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Documentary on Fibromyalgia

Fibromyalgia has for so long been a hidden disease. For decades, doctors have argued about whether it really exists. Even now, many people do not understand what FMS is or what having FMS is like. Fibromyalgia has finally made it into the mainstream media, however, with the first feature-length documentary movie about it.

Following is a summary of the movie, from the website, (http://www.livingwithfm.com): 
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(picture, above, from http://fmaware.org)
Fibromyalgia Awareness Day 2007

In celebration of Fibromyalgia Awareness Day, the Potsdam Fibromyalgia Support group is sponsoring a free viewing of the movie “Living With Fibromyalgia.” Friends and family are encouraged to attend. The film will be shown on Saturday, May 12th (Awareness Day) at 2 pm in the 1st floor amphitheater of Clarkson Hall.

The screening is part of the “Focus on Fibromyalgia” campaign for National Fibromyalgia Awareness Day, launched earlier this year by the National Fibromyalgia Association (NFA). The NFA has partnered with Trillusion Media, makers of “Living with Fibromyalgia,” to coordinate screenings of the film across the country to commemorate National Fibromyalgia Awareness Day on May 12, 2007.

“We believe this exciting campaign will bring people together from all over the country to focus on fibromyalgia in a whole new way,” says Lynne Matallana, president and founder of the National Fibromyalgia Association. “Our society places a lot of importance on what we see on the big screen, and thanks to this film and its makers, Trillusion Media, we hope that this campaign will bring the issue of fibromyalgia to a whole new level.”

This documentary provides an excellent way for family, friends and co-workers to better understand this complex disorder. It also provides a starting point for people to talk about what it means to have FMS, as well as what it means to have a relative, friend or co-worker with FMS. Join us May 12th! 

May Massena Meeting: 


The Massena Fibromyalgia Support Group will meet at Massena Memorial Hospital Tuesday, May 8th at 6:30 pm. To honor Fibromyalgia Awareness Day, the discussion topic will be: “Bring a friend, family member, or co-worker to learn about fibromyalgia.”  For more information, contact facilitator Maxine Dodge, at 769-5778 or maxinesbeach@wmconnect.com. Note that the Massena meeting is returning to its normal 2nd Tuesday evening time.
April Potsdam Meeting: 


The Potsdam Fibromyalgia Support Group March meeting will be Thursday, April 26th 4-5 pm. The Clarkson Physical Therapy graduate students will present findings from their research exploring the experiences of women with fibromyalgia learning Alexander Technique. Participants described three ways of thinking about their experiences: (1) body awareness, (2) control, and (3) mind-body connection. Come learn more about these findings, straight from the researchers. The meeting is 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. 
Cervical Myelopathy & FMS 
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Cervical myelopathy is a condition in which the vertebrae or discs in the neck press on the spinal cord passing through the neck: a narrowing of the central space (dark area in the diagram to the right). Symptoms may include neck and/or arm pain, weakness, or leg weakness. People may have weakness, stiffness, numbness or clumsiness in the arms, leading to difficulty buttoning buttons, turning doorknobs or opening jars. The legs may be weak and uncoordinated, leading to balance problems, clumsiness, falling, or need to use a cane or walker. (The diagram above is from: www.niams.nih.gov/hi/topics/spinalstenosis). 
According to a recent research publication (Heffez et al. Treatment of cervical myelopathy in patients with the fibromyalgia syndrome: outcomes and implications. Eur Spine J. 2007, Apr 11) “The surgical treatment of cervical myelopathy due to spinal cord or caudal brainstem compression in patients carrying the diagnosis of fibromyalgia can result in a significant improvement in a wide array of symptoms usually attributed to fibromyalgia with attendant measurable improvements in the quality of life. We recommend detailed neurological and neuroradiological evaluation of patients with fibromyalgia in order to exclude compressive cervical myelopathy, a potentially treatable condition.” Translated: people with FMS who also have cervical myelopathy may get significantly better if the myelopathy is treated with surgery.
If you have symptoms similar to those described here, talk to your doctor about them. Your doctor can do a variety of tests to determine if you have cervical myelopathy. The quickest are reflex and sensation tests, which can be done right in the doctor’s office. MRI and CT scans are effective for confirming or ruling out cervical myelopathy. In some cases, your doctor may also suggest an electromyogram (EMG) to directly test nerve function.
Humor

Someone shared the following to give us a chuckle…

Remember, old folks are worth a fortune, with silver in their hair, gold in their teeth, stones in their kidneys, lead in their feet, and gas in their stomachs. 


I have become a little older since I saw you last and a few changes have come into my life since them. Frankly, I have become quite a frivolous old gal…


I am seeing 5 gentlemen a day, everyday. As soon as I wake up, Will Power helps me get out of bed; then I go to see John. Then Charlie Horse comes along and when he is here, he takes a lot of my time and attention. When he leaves, Arthur Itis comes and stays the rest of the day. He takes me from joint to joint. After such a busy day, I am tired and glad to go to bed with Ben Gay. What a life!!


P.S.: The Preacher came to see me the other day. He said at my age I should be thinking about the hereafter. I told him “Oh, I do all the time. No matter where I am in the parlor, upstairs, in the kitchen, or down in the basement, I ask myself ‘What am I here after?’”

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.          
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Synopsis


An honest, hopeful and highly practical resource for fibromyalgia patients and their families.��When the mysterious pain and debilitating fatigue plaguing a loved one is diagnosed as "fibromyalgia," the first reaction is usually relief at finally having a name for the pain followed by confusion as everyone scrambles to get information. What does a diagnosis of fibromyalgia mean? Is there hope that things will get better? ��Filmmakers Daneen Akers and Stephen Eyer asked these questions when Daneen's mother was diagnosed with fibromyalgia several years ago. After watching their family search for answers, they decided to make a film about their own journey for understanding and hope. They interviewed doctors, experts, and most importantly, Daneen's mom and other fibromyalgia patients from diverse backgrounds who share their own stories of learning to survive and even thrive with this illness. ��The result of over two years of interviews and research, Living With Fibromyalgia is the film they wish their family could have watched together when they first heard the word "fibromyalgia." 








