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May 12th was Fibromyalgia Awareness Day. The National Fibromyalgia Association (www.fmaware.org) facilitates events throughout the U.S. to improve awareness and understanding of FMS. This year's theme is "But you don't look sick!" The invisible pain of fibromyalgia. Most individuals with FMS know the feeling that people who cannot see your pain might not believe your pain is real.


 You can participate in the Awareness Day objective of educating people about FMS by sharing this month's Fibromyalgia Support Group Newsletter with someone.
History of Fibromyalgia

Diffuse pain was originally referred to nonspecifically as 'rheumatism.' Descriptions of FMS-like patients are first documented in the 1600's. In the early 1800's, doctors started to distinguish between joint pain and muscular pain and, in 1815, a Scottish physician described tender nodules in muscles; he believed these nodules were inflamed. An American surgeon first described a condition with widespread pain, fatigue, and psychological disturbance in 1880; he named this condition 'neurasthenia.' 

The name 'fibrositis' was first used in 1904 to describe a condition with widespread pain, fatigue, poor sleep, symptoms aggravated by cold weather or muscle strain, and sensitivity to mechanical pressure. When specific regions of the body were involved, the condition was called 'myofascial pain syndrome'. The relationship between the trigger points of myofascial pain and the tender points of FMS remains controversial. 
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The first study showing a relationship between sleep disturbance and FMS came out in 1975: people with fibrositis failed to get stage 4, or restorative sleep.


The term 'fibromyalgia' was first used in 1976, but became more commonly used after a 1981 paper describing the symptoms of FMS. This word is derived from the Latin roots fibro (fibrous tissue), my (muscles), al (pain), and gia (condition of). This name is also somewhat misleading, because we now believe that FMS does not actually affect muscles. 
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In 1987 the American Medical Association FMS as a legitimate diagnosis and source of pain; in 1990 the American College of Rheumatology also accepted FMS as a legitimate pain condition. Since then, the National Institutes of Health (NIH), and the World Health Organization (WHO) have also accepted fibromyalgia as a legitimate clinical condition. In 1991, a study showed that the 18 tender points were the best way to identify people with FMS for research purposes; use of the tender points for diagnosis remains controversial. Recently, a blood test involving antipolymer antibodies has been developed; this blood test is not yet widely available, and only 50% of patients with FMS have these antibodies.

Research showing that FMS involves neither inflammation nor muscle came out in 1989, and encouraged researchers to look at the role of the central nervous system (CNS) in FMS pain. Studies describing a condition called 'central sensitization,' where the CNS becomes hyper-reactive. Physical changes have been shown to include: low serotonin levels, increased nerve growth factor, and the elevated substance P levels – all changes that affect sensitivity to pain. Central sensitization has since been associated with other conditions such as migraine, irritable bowel, chronic fatigue syndrome, myofascial pain syndrome, restless legs syndrome, primary dysmenorrhea, and temporomandibular  joint disorder.

FMS is also associated with psychological problems, such as trouble concentrating ('fibrofog'), confusion, and forgetfulness. This means that people with FMS have to work harder than healthy individuals to memorize or think – adding to the feelings of fatigue.
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Other physiological abnormalities include dysfunction of the hypothalamic-pituitary-adrenal axis, which regulates adaptation to stress. As a result, people with FMS have stronger-than-usual responses to physical or emotional stress.

FMS affects about 2% of the US population (8:1 women to men) – 3-6 million Americans. It is not unique to the US and has been reported world-wide. There is no known cause, although there appears to be both a genetic predisposition and a variety of physical and psychological triggers that combine to overwhelm the nervous system of vulnerable individuals. People with FMS see an average of 15 physicians over a period of 5 years before being given a correct diagnosis. It is not a progressive disorder, though people often limit their activity and therefore become increasingly deconditioned and weak, with increasingly limited ability to perform basic life activities without pain.

Information for this overview was obtained from a variety of sources, including: 
· "A Brief History of Fibromyalgia" by Muhammad Yunus, MD, in the Fibromyalgia Aware Special Conference Editions, 2006. 

· eMedicine at www.emedicine.com/pmr/topic47.htm 
Participate in Fibromyalgia Research

A Group of Clarkson University Masters of Physical Therapy students, supervised by Leslie Russek, PT, PhD, OCS will be conducting a research project this summer, between June 5th and June 29th.  The study will look at the impact of training in Alexander Technique (AT) on people who have FMS.  We are looking for volunteers to participate in the 4 week long study that will involve attending group AT sessions 2x/wk and independent journaling 3x/wk to record your experiences and reactions to learning AT.  Classes will take place Monday and Thursday evenings (exact times to be determined) for 1.5 hrs. The participation criteria are:
In order to participate, you must meet these requirements:

· Physician's diagnosis of Fibromyalgia for more than one year

· [image: image9.wmf]Able to commit to attending all sessions (barring unexpected emergency) 

· Able to sit, stand, walk independently, and participate in group session lasting for one hour

· Willing to complete journal entries 3x/week 

· 18 years or older

· Not planning a major change in regimen of care during the 4 weeks of the study

You may not participate if you have:

· Taken individual Alexander Technique Lessons within last 5 years

· Significant medical diagnoses such as cancer, diabetes, complex regional pain syndrome, cardiac, or pulmonary diseases.
Please contact Dr. Leslie Russek at (315)268-3761 (Lnrussek@clarkson.edu) or Susan Pierce at (315)344-7344 if you are interested in participating or would like more information.

May Potsdam Meeting: 


The Potsdam Fibromyalgia Support Group’s Thursday, May 25th meeting is an Open Discussion – What are you looking forward to this summer? The group meets at 6:30 in Clarkson Hall at 59 Main St. For more info, contact Canton-Potsdam Hospital Physical Therapy Department at 261-5460 or email Lnrussek@clarkson.edu.
June Massena Meeting: 


The Massena Fibromyalgia Support Group’s Tuesday, June 13th meeting will be an Open Discussion: the Emotional Aspects of FMS. The group will meet at 6:30 at Massena Memorial Hospital. For more information, contact facilitator Maxine Dodge, at 769-5778 or maxinesbeach@wmconnect.com. 

Taking Charge of Fibromyalgia Book
By Rosalie Devonshire. The Potsdam and Massena Support groups are placing a bulk order at a special discount of about $12-13 each (includes shipping) – about half the bookstore price. If you are interested in joining in this order, contact either support group leader (Leslie at Lnrussek@clarkson.edu or 268-3761 OR Maxine at 769-5778). More information about the book at: www.fibrobook.com.
This newsletter is a joint effort of Clarkson University and Canton-Potsdam Hospital. If you would prefer to receive these newsletters electronically, please send your email address to gilberta@clarkson.edu. You can access current and previous Potsdam Fibromyalgia Support Group Newsletters on our web site: www.people.clarkson.edu/~lnrussek/FMSG.           [image: image1.png]
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