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Our charity covers Myalgic Encephalomyelitis/Chronic Fatigue Syndrome (ME/CFS). We are a low-cost
group, run by volunteers: this is our busiest time of the year being our awareness month. So unfortunately
we do not have the resources to give as detailed a submission as we would like, but we thought we would
raise some issues.

A lot if not most supplements do not have patents attached to them. This means there is not the incentive for
pharmaceutical companies to invest millions or more in clinical trials as another company can sell the
product without having had to pay for the research, so could offer it at a lower price. This means that the
evidence base for supplements is not as strong as it is for some drugs. However, that doesn't mean that
supplements are necessarily inferior to drugs: it's basically not a fair competition. When there is evidence
regarding supplements, trials tend to have to be quite small as they are often done with small budgets.

A number of studies have found benefit for some supplements with ME/CFS (1-10). We have appended a
list below of some studies, but do not claim it is a definitive list. This does not necessarily mean we
recommend them, but raises the possibility that they may be of benefit.

There are few large clinical trials into ME/CFS specifically except for behavioural interventions. This
means there are very few evidence-based therapies. Patients and clinicians are then faced with a difficult
“choice: what do they do after reading about a supplement that has shown some benefit in one or more trials?
" The likelihood is that there will be no definitive research on this in the short to medium term, but patients'
lives are passing by and they can be struggling with many debilitating symptoms.

ME/CFS puts a huge strain on people's financial situation (11-15). Many are forced to give up work while
others have to reduce the number of hours they work. This means that any extra taxes could mean they
would not be able to avail of some supplements. From a financial point of view, if a supplement is helping a

_patient, it could in some circumstances have a financial benefit to society. For example, the person may be
able to be more economically productive. Alternatively they may not need as much formal or informal
social care. They may take fewer other drugs that are paid for by health systems and generally cost health
“systems less. Also, even if a supplement does not have a direct economic benefit, it is usually recognised in
cost-benefit analyses, that improving health related quality of life is a worthy aim in itself for society and
health systems. In some circumstances, supplements could be improving quality of life. Studies have found

that health-related quality of life (and similar measures) is on average quite badly affected in people with
ME/CFS (16-20).

Even when a supplement has not been found to be useful to specifically address ME/CFS symptoms, it
could be useful for specific individuals with the condition. For example, some people with ME/CFS may
‘not be able to get sufficient vitamin D from sunlight due to light sensitivity, mobility impairments and/or
heat intolerance. Supplementing with vitamin D could help prevent bone loss, even though a clinical trial
trial did not find benefit with regard to fatigue (21,22). Some people with ME/CFS could have difficulty
maintaining a fully balanced diet due to food intolerances and/or difficulties with food preparation.
Supplementing with particular vitamins and minerals could be justified in some cases.
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