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From time to time the health care system develops blind spots. It did so with Autism, ascribing it to poor
mothering rather than accepting it as a health condition. It did so with Multiple Sclerosis, ascribing it to hysteria
rather than accepting it as a health condition. And it has done so with Myalgic Encephalomelitis (ME). Thirty
years ago, ME was given the trivializing name Chronic Fatigue Syndrome. Shortly thereafter ME was ascribed
to being out of shape and being afraid of exercise. In other words, ME was considered to be inconsequential and
the patient's fault rather than a health condition.

The idea that the patient is to blame for ME has finally been rejected internationally. Science is showing ME to
be a chronic multi-system disease which includes impairment of the aerobic energy production cycle, meaning
that people cannot generate the energy they need. Pushing oneself makes symptoms worse, leading the top US
medical organization to refer to ME as Systemic Exertion Intolerance Disease.

The lack of recognition, respect, services and research for ME has had a devastating effect. The ME community -
over half a million Canadians at last count - is dealing with poor health, poverty, food insecurity, social isolation
and suicidal thoughts. ME occurs more frequently in women than men, which is likely a factor in its troubled
history. ME occurs at all ages including young people, but it disproportionately affects people at the time of life
when they would be raising families and active in the workforce. The burden of disease for ME is substantial, a
little higher than the burden of disease for autism or MS according to a US study.

Canadian society and the economy are paying a very high price by ignoring ME. Government leadership and
funding are needed to overcome the lack of recognition, respect, services and research. We recommend that the
government aggressively pursue three parallel activities and that funding for these be included in the 2019/20
budget:

Fill the research void: CIHR has allocated $800M+ to 6,000+ research studies this fiscal year and not one of
the study descriptions even mentions ME. Government needs to commit to substantial, dedicated, long-term
funding to entice researchers into this area so that research into cause and treatment can take place.

Fill the gap in health services: A government priority is ensuring that Canadians have access to appropriate and
effective health services. When ME is included on the Canadian Community Health Survey, it almost always has
the highest rate of unmet health care needs among the chronic health conditions surveyed. Action is needed to
address these unmet needs.

Raise_awareness: Action is needed to overcome the widespread stigma and misrepresentation that surrounds
ME. Awareness is needed among health professionals so that they recognize cases and give patients sound
advice. Awareness is needed among social support providers since supports like income replacement or home
care are key to allowing people to look after their health. Awareness is needed among employers, schools, family
members, colleagues and the public so that patients are understood and not pushed or isolated.

Note: Fibromyalgia is another neglected area in the health care system. FM frequently overlaps with ME. Many
of the initiatives taken to address ME issues could apply to FM as well.

November 2018



