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December 3, 2012

Canadian Pain Society
Suite 202 - 1143 Wentworth Street West

Oshawa, Ontario

L1J 8P7

Attn: Dr. Judy Watt-Watson, President
Re:
2012 Canadian Guidelines for the diagnosis and management of fibromyalgia syndrome
Dear Dr. Watt-Watson,

The MEFM Society of BC is a registered charity founded in 2004 to help and support people with Myalgic Encephalomyelitis / Chronic Fatigue Syndrome (ME/CFS) and Fibromyalgia (FM).  Some of our activities include:
· Providing information and support to patients and their families through our province-wide 1-800 Help and Information line;

· Providing community-based support to people and families through connection with province-wide support groups;

· Providing information and education to physicians, other medical professionals and the community through (i) our regular participation in health and public forums, including participating in UBC Doctor Patient and Society programs and the UBC Community Health Fair; (ii) the distribution of over 1,500 copies of the Health Canada  sponsored document FM Syndrome: Clinical Case Definition and Guidelines for Medical Practitioners; 
· Providing community/patient-based advice to a new province-initiated Complex Chronic Disease Clinic for people with ME, FM and Lyme Disease through our participation on the Community Advisory Committee.

We represent about 50,000 people in British Columbia living with FM as determined by the Statistics Canada 2010 Community Health Survey.  This Survey also indicated that people living with FM have the highest level of unmet health needs (31%) amongst the chronic diseases represented.   We hear from people every single day who have been diagnosed with FM or are searching for a confirmed diagnosis, and who require help and support with finding appropriate medical treatment and learning to understand and cope with their illness.  We struggle to provide people with names of physicians who are knowledgeable about these conditions, including specialists.  We hear from people everyday who are told by their physicians, both primary care doctors and specialists, that their illness is not taken seriously, that it is psychosomatic and that there is nothing that can be done to help them.  These people are often unable to work because of their illness.  They are often left with no access to income support or disability programs due to lack of medical recognition of their illness and disability.  We hear from people who face losing their jobs and  their homes and ultimately face being unable to support themselves or their families.
We applaud efforts to establish credible diagnostic criteria and treatment protocols for complex and difficult chronic illnesses like FM, in the hope of improving the delivery of care and the health outcomes of patients.   We have read the “2012 Canadian Guidelines for the diagnosis and management of fibromyalgia syndrome” [‘the Guidelines’] which your organization has endorsed and have, however, concluded that they will not address the shortfall in treatment being experienced by FM patients and may contribute to further harming an already vulnerable and marginalized group of patients, which we are sure is not an intended consequence.
Just a few of our observations include:

· FM is a serious, debilitating and life-altering illness which can have a devastating effect on people’s lives, affecting their ability to work and engage in everyday activities.  It is multi-systemic in its impact and chronic pain is just one of its debilitating symptoms.  It affects at least 439,000 Canadians, 31% of whom report unmet healthcare needs, 38% of whom need help with daily tasks, 13% of whom report food insecurity and 12% of whom report being permanently unable to work.  Surprisingly, the Guidelines make no mention of or recognize these potential impacts and therefore the Guidelines neglect to encourage physicians to assess the total burden of illness on the patient’s life across multiple domains.  This would assist not only in setting appropriate treatment goals in order to measure outcomes, but would validate the patient suffering and encourage a stronger patient-physician partnership in ongoing treatment.   
· The Guidelines state that referral to a specialist is not required for diagnosis or ongoing care of FM.  We find it particularly surprising that an entire patient group is being dismissed by the specialty of Rheumatology on the basis of diagnosis.  60% of patients with FM report co-morbid arthritis, including OA and RA.   Are we to assume that these patients are also no longer of interest to Rheumatologists either?  Eliminating a resident specialty will mean less interest in the illness, less research, and ultimately more stigma.   No access to specialists also leaves patients without medical/legal support for valid disability insurance claims or insurance company interventions like IMEs.  We fail to understand how this might help the vast number of people with FM who face food insecurity in the event of being disabled from work without access to income supports.  Specialist doctors, among other things, provide advice and guidance to family/general practitioners and the negative consequences of removing specialist support from such a debilitating chronic illness are immense.
· The Guidelines assume that family/general practitioners have the time, interest and knowledge to deal with the complexities of a multi-system debilitating illness like FM.   This is a false assumption that will cause serious harm to patients.  Currently in BC, for example, there exist no diagnostic or billing codes for treating FM as a complex disorder.  Even with billing codes, primary care physicians are often rare and unavailable for even the most basic of care and most have little or no knowledge of FM and less interest in treating it.  Again, the Guidelines leave the FM patient with very little hope or access to health care.
· The Guidelines may have the effect of perpetuating the false notion that FM is predominantly a psycho-social construct that is treated with Cognitive Behaviour Therapy and Graded Exercise Therapy to help a patient overcome their ‘catastrophizing’ behaviour and ‘fear of activity’.  We acknowledge that depression may sometimes occur with FM as a ‘reactive’ state to living with excruciating chronic disabling pain, stiffness, fatigue, sleep disorder and cognitive dysfunction, but it is not part of the primary diagnostic criteria for the illness.  These often misused treatments of CBT and GET can be harmful by pushing patients to engage in activity, exercise and work to the detriment of their health, even worsening the underlying condition and worsening the overall medical outcome.  We are also very disappointed that the Guidelines seem to perpetuate the misguided and harmful language that has for too long been associated with this patient group.  Language like symptoms are merely ‘bothersome’ and that patients have a tendency to ‘catastrophize‘ has no place in medical guidelines.  
We respectfully request that the Canadian Pain Society suspend its endorsement and postpone implementation of these Guidelines until these and others of our concerns can be discussed and overcome.  We would welcome an opportunity to review these concerns with you.  
Thank you for your attention.

Yours truly,

Susan MacLean

President

cc.
Margaret Parlor, President, MEFM Action Network


Dr. Alison Bested, Medical Director, Complex Chronic Disease Clinic, BC Women’s Hospital

Dr. David Patrick, Research Director, Complex Chronic Disease Clinic, BC Women’s Hospital











