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What do you wish people knew about fibromyalgia? Some member of the support group are interested in putting together a booklet that describes the experience of FMS through essays, stories, poems, artwork, and anything we can think of. Before you say “not me,” consider how important it is to have a sense of achievement. You might not be able to remodel your house or dig ditches in your garden any more, but you can create something that will be of value to other people. Even if you don’t contribute to the project, thinking about what FMS means to you can be a worthwhile experience. 

Participants at the June Potsdam meeting discussed issues such as who the audience might be, who might contribute, what might go into it, and what some of the logistic challenges might be. Here is what we came up with; if you have any suggestions, please share them with Debbie Wells, who is coordinating the project. Debbie’s contact info is given at end of this article.
Audience

Our Support Group members
Other people with FMS, especially those in the North Country. Living in the North Country creates some special challenges for people with FMS, such as dealing with long winters, limited medical resources, etc. 
Family, friends, or co-workers who want to better understand FMS.

Health care professionals who might not understand what it is like to have FMS.

Anyone else?

Contributors

People with FMS: members of the Potsdam and Massena Support Groups.

Family members: spouses, siblings, children and any other family members are all encouraged to contribute. These people could express what it is like to love or live with someone who has FMS.

Friends: people who don’t have FMS, but who may have ‘lost someone’ to FMS or who have seen the effects of FMS on their friends.
Local health care providers could discuss the special challenges of working with a syndrome that has no definitive diagnostic test and no simple cure.

Who else? 
Types of Contributions


These can be anything from a few lines to a dozen pages. It may be text, visual, even musical if you can communicate it on paper. The goal is to make the project a positive expression of hope so, while some contributions will inevitably be sad or even painful, we want the overall project to be positive and hopeful. Types of contributions include:
Personal statements about what it is like to have FMS. These personal statements could address issues such as: 

· What it feels like to have FMS, physically or emotionally 

· How FMS has affected your life and your family

· How you cope with difficult times

· What it was like when you got diagnosed

· How you have changed since having FMS

· Pet peeves, such as people who give advice: “I read about this XXX that cures FMS. Have you tried it?” Where XXX can be anything from special water or herbal supplements to a bed or magnetic bracelet.

Poetry, either about FMS or about any of the experiences associated with FMS. It could be serious, short (like haiku), or silly (like limericks). 
Artwork: draw, paint or crayon what FMS is to you.

Jokes, particularly FMS jokes, funny stories, and maybe even puns.
Fiction: short stories or even just vignettes a few paragraphs long.

Advice columns with questions and answers. For example, how do you respond to the statement “You look good, today”? or what could a family member ask instead of “How are you feeling?” Anyone could send in a questions, and we could ask our members for their ideas about how to solve or resolve the question.
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Educational pieces about FMS, such as common symptoms, definitions of FMS and MPS (myofascial pain syndrome), etc.
Preferred resources, such as book reviews of favorite FMS books or web sites about FMS. 

What else?
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We came up with far more questions than answers about how to realize this project. If any of you have experience with this type of project, we would love your input!

How many will we print? We were thinking we would start with 50-100, mostly for our support group members, family members, and others we know. We could always print more later if the first printing is successful.

How would we print it? Home desktop publishing, or send it out?

How would we pay for the printing?

How much would it cost to buy? Should it just cover printing costs, or should we try to collect more to donate to an appropriate charity?

How would we distribute it? Local bookstores? Through this newsletter? Notices in doctors’ offices?
How will we organize and coordinate the process? Debbie will be working on this, but she will need help. Perhaps there would be meetings every few weeks to discuss ideas, brainstorm, answer advice columns, etc.

What would the title be?


This is an ambitious project, but contributing material and helping to pull it together could be an accomplishment to make us proud. If you have additional ideas or want to contribute (even if you think you have no skills, there will be ways you can help!), contact Debbie Wells at: 384-4582 or klw1@localnet.com. 
The Act of Creating
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The May-August edition of Fibromyalgia Aware has an article about the therapeutic benefits of doing crafts. One major benefit is feeling like you have accomplished something, even as simple as knit baby booties or a beaded necklace. These feelings of accomplishment are important when your fatigue and pain may limit other things you do. Starting a hobby allows you to learn something new that you are physically capable of doing. Some of the people interviewed in the article noted that the strength and endurance of their hands improved with these activities, and pain sometimes even decreased.
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Repetitive activities, such as knitting, needlework, and beading, also have a physiological benefit through relaxation. Apparently, participating in crafts can evoke a state of concentration similar to meditation.

Having a hobby is also beneficial because the activity can distract you from your pain, even if only for a little while. As you are engrossed in the activity, you forget about the pain and other stresses in your life. 


Starting a hobby can also give you a social network of new friends who enjoy this activity. Look for knitting groups or quilting circles in the area.


If you do decide to take up a craft hobby, remember to use good posture and, take frequent stretch breaks.
FMS Research Funding 


In 2007, NIH (the National Institute of Health) plans to spend $9 million on grants and research relating to FMS. That means that FMS does not make it into the top 12 list for research funding of medical disorders. On top of the list was heart disease, at $2,082 million, followed by diabetes at $1,035 million. Eleventh and twelfth on the list were lead poisoning and scleroderma, at $14 and $11 million, each. NIH expects to spend the same amount on research for FMS in 2008. These numbers are from the May-August edition of Fibromyalgia Aware.
July Potsdam Meeting: 

The Potsdam Fibromyalgia Support Group March meeting will be Thursday, July 26th 6:30 pm. The topic will be: “What do you wish people knew about FMS?” This will be a brainstorming session to discuss the types of works we want to include in the booklet described earlier in this newsletter. Even if you don’t want to contribute writings or artwork, please join the discussion about what you wish people understood about this mysterious disorder. 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. 

August Massena Meeting: 

The Massena Fibromyalgia Support Group will meet at Massena Memorial Hospital Tuesday, August 14th at 6:30 pm. The discussion topic will be: “How to talk with your doctor”  For more information, contact facilitator Maxine Dodge, at 769-5778 or maxinesbeach@wmconnect.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.          
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