of disease.
We therefore advocate that priorities within Australia’s areas of fundamental research
expertise should give far greater consideration to ‘closing the gap’ between chronic illnesses
with a relatively high disease burden and extremely low levels of medical research.
Mechanisms such as those suggested in point one would be helpful in this respect.
Notably, the Wills review recommended that burden of disease be a significant driver of
‘priority driven research’.12 We support the further implementation of this recommendation.
3) Reading the assessment processes for NHMRC project grants (attachment 1), it appears
this process does not give sufficient weight to potential outcomes for patients. 15 The degree
of emphasis on scientific status seems misguided by comparison.
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We propose that potentially significant outcomes for patient health ought to be a criteria
under the category “Significance of Expected Outcomes”, and that such criteria be given
sufficient weighting to affect assessments. We appreciate that it is often not possible to
forecast the impact of scientific study on patient health, but would argue that in some cases
the potential may be very clear, and this ought to be recognised and expedited. We support
general advances in scientific knowledge and recognise the contribution of such basic
science toward patient outcomes, but note that the process already provides a high level of
support in this area.
Conversley, we suggest that matters of scientific status, such as potential invitations to plenary
presentations, should not be considered under “Significance of Expected Outcome” (attachment
1). Matters of scientific recognition are already covered extensively under “Track Record”.
Whilst we understand the importance of track record in demonstrating competence and
ability, we are concerned that the degree of emphasis on scientific reputation may create a
dynamic where it is difficult for other scientists with new or alternative ideas to achieve
success in the funding process.
ToR 13. We note that research into ME/CFS is neglected on a global basis. Given Australia’s areas
of research expertise, Australian researchers are ideally positioned to make further
international contributions of significance in this area.

How can we optimise translation of health and medical research into better health and wellbeing?
ToR 8. ME/CFS Australia (Victoria) supports better translation of scientific knowledge into medical
practice for ME/CFS patients, particularly given the ignorance patients commonly face within
the medical profession.
Discussions of translational research seem, for obvious reasons, focused on the role of
practical translation of existing research knowledge into better treatment for patients.
We highlight that better health and wellbeing of patients can also be better served by the
orientation of some biomedical/clinical research more directly towards the aetiology and
treatment of specific illnesses and patient outcomes. This is particularly important for
illnesses where there is no cure or very effective treatments, and thus less to be gained from
research to practice translation. For example, excellent Australian research has shown that
a number of infectious illnesses can trigger ME/CFS in a small but significant percentage of
patients.4 One would think that this might have led to investigations of a range of early
intervention strategies in the acute phase to prevent onset of ME/CFS. Instead, much
medical research continues to focus on descriptive research of downstream symptoms,
fatigue in people without ME/CFS, symptom management techniques, predisposing factors,
all of which have led to little in the way of effective prevention or treatment.
Additionally, it is important that there is more effective follow up of initial promising research
findings.

ToR 9. The new Australian Health Survey currently being undertaken by the Australian Bureau of
Statistics (ABS) should include a sufficient sample size to identify illnesses at the level of
WHO ICD codes. The survey could potentially provide much unanticipated health
information on various illnesses. For example, the use of pedometers for measuring activity
levels in this survey would likely be very relevant to ME/CFS research where self reporting of
activity is usually subjective.
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