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Introduction

As so many people do when trying to set a time frame to their life, I mark time as before and after, specifically, before my major flare-up in 1986-87 and after. That is only natural when a particular event has had such a tremendous impact upon a life. In 1987 after a five-week hospital stay and then subsequently having to give up my full time work, I faced my future with a lot of uncertainty and fear. I was experiencing almost constant high levels of pain and exhaustion which kept me from not only pursuing a career but also any leisure activities that demanded much energy—make that even mild energy. I felt that I stood on the brink of a deep chasm with what I considered a “normal life” on the other side and no bridge in sight.

By the time I wrote the first edition of When Muscle Pain Won’t Go Away, I had begun to build my own bridge. It was slow work but not lonely work. Dr. Bernard Rubin contributed a great deal of solid timber to help form the basic structure. That “timber” was not in the form of a cure for my fibromyalgia, there was no cure then, and there still isn’t one today, YET. But what Dr. Rubin gave me was the gift of a caring, knowledgeable doctor who believed in me and who gave me the beginnings of understanding about fibromyalgia.

He encouraged me, not only as a patient to educate myself about FM but also as a writer to pass the knowledge that I gained on to others. By nature, I am a nosy person, always trying to learn more about a wide range of subjects. In writing this book, I had a “legitimate” reason to dig deep into all of the areas that I was facing with a chronic illness as puzzling and frustrating as fibromyalgia. So I gathered knowledge and used it to form the major supports of my new bridge. Because I not only had to research the subject, but also digest it as much as possible and then turn around and explain it to an audience of others who also had FM, I believe that I gained even more understanding than I might have if it were only for me.

I have had quite a number of others helping me in building the bridge which is in actuality, my learning how to live with FM. There have been psychologists, some that I saw long before I realized the full impact of FM, others I saw along the way. There were physical therapists, occupational therapists, nurses, and massage therapists who helped me physically and mentally. There were friends who have stood by me, one who saved my life, and others who have taught me that it is okay to accept help when I needed it.

There are close spiritual friends whose faith has shored up mine when I faltered and doubted in my ability to accept the changes in my life. There are both volunteers and police officers from the Denton Police Department who accept that I have something to give despite the limitations of time and energy.

Perhaps one of the biggest surprises was the responses I have received because of this book. Each letter thanking me for writing the book and telling me how it has helped has provided more links to the walkway of my bridge, giving me solid support to walk on.

Now just over eleven years after I left my last full time job and as I write this third edition to the book, I realize that my bridge is still being built. Oh, I have made a great deal of progress on it and at first glance, it seems to be a solid structure. In other words, I often feel as if I know all I need to about living with FM, at least for me, personally. And yet, each day, I learn something new, not just the medical information which I researched to go into this edition but the practical, day-to-day aspects of life.

Basically, what I have learned is that my bridge will never be complete and the reason is not that I can’t live with FM. The reason is that life is a journey, not a destination. Until I die, I will continue to be learning new aspects, aspects involved with the day-to-day experience of living with a chronic illness. But that is okay. If I ever thought I knew everything, it would be evident that in reality, I knew nothing. Despite the uncertainty of the FM itself, I am certain about one thing. I know that I can live with it, as long as I remain flexible and open and am willing to grow with the experience. And as for that “normal life” I saw across the chasm of pain, fatigue, and frustration? Well, I’ve learned that “normal” is what you make it and besides: Who wants to be normal anyway?

Gayle Backstrom, Denton, Texas


ONE

What is Fibromyalgia and
Why Do I Hurt All the Time?

“I hurt all over, just like the flu but worse.”

“I’m so tired that I feel as if I could just melt into the mattress and never have the energy to move.”

“Everyone tells me I’m looking great so I must be feeling okay. The fact is that I’m in a lot of pain. Why can’t they see that?”

“I’ve seen fifteen doctors and they’ve run every kind of test imaginable but nothing has shown up. Everything looks normal. I must be going crazy. Actually, that’s what several doctors have told me. It’s all in my head. There’s nothing wrong with me. If that’s true, then why do I feel so bad?”

The widespread musculoskeletal pain, fatigue, and poor sleep of fibromyalgia can be traced back to ancient times. David could have been describing it several times in Psalms. According to Dr. Xiao-Ming Tian, an expert on acupuncture and Chinese medicine who spoke at the Mid-Atlantic Conference on Fibromyalgia Treatment held in 1996, it was even discussed in ancient Chinese writings. It has been known by many names and although today’s term “fibromyalgia syndrome” or (FM) is the best yet, it still doesn’t give the whole picture of this puzzling, painful and chronic condition. (Fibro refers to the tissues, tendons, and ligaments; my to muscles; and algia means pain.)

Traditionally, Western physicians have divided medicine into two areas. In illnesses, there is either a physical problem—infection, injury—to the body, or a psychological problem. If no evidence of abnormality shows up on lab tests or x-rays, then the problem must be psychological. Therefore, according to traditional medicine, when a person comes to a doctor complaining of fatigue and widespread muscle pain, along with a number of other vague problems, and nothing can be found on the usual tests, the person is obviously suffering from a psychological disorder. In fact, many of the symptoms of fibromyalgia mimic those of depression or other mental illnesses and this complicates the acceptance of a physical condition. There have been thousands of patients who have been told that their problem is psychological and that they must “learn to live with it” or “just forget it.”

[image: image]

It is often hard to explain to others just how bad we feel, because outwardly we often don’t look ill at all. Sometimes we would like to have the outside show just how bad we really do feel as the mirror shows.


My wife has FM. I (we) have learned that life goes on. Often, we make plans to do things together. Often, because of her condition she can’t follow through. However, she encourages me to go ahead and not feel guilty, nor does she lay guilt. I (we) don’t like it, but it’s how things are. —Bob and Donna



Even when a doctor believes his patient, it is hard to pin down the cause of these vague symptoms. Fatigue and pain are very much subjective symptoms. Many caring doctors have conducted expensive, invasive tests to no avail, or unsuccessful surgeries have been performed only to have the individual continue to experience chronic pain—sometimes worsened both by the stress of the surgery and the failure to get better.

How is a Diagnosis Made?

When looking at any health problem there are certain questions asked. What are the symptoms? What causes it? What factors have an impact on it—what makes it worse, what makes it better? Who gets it? What is the prognosis or long term outlook? Is there a cure? What kind of treatment will work?

By the mid-1970s several doctors began to realize there might be more going on in patients with chronic fatigue and pain than just malingering. Dr. Hugh Smythe and Dr. Harvey Moldofsky at Wellesley Hospital in Toronto, Canada, conducted a number of studies on sleep patterns and fibromyalgia beginning in the mid-1970s and into the 1980s. Dr. Moldofsky was able to reproduce the muscle pain of fibromyalgia in normal, healthy individuals by disrupting the stage-four or non-rapid eye movement restorative sleep, except for one very aerobically fit person. Once allowed to sleep undisturbed, the muscle pain disappeared.

These early studies also showed the presence of tender points, which have become one of the keys to diagnosis of fibromyalgia. These tender points are specific locations on the body that are very painful upon palpation or pressure. In the normal healthy subjects of the sleep studies, the tender points disappeared along with the muscle pain and fatigue once restorative sleep was achieved. One of the questions that still remains about fibromyalgia and its symptoms is which comes first—the pain, the tender points, or the disrupted sleep?

The first step in treating any health problem is to arrive at a correct diagnosis and devise a successful mode of treatment. Individuals with fibromyalgia find it difficult enough to live with this confusing, painful, and frustrating condition without having to defend the reality of the diagnosis. Unfortunately, not everyone is able to obtain a correct diagnosis without some hard searching for a physician who understands how to diagnose FM and who can then work with the patient in developing a treatment program.

As fibromyalgia is becoming more widely known (articles are appearing in medical journals directed towards family practitioners, nurses, and other health care providers), the odds are better now that an individual will get a correct diagnosis. There are still a number of physicians, however, who insist that FM is a psychogenic disorder.

An Australian physician accused Dr. Robert Bennett, one of the leading experts on fibromyalgia, and other “devotees of fibromyalgia” of being “cocooned” within the confines of the Journal of Musculoskeletal Pain, and urged them to rejoin the scientific community. Dr. John Quintner stated that otherwise “fibromyalgia will continue its current downward spiral to becoming a derogatory and discredited diagnosis, akin to ‘neurasthenia’ and ‘hysteria’ of the late nineteenth century.”

Dr. Quintner’s letter and Dr. Bennett’s response were printed in the Journal of Musculoskeletal Pain (Vol. 5, No. 3, 1997). I loved Dr. Bennett’s response. Before referring to 15 papers on abnormalities found in individuals with fibromyalgia and recommending Dr. Quintner study them, he asked if perhaps the findings of Drs. Vaeroy and Russell (editor of the Journal of Musculoskeletal Pain) regarding elevated levels of substance P in the cerebrospinal fluid of fibromyalgia patients were a psychic phenomenon. Russell and Vaeroy’s work have been verified by other researchers.

Interest and belief in fibromyalgia has grown over the last two decades. In 1990, the American College of Rheumatology (ACR) finally established the diagnostic criteria for fibromyalgia syndrome. (A syndrome is a condition that has a specific set of symptoms, yet no known specific disease to cause them.) To meet the criteria for a diagnosis of fibromyalgia, an individual has widespread, diffuse pain occuring on both sides of the body as well as the upper and lower parts. In other words, there must be pain on the left and right side of the body, and it must have occurred both above and below the waist. The pain must persist at least three months.

Although various researchers found hundreds of tender points around the body, the ACR decided that 18 were important. When these points are pressed with the finger or with an instrument called a dolorimeter, at least 11 of them must be painful. Most individuals with fibromyalgia are unaware of these tender points until they are pressed by the examiner.


The American College of Rheumatology’s Criteria for Classifying Fibromyalgia

1.  History of widespread pain

Pain is considered widespread when all of the following are present: Pain in the left side of the body, pain in the right side of the body, pain above the waist, and pain below the waist. In addition, axial skeletal pain—(pain in the cervical spine (neck), chest, thoracic spine (upper back), or lower back)—must be present. In this definition, shoulder pain and buttock pain qualify as pain for each involved side. Lower back pain is considered lower segment pain (below the waist).

2.  Pain in 11 of 18 tender point sites upon digital palpation (pressure applied with the fingers).

Pain, on digital palpation performed with an approximate force of 4 kg, must be present in at least 11 of the 18 designated tender point sites. For a tender point to be considered positive, the subject must feel pain, not tenderness, upon palpation.

For classification purposes, fibromyalgia is diagnosed if both criteria are satisfied. Widespread pain must have been present for at least three months. The presence of a second clinical disorder does not change the diagnosis of fibromyalgia.

Courtesy of Dr. Frederick Wolfe; reprinted with permission from Arthritis and Rheumatism



Prior to the adoption of these criteria, fibromyalgia was considered to be primary, secondary, or concomitant. Primary FM applies when fibromyalgia was the only rheumatic condition the patient had. Secondary or concomitant FM indicated the individual might also have rheumatoid arthritis, lupus, osteoarthritis, or some other form of arthritis. Those researchers who worked to develop the final criteria believed that it was not important if the individual had another condition; both the fibromyalgia and the other condition must be treated. Quite often individuals who have FM with another rheumatic condition find their arthritis symptoms are worse because of the FM, so it is important to treat both.

Even though the adoption of these criteria for diagnosis was important, many fibromyalgia researchers believe they need to be fine-tuned. Perhaps it is inevitable that this should be the case in a condition as puzzling as fibromyalgia. The current criteria, however, are sufficient for most doctors to reach a diagnosis of FM without large numbers of expensive and invasive tests.


What are the Symptoms?


Some of the other symptoms found in fibromyalgia include stiffness, headaches, numbness or tingling in the hands or feet, chest pain, dizziness, problems with balance and cognitive dysfunction such as short term memory loss, difficulty in finding a particular word, or difficulty in concentrating. A number of conditions are often found in people with FM, including depression, irritable bowel syndrome, other digestive disorders, irritable bladder, painful menstrual periods, and sensitivities to various stimuli from drugs to noise. Dysfunctional syndromes are those where there is no proven organic cause; this definition applies to fibromyalgia as well as to several of these other conditions.

It is not unusual to find fibromyalgia patients who have one or more rheumatic conditions like rheumatoid arthritis, lupus (systemic lupus erythematosus), or osteoarthritis.

Although those who study fibromyalgia agree that it is not solely a psychological illness, most agree that there is a group of individuals with fibromyalgia who also experience anxiety or depression. This percentage of individuals usually averages about 30 percent, a figure comparable with individuals in the general population. Whether the depression comes from living with a chronic pain condition, which can have a major impact on the person’s quality of life, or from a separate cause, most researchers agree that this depression should be treated as well.

In the last ten years, research on fibromyalgia has grown at a tremendous rate, yet more questions have been raised than answered. What has become evident is that those with FM are a diverse lot. Some individuals have symptoms that have only recently developed and who receive relief from quick treatment. Others have had symptoms for up to 30 years or more; within that group, some have very light symptoms while others are unable to carry out normal daily activities because of severe pain and fatigue.

Some individuals can point to a specific incident—an auto accident, viral infection, surgery, even a severe emotional strain—which precipitated the advent of symptoms. In these people, there was either an emotional or physical stressor of some sort. (Many people don’t realize that even an illness such as flu can be a stressor for the body.) For other FM patients, symptoms just slowly crept up on them until one day they realized it had been years since they had energy or a day without pain.

Many researchers believe that fibromyalgia patients can be broken into subgroups and that until those subgroups are recognized, studies will continue to come up with conflicting results. These subgroups could explain why everyone doesn’t get the same set of symptoms or the same response to treatment.


Modulating Factors for Fibromyalgia





	Aggravating Factors

	Relieving Factors




	Cold or humid weather

	Warm, dry weather




	Nonrestorative Sleep

	Hot showers or baths




	Physical/mental fatigue

	Restful sleep




	Excess physical activity

	Moderate activity:




	Physical inactivity

	stretching exercises and




	Anxiety/stress

	massage





Courtesy of Dr. P. Kahler Hench. Reprinted with permission from Rheumatic Disease Clinics of North America.



Modulating Factors

The list of symptoms involved with FM is long and varied but not everyone has or will have every one of them. Certain conditions do have an impact on the severity of symptoms, making them sometimes worse and sometimes better. The symptoms of FM wax and wane, just as the symptoms of many other illnesses do. Some days are very bad and some days are fairly good, often with no apparent reason.

Exacerbating factors include the weather; cold and conversely heat; inactivity; too much activity; stress, whether physical or emotional; nonrestorative sleep; and physical or mental fatigue. Cold, damp weather has been accused of making an individual feel worse but it appears that it is more a case of changes in the weather. The change in barometric pressure when a front moves in can signal increased pain and achiness by affecting the fluid within the body’s cells. Sitting in a draft from an air conditioner can also increase the pain of FM, and many people find they cannot sleep with an air conditioner blowing directly into their bedroom. Very hot weather can also leave some individuals feeling ill, although the reason why is not certain.

Although many can understand that over-activity could cause pain, it’s harder to accept that inactivity can also cause FM symptoms to worsen. However, an individual’s level of aerobic fitness does have an impact on symptoms. At one time it was thought that individuals with fibromyalgia were simply “deconditioned” or had become “couch potatoes.” While that theory is no longer popular, it is known that when an individual begins very mild activity, the body produces natural endorphins (the body’s natural painkillers) and they tend to feel better. Exercise requires care and balance, because strenuous exercise after a long period of inactivity or deconditioning may lead to muscle injuries.


First you must learn to help yourself to cope, then you will be able to laugh at things and relate to others. Loving is giving funny sayings to others. —Jessie



Physical and mental fatigue can keep the FM patient from sleeping well. Because nonrestorative sleep is already a factor in FM, additional fatigue helps to perpetuate a cycle of poor sleep, more pain, and more sleeplessness. Although nonrestorative sleep is known as a factor in FM, what isn’t known is which came first: the pain or the poor sleep. While one of the major efforts of treatment is to improve the quality of sleep, not everyone is able to obtain those benefits; they become caught up in an endless cycle. Beyond the intrusion of pain into the stage-four sleep, other factors in the bedroom may impact the quality of a night’s sleep. These can include the mattress and pillows on the bed, the temperature of the room itself, any noise which disturbs the sleeper, and the presence of animals in the room or on the bed.


I love my cervical pillow. It helps the neck pain and it’s worth the cost to get a good one! I make copies of my FM information and give it to my primary care physician. —Jeanne



Stress also has a strong impact on FM and its symptoms. This is not surprising because we know that stress affects everything from blood pressure to gastrointestinal problems. However, just as negative stress can have an impact, so can positive stress. Sometimes our bodies don’t know the difference between positive and negative excitations, giving the same physical response for both. Examples of positive stress include the following: a promotion with increased responsibilities, getting married, a move to a new neighborhood, the addition of a child to the family whether by birth or adoption or even retirement. The recognition that stress can make FM symptoms worse does not mean that it is psychological. There is more and more evidence that the link between mind and body is much stronger than we thought. What affects the mind affects the body. Negative stressors may include anything from financial difficulties to an unhappy marriage, from a troublesome job to a high neighborhood crime rate.

If certain factors make FM symptoms worse, is there anything that can make them better? Yes. Those with FM typically find that their symptoms are eased by warm, dry weather, hot showers or baths (or a session in a hot tub), restful sleep, and moderate activity including stretching exercises and massages.

Who Gets FM?

Fibromyalgia is found in almost every country and in every culture. No one knows exactly how many people have fibromyalgia although it is one of the most common conditions seen in rheumatology clinics and is considered the most common cause of chronic pain. Early studies looked at the incidence of fibromyalgia patients seen in the clinical setting and found that between 2 and 6 percent of all patients seen in primary health care had fibromyalgia; the figure rose to about 20 percent of those in rheumatology clinics. Studies conducted in the general population estimate fibromyalgia cases to be between 2 and 5 percent. Conservatively, around 10 million Americans have fibromyalgia.

Women make up the majority of FM patients, around 85 to 90 percent, but researchers can’t pinpoint the reason. Fibromyalgia has been found in children, but the most common age range is from 30 to 80. Fibromyalgia is more common in older individuals. A study conducted in Wichita, Kansas found that approximately 7 percent of women over 70 have FM.

Many adults remember having “growing pains” when they were young without having a clear diagnosis. There is growing evidence that there is a genetic predisposition to getting FM; it runs in families and often relatives of individuals with FM suffer from depression or alcoholism. Research linking fibromyalgia to neurotransmitters within the central nervous system may be the answer to why these conditions seem to be related.

What Can I Expect?

This is a chronic condition. As yet, there is no cure and only a few persons have had complete remission of all symptoms. There is no evidence, however, that fibromyalgia develops into another more serious illness. Perhaps the most important fact to remember, once you obtain and accept the diagnosis of FM, is that you must learn how it affects your body.

Everyone is an individual, and everyone has a different level of involvement. Do not compare yourself with others; there will always be some who will be better and some who will be worse than you. Learn to listen to your own body to determine your limits. Some people will have only minor adjustments to make; others require major lifestyle changes. Some will become disabled. Dr. Frederick Wolfe, at the University of Kansas School of Medicine in Wichita, Kansas, reported on the findings of a survey of self-reported work disability in Journal of Rheumatology, June 1996. The study begun in 1988 covered 1,604 patients seen in six rheumatology centers and showed that overall 26.5 percent of the patients in the study were receiving at least one form of disability payments when Social Security Disability and other sources of disability payments were considered. The figures from the six different centers varied quite a bit regarding disability awards and self-reported disability, and the variations could have been because of clinic referral patterns, physician beliefs, or socioeconomic status. Whereas earlier figures in Wichita had less than 25 percent receiving Social Security Disability that figure rose to 46.4 percent. Readers must remember that those individuals seen in a specialty clinic such as a rheumatology clinic will represent those who have more severe symptoms.

Looking at it a different way, 64 percent were able to work all or most of the time, and 70 percent were employed or were homemakers. Dr. Wolfe and the other researchers recommended further study to determine how differences among the six centers could affect the true rate of disability.

There are many FM individuals in the general public who do not see any healthcare provider for their symptoms. Not everyone will become disabled, nor will everyone find it impossible to continue the activities of daily living. But for those whose lives have had to take a new direction, we will address these issues later in great detail. Just don’t assume that a diagnosis of fibromyalgia is the end of your world as you know it.

Several instruments have been developed to help determine just how much FM has impacted the quality of your life. Fibromyalgia has been shown to have a more negative impact on quality of life than other chronic health conditions. While no one is quite sure why this is the case, questionnaires are used to help not only in the initial assessment of impact but also in any progress following treatment.

Many individuals do report functional disability, the inability to continue with their job or their daily activities. Estimates vary on how many people are disabled and not everyone agrees on how to approach the issue. A majority of individuals can continue their activities with some minor lifestyle adjustments, but there are some who can no longer support themselves. While some doctors advise individuals not to apply for disability because of the very negative aspects of the experience, others recognize that some people simply cannot continue to hold a job. You should try as hard as possible to continue working, not only for the financial returns (after all, this world operates on a money system, whether we like it or not), but also for all the other reasons that we work—our sense of self-worth and social contact with other people—among others.


Doctor’s Questionnaire for Determining the Severity of Your FM and Charting Your Progress

[image: image]



Studies show that over an extended period of time, the symptoms of fibromyalgia remain fairly stable. There have been some cases which have gone into remission, which can last from months to years. However fibromyalgia affects you, it is very important to remember that it is a chronic condition and until research has pinned down the cause or causes and developed a cure or at least an effective treatment, you must accept the diagnosis and then move forward with the rest of your life.

What Can I Expect From Treatment?

Studies into treatment have brought some of the most confusing findings. Until doctors know what causes FM, treatment must address the symptoms. Some people respond very well to the standard treatment of low dosage tricyclic antidepressants, aerobic exercise and behavioral modification. Tricyclic antidepressants are given in dosages much lower than that used to treat depression because this family of antidepressant medicines also helps to control pain and improve sleep. Yet many people cannot tolerate even the lowest of dosages of the medicine, and even mild exercise may set off a severe flare-up of symptoms.


I have come to view FM as a blessing. It has forced me to slow down and enjoy what is important and let the rest go. No guilt allowed!! I’m a single mom of a 3-year-old and we share life together at an FM pace. —Cindy



Conventional Western medicine has not been able to bring significant relief for the majority of those with FM and many individuals have turned to alternative medicines. The effectiveness of these treatments is difficult to determine with any real accuracy because controlled studies have either not been done or, in the few cases of studies completed, have not been duplicated. To determine the effectiveness of any treatment, traditional medicine requires that strict control of all factors be maintained. Even one variable can influence the outcome. One of the most common and most difficult factors to control is that of the placebo effect. Positive results may be seen in patients who have received a placebo, a pill or regime with no known medicinal effect. The placebo effect occurs in a small percentage of those in a study without any clear reason why, although one thought is that the individual’s desire to get better is involved. Alternative medicine looks at the spiritual and mental aspects of health and healthcare, and the placebo effect is one factor being examined.


TWO

The Latest Research

Research on a particular health problem can take a variety of directions. When the health condition is one like FM, researchers can choose to study who gets the condition, what their symptoms are, what kind of changes are found within the individuals’ bodies, or how various drugs affect the symptoms and/or those changes within the body. With only 20 years of serious study into the puzzle of fibromyalgia, researchers have made significant strides; however, there is still a great deal to learn and that takes more money and more researchers. In the appendix, we address how you can help researchers but for now, just realize that we still have a long way to go before a cure for FM can be found.

In the meantime, research into the causes of FM and the physical changes it produces, especially within the central nervous system, has produced interesting findings. Lab tests reveal distinct changes in the central nervous system with focus on the neurohormone, endocrine, and immune systems. One question often asked is whether the cause for the pain of FM is in the muscles themselves or within the central nervous system. Significant changes have been found in both.

Research conducted around the world must be compared and confirmed in other studies before we will have a completely accurate picture of the cause of FM. In the meantime, we must try to work within that framework.

We must begin by understanding the biochemical structure and functioning of the human body. Those of us who do not deal with it every day tend to forget that the human body operates on a chemical and electrical basis. And that all-too-brief look in a high school or college biology class has been buried under more important or at least, obvious, matters.


I research and educate myself, so that I know as much, usually more, than most doctors. I also have a wonderful pillow for my neck pain. It’s called Temperpedic (made out of Swedish foam that responds to heat and pressure). I don’t wake up with a stiff and achy neck any more!—Tricia



The very basis of life is dependent upon physical and chemical changes within the body to maintain a stable internal environment. The nervous and endocrine systems work together to maintain this stable environment. The nervous system consists of the brain, the spinal cord, nerves throughout the body, and the sense organs. The endocrine system is comprised of all the glands that secrete hormones, which are chemical messengers. The endocrine system includes the pituitary, thyroid, parathyroid, and adrenal glands along with the pancreas, ovaries, testes, pineal, and thymus glands. The actions of these glands impact the various systems of the body: the central nervous system, digestive, respiratory, circulatory, lymphatic, urinary and reproductive systems.

A Look at the Muscles in FM

To determine just what happens in the body of someone who has FM, researchers have looked to two separate areas for the source of the pain, the central nervous system and the peripheral areas or muscles themselves. In response to early arguments that fibromyalgia was strictly a psychological problem, scientists looked at the fibers of the muscles. Although there were some minor changes, evidence of microtrauma, there didn’t seem to be any physiological changes to explain the pain. Recent studies have become much more complex. While there is little doubt in the minds of leading researchers of FM that the central nervous system plays a very important role in the widespread pain of FM, there is still evidence of changes within the muscles. Researchers have yet to find the cause of these changes, how they come about, and how they can be corrected.

Researchers believe that individuals with FM can be divided into subgroups. What is found, either in cause or influence, for one subgroup may not apply with another. Just as individuals with FM can be broken down into subgroups, so can the evidence of the role muscles play be divided. In early research, despite some appearance of “moth-eaten” muscle fibers, no real abnormality could be found. In more contemporary studies, microscopic abnormalities were found in normal controls as well as in the muscles of FM subjects. It was decided that these changes were normal findings based on the persistent, chronic, biomechanical stresses that act on a muscle.

In 1991, Lindman reported his findings on a series of trapezius muscle biopsies from four groups. The first group was victims in accidental deaths. The second, five healthy females; the third ten women who had work-related trapezius pain; and the last, nine women with FM. Significantly for FM, the capillary endothelial cells were often swollen and deranged in the FM women, while the total capillary area and thickness of the endothelial cells was larger than those in either the normal subjects or the women with trapezius pain. This study demonstrated at the very least that there may be a difference between the muscles of FM and muscles that are either healthy or injured. The clinical importance of this remains to be determined.

Other less invasive studies use nuclear magnetic resonance (NMR) spectroscopy to study the biochemistry of muscles and look at global defects in muscle metabolism. While no evidence of such defects has been found in FM muscles, there are some differences that could occur in calcium-activated muscle damage. Other studies have looked at decreased levels of collagen cross-linking in FM cells that may contribute to changes in and around the cells, including collagen deposition around the nerve fibers. This may contribute to the lower pain threshold found in FM.

Several studies looked at the oxygen levels in the muscles. An early hypothesis that the pain was due to hypoxia (inadequate amounts of available oxygen in the blood), could not be proved. There are some cases, however, that show that while the resting muscle blood flow is normal, the exercising muscle blood flow is significantly lower than that of controls. Because it is the job of the blood to carry oxygen to the cells in muscle and tissues, if the blood flow is lower, there is less oxygen getting to those cells.

A study of muscle tissue oxygen tension found that it was much higher in those with tense muscles than in the normal subjects. The results of this study by Strobel, et al; indicated that hypoxia is not the result of increased muscle tension but from an oversupply of oxygen demanded by the muscle which led to increased capillary flow and rising oxygen tension. The magnetic resonance spectra for inorganic phosphate were higher in patients demonstrating muscle contraction and the intracellular pH was shifted in the alkaline direction with increased muscle tension. If some of these statements seem to contradict each other, it is a common finding in these studies. One study may find that muscle strength is reduced in FM while another says it is normal. One theory is that perhaps there is a growth hormone deficiency which would somehow result in low levels of pro-collagen type III amino terminal peptide, thus reducing muscle strength. In 1997, Norregaard evaluated the physical capacity and effort in patients with fibromyalgia and reported they exhibited significant reduction (about 20 to 30 percent below normal) in voluntary muscle strength of the knee and elbow, flexors and extensors. However, he determined that there was lower effort because of the coefficient of variation being higher. He concluded that there was a low degree of effort yet nearly normal physical capacity.


When my neck and shoulders are hurting but I want to read in bed, I put a pillow on my abdomen and prop my arms on it to more comfortably hold the book.—Barbara K.



When transcutaneous electrical nerve stimulation (TENS) delivered twitches to the muscles during maximal voluntary contraction, 65 percent of the FM patients increased their strength.

Dr. Bennett in his “The Contribution of Muscle to the Generation of Fibromyalgia Symptomatology,” which appeared in the Journal of Musculoskeletal Pain, stated that “It (the pain) probably arises from focal muscle lesions or a centrally mediated amplification of normal muscle afferent impulses. It seems most likely that both peripheral and central factors play a role in the development of the total FM syndrome.”

A study that looked at pressure pain during and following isometric contraction in patients with FM found that there was a decrease in pain threshold that might be due to the sensitization of mechano-receptors caused by muscle ischemia or changes in pain modulation during the contraction. This follows reports from those with FM who say their pain is worse after exercise.

Another look into the relation between muscle pain, muscle activity and muscle co-ordination during static and dynamic motor function found that the maximal voluntary contraction (MVC) during muscle pain was significantly lower than the control condition. At rest there was no evidence of EMG hyperactivity during muscle pain, yet during a static contraction at 80 percent of the pre-pain MVC, muscle pain caused a significant reduction in endurance time. During dynamic contractions, muscle pain resulted in a significant decrease of the EMG activity in the muscle, agonistic to the painful muscle and a significant increase of the EMG activity of the muscle, antagonistic to the painful muscle. According to Graven-Nielsen, Svensson, and Arendt-Nielsen, the muscle pain seems to cause a general protection of painful muscles during both static and dynamic contractions and the increased EMG activity of the muscle antagonistic to the painful muscle is probably a functional adaptation of muscle co-ordination in order to limit movements. This study supports the pain adaptation model which had been postulated by Lund and others that the abnormal distribution of oxygenation in the tender-point area was a result of focal area of ischemia.

Myofascial Pain Syndrome

Myofascial pain syndrome (MPS) involves chronic muscle pain that is localized in one area, such as the neck, upper back, or shoulders. MPS is characterized by trigger points. These trigger points cause referred pain when pressed—that is pain that is felt at a different location. Trigger points have been confused with tender points. They are, however, two different occurrences. One observation that Dr. Bennett made in his article “The Contribution of Muscle to the Generation of Fibromyalgia Symptomatology” in the Journal of Musculoskeletal Pain (Vol. 4, No. 1–2, 1996) was that “the muscle origin of FM pain comes from the sequential evolution of an FM syndrome from the focal myofascial pain syndrome.” In fact, he quotes one study by Dr. Bengtsson and others that FM “occurs in approximately 80 percent of the patients who suffer myofascial pain syndrome.”

An injury to a particular muscle area, such as whiplash injury to the neck, may cause subtle and increasing damage. Over a period of time, the pain from the initial injury spreads to adjacent areas until there is pain in a number of trigger points and soon a regional pain problem develops. If it continues without effective treatment (and sometimes in spite of treatment) it can increase until the widespread pain of fibromyalgia develops. (Figure 2-1).

The effects of a whiplash type of injury is being studied quite closely because of the link to FM. The problem of musculoskeletal pain emanating from the head and neck was addressed extensively in the Journal of Musculoskeletal Pain, (Vol. 4, No. 4, 1996). Not all whiplash injuries become chronic pain conditions generally or fibromyalgia specifically, but there have been instances when this was the type of trauma reported as the precipitating stressor. The upper (cervical) spine area and muscles of the neck and upper shoulders have been one of the most prevalent areas of pain in fibromyalgia. A study set in an Israeli occupational clinic found that 21.6 percent of 102 patients developed fibromyalgia following “nonspecific soft tissue injuries to the neck (90 percent having classic whiplash).” Some of the symptoms seen with this type of injury include dizziness, disequilibrium, and the balance problems found in those with fibromyalgia. One of the questions researchers are asking is “What is the link?”

[image: image]

Fig. 2–1. One of the theories on the complexity of FM suggests that numerous feedback loops spread from a local pain problem causing changes in the central nervous system thus developing into the chronic widespread pain. The central pain state or neuroplasticity is the result.

Central Nervous System

Although stress is a word that many individuals with fibromyalgia don’t want to hear, there can be no doubt that it does play a role in the syndrome. In the earliest FM research studies, one writer made the statement that “if the individual would eliminate all of the stress in their life, their FM would be cured.” Life isn’t that simple. Just living involves both good and bad stress; life would be boring without some stress. But the role that stress plays in illness has been studied in increasing detail over the last few years (Figure 2-2).

[image: image]

Fig. 2–2. This chart demonstrates the complexity of fibromyalgia and the factors that can impact its development and continuation.

Reprinted by permission, Dr. Muhammad Yunus and The Journal of Rheumatology (June 1992, pg. 817).

Most of us are familiar with the “fight or flight response.” In primitive times, when danger threatened man, his autonomic nervous system kicked into high gear. The sympathetic nervous system prepares the body for action by dilating the pupils, inhibiting salivation, and speeding up the heart rate while shutting down the digestive system. Blood vessels are dilated so increased blood flow and oxygen can be rushed to the muscles. After the danger is past, the parasympathetic nervous system slows the body down and resumes the more routine chores of digestion and reproduction.

Researchers looking into the changes that are found in the central nervous system in FM patients are trying to find out whether or not the sympathetic response is turned on but perhaps fails to “turn off,” or if the parasympathetic system is impaired when it should be kicking in. Many of the biochemical changes found in study after study include a decrease in serotonin levels, one of the chemical neurotransmitters in the brain; increases of up to three times the normal levels of substance P in the cerebrospinal fluid; as well as changes in the expected levels of cortisol, epinephrine, norepinephrine, growth hormone, estrogen, progesterone, and thyroid hormones.

All of these substances are involved in one stage or another of the body’s stress response, by the hypothalamus-pituitary-adrenal axis (HPA). The process is very complex, and some new aspects of it are still being discovered. However, researchers such as Dr. Leslie J. Crofford are trying to determine if an individual’s response to stress, particularly chronic stress, is impacted by experiences that occur in the early months of life, genetic factors or something else. Studies in lab rats show that when very young rats are removed from their mothers, their response to normal stressors becomes modified. Could a stressful or abusive childhood lead to FM in adults?

It must be remembered that a stressor is any disturbance in the status quo and can be metabolic, physiologic, traumatic, inflammatory/infectious, or psychoemotional in nature. After stress the sympathetic and parasympathetic nervous systems and the HPA strive to return everything to a steady state. According to Dr. Crofford, these systems must work in unison to regulate themselves. All of these changes and adaptations can occur over a lifetime and be affected by the individual’s life experiences. This is another good example of the interrelation of the emotional, mental and physical. Humans do not experience life only on a physical level. Everything that happens to us is processed through our mental and emotional states as well.

(For those who wish to delve more deeply into the subject of stress and FM, Dr. Jay A. Goldstein has written a book, Betrayal by the Brain, published by Haworth Press. If you find that book too technical, Katie Courmel has produced A Companion Volume to Dr. Jay A. Goldstein’s Betrayal by the Brain, which is written in layman’s language.)

The HPA axis, and the hormones produced and regulated by it, are also impacted by the natural rhythms of the body. Many FM individuals are known to have disrupted stage four sleep. Many activities of the parasympathetic nervous system are carried on when the body is in this restorative sleep. Are the hormonal and chemical changes found in FM subjects because of the disrupted sleep, or has the parasympathetic nervous system failed to perform as it should and therefore prevented this sleep and the normal biological functions which should be occurring at this time? In looking at the circadian rhythm, many people with FM are out of sync with what is considered normal. For example, it is usual for individuals to experience peaks of energy in the early morning and evening hours with a dip in the mid-afternoon. Yet most people with FM have low levels of energy in the morning and evening, and their time of most energy is late morning to mid-afternoon. Studies into the body’s production of such hormones as growth hormone (GH) and cortisol, which has a major role in the HPA axis function, show irregularities in their production and a definite link to the FM patient’s unusual internal rhythm.
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