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FibroFatigue: 


A Tiring Subject: According to research, up to 90% of people with FMS report moderate to severe fatigue. This fatigue can be constant or variable, and for some people the fatigue can be just as debilitating as the pain. Fatigue affects a person’s ability to work, take care of her family, or even engage in simple daily tasks. The unpredictability can make planning very difficult, as you never know how much energy you will have tomorrow.
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Causes: Fibromyalgia researchers are still investigating the causes of this extreme fatigue. Fatigue is in part due to the difficulty sleeping so many people with FMS report: being unable to fall asleep, sleeping very lightly, or suddenly awaking from very deep sleep. Many people are easily fatigued after physical exercise and mental exertion. This leads to a vicious circle in which fatigue leads to decreased activity, which leads to deconditioning, which makes people more fatigued with less activity. Chronic pain, itself, can be very draining and fatigue is seen to varying degrees in most types of chronic pain. Interpersonal stress also affects fatigue: negative interpersonal events increase fatigue; while positive interpersonal events can decrease fatigue, positive events lead to increased ‘rebound’ fatigue on the following day. 

The FMS-Chronic Fatigue Syndrome (CFS) spectrum: The symptoms of FMS and CFS overlap: FMS is often associated with fatigue and CFS is often associated with pain. People with FMS are 6-7 times more likely to be diagnosed with CFS than people who do not have FMS. Some people now believe that the two conditions are really two ends of a spectrum in which some people are more affected by the pain and others are more affected by the fatigue.

Effects of Fatigue: Fatigue and pain seem to operate in a vicious cycle. Pain makes sleeping difficult, leading to increased fatigue which, in turn, increases pain. Recent studies have shown that fatigue directly correlates with the amount of pain. For example, if you are feeling particularly tired one morning, you can expect to have an increased amount of FMS pain during the day. Aside from the physical impact of fatigue, there is also a great impact on the psychological well being of those suffering from fibromyalgia. Fatigue heightens stress and emotions, which in turn increases the amount of pain that is experienced

The fatigue of FMS also makes it difficult to exercise. Since exercise is necessary to both manage the pain and to retain function, decreased exercise can increase pain and decrease function. This leads to the deconditioning cycle noted above. 

Prevent, Plan, Pace, and Prioritize:

Prevent fatigue: There are no silver bullets, but there are a few things you can do to minimize fatigue. First, practice proper sleep hygiene: keep regular sleep hours; avoid caffeine and alcohol in the late afternoon and evening; get regular exercise (but not within 3 hours of bedtime); use your bed only for sleeping and intimacy; keep your bedroom dark, quiet, and cool; avoid heavy or spicy meals before bed; do relaxing activities, such as listening to soft music or taking a warm bath, to wind down before bed. Many FMS medications are intended to improve quality of sleep; if your medications are not working well for you, talk to your doctor. Since interpersonal stress also increases fatigue, try to resolve interpersonal issues rather than allowing them to drag on. Finally, eat well and stay hydrated.

Plan: Plan to do some activities that you enjoy each day, as we feel less fatigue doing things we enjoy. Organize your house for convenience: put things you often use within easy reach. Plan shopping trips so you can run several errands at once. Keep a bag of things that need to go upstairs and take the whole bag once rather than making multiple trips. 

Pace: Don’t try to do everything all at once. Be especially careful when you feel relatively good, as you will want to catch up on everything you haven’t done for a while – don’t overdo it! Take rest breaks during the day; don’t push yourself until you are exhausted. If you know that 30 minutes of housework will exhaust you, stop after 15 minutes and do something relaxing; you will be able to come back and do another 15 minutes without crashing. Alternate more physically demanding activities (e.g., housework) with sedentary activities (e.g., writing the grocery list). 

Prioritize: Make a list of everything you want to accomplish in a day, then decide what is most important and what you can do without. Either do the most important things first, or do the things you hate first (so you don’t stress over them all day). Decide what activities don’t need to be done at all, or as often. Delegate tasks to other people. Learn to say “no” – you don’t have to be everything to everyone. Make taking care of yourself a high priority.
New York State FMS Web Site: 
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The New York State CFIDS/FMS Association & Website  (NYSCFA, web address: www.nycfids.org) is a new web site whose objective is to unite people with FMS and/or chronic fatigue syndrome (CFIDS) across New York State. The web [image: image6.png]


site should serve as a clearinghouse for information such as where the nearest support group is and what medical professionals specialize in FMS. It will also provide a way to communicate with others who may be near you or elsewhere in NY, to exchange information or support. Although the official ‘opening’ of the web site is in May, you can visit the web site, see what it has to offer, and participate as it evolves. Its strength will depend on participation of individuals, such as you, who share your information and experiences. 


The organizer of the web site, Wil Fiacco, is also looking for someone from Northern New York to serve as the Regional Director. This should be someone who has computer access, likes working with other people, and has some spare time. It might be a great opportunity to network with other people with FMS, and a way to give to the FMS community.  You can contact Wil directly if you are interested: wilfiacco@msn.com
Dealing with Chemical Sensitivity:


People at the January Potsdam meeting discussed chemical sensitivity and came up with some ideas for how to deal with it. Since migraineurs and asthmatics can also be very sensitive to fragrances and odors, you may be doing someone else a favor by taking a stand.
· If you have family or friends who like wearing fragrances, suggest specific scents that don’t trigger you. 

· At work, run an air purifier near your desk.

· At restaurants, ask to be seated near the ventilation system.

· Submit information, announcements, or reminders to newsletters at your church, school, hospital, etc.. Briefly describe chemical sensitivity and remind people to be considerate about using fragrances. Some of these organizations have rules that limit use of fragrances, and people might simply need to be reminded.
· Inform management at organizations that have policies (such as a hospital or doctor’s office) that you have reacted to employees’ fragrances, and ask them to remind staff of their fragrance-free policies.

· Suggest a ‘fragrance-free zone’ in your church. 
You can find extensive information about chemical sensitivities at: http://www.ehponline.org/docs/1998/106-12/focus.html and http://allnaturalbeauty.us/chemicalsensitivities_jrussell.htm 

Trigger Pointers: What Is a TrP?

Most people with FMS have TrP. In fact, myofascial pain syndrome (MPS) often co-exists with FMS. Some people consider FMS and MPS to be very distinct problems while other people use the terms interchangeably. From a physiological perspective, however, TrP are mechanically-caused abnormalities in the muscle while FMS is caused by abnormalities in the central nervous system. People with FMS have tender points which are hypersensitive because of the central nervous system problems. TrP, however, are due to problems where the nerves connect to the muscles (the motor endplates). In this newsletter, we consider FMS and MPS to be distinct conditions, even though many people have both.
Myofascial trigger points (TrP) are hyperactive and hyper-contracted muscle fibers. The picture to the left shows normal fibers (A), TrP (B) and areas of overstretched muscle fibers (C).  TrP are caused by contractions in individual muscle fibers, in contrast to muscle spasm, which is contraction of the whole muscle.

Trigger Points vs. Tender Points

	Trigger points
	Tender points

	Local muscle tenderness, taut band, local twitch response
	Local tenderness may be in muscle, tendon, joints, or fascia

	Single or multiple sites
	Multiple sites

	May occur in any skeletal muscle
	Occur in specific locations that are symmetrically located

	May cause a specific referred pain pattern and other, non-pain symptoms

Mechanical cause
	Do not cause referred pain, but often cause a total body increase in pain sensitivity 
Central nervous system cause


Adapted from: Alvarez DJ, Rockwell PG. Trigger points: diagnosis and management. Am Fam Physician 2002;65:653-60.
February Potsdam Meeting: 


The Potsdam Fibromyalgia Support Group January meeting will be Thursday, February 26th, 5-6 pm (note early winter hours). Topic: “Fibro-Fatigue: how do you deal with it?” What does the fatigue mean to you? What are your strategies for dealing with it?  For more info about the support group, contact Canton-Potsdam Hospital Physical Therapy Department at 261-5460 or email Lnrussek@clarkson.edu. 

March Massena Meeting

The Massena Fibromyalgia Support Group will meet Saturday, March 14th at 1:30 in Massena Memorial Hospital. Theo topic will also be “Trigger Points versus Tender Points” What is a trigger point? What causes them? What can you do about them? For more information about the group, contact facilitator Maxine Dodge, at 769-5778 or maxinesbeach@wmconnect.com. Note winter time and day!
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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Figure from Clauw DJ. Potential mechanisms in chemical intolerance and related conditions. Annals of the NY Academy of Sciences. 2001;933:235-253.








