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Foreword

FIBROMYALGIA IS A common and debilitating condition that impacts the lives of an estimated three to six million people in the United States. Theresa DiGeronimo gives us a sensitive and comprehensive book that will be of tremendous value to people suffering from this condition. As a family physician, I have been treating patients with fibromyalgia since it became more widely recognized in the mid-1980s. As aptly described in this book, there is a wide array of patients who suffer from the generalized pain, fatigue, and other symptoms of fibroymyalgia. There are many theories as to why people develop this condition—these are all well described in this book. DiGeronimo also explains the wide range of treatment options and presents in clear language some of the latest research being done to uncover the secrets of fibromyalgia. This condition remains mysterious in medicine, since no clear biochemical changes have been identified that explain the symptoms of fibromyalgia.

Fibromyalgia is not a “clean” disease like diabetes, precisely classified and precisely treated. My own experience has taught me that fibromyalgia is an illness much like other chronic conditions such as chronic fatigue syndrome, chronic headaches, and irritable bowel syndrome. All of these illnesses must be considered from biological, psychological, social, and spiritual perspectives. Fibromyalgia does have a biological foundation for the pain and other symptoms, but psychological factors play a major role in the severity and chronicity of the disease. And while fibromyalgia often seriously disrupts the family and social environment of those who have it, spiritual connection and hope can have a large impact on recovery or management of its symptoms.

The general causes of all disease in a developed country like the United States can be put into three categories: genetics, lifestyle, and what I call “bad luck,” such as acquiring an infection, cancer, or an autoimmune disease. Considering all diseases in the United States, it is estimated that genetics and bad luck each contribute about 25 percent, with lifestyle factors contributing a whopping 50 percent to the underlying cause of disease. These percentages may hold true for patients with fibromyalgia, as well.

My own experience has led me to a theory of this disease consistent with research presented in this book. I have yet to find a patient with fibromyalgia who reports sleeping well. For a variety of reasons, patients with fibromyalgia fall into sleep patterns which are not restful, and they wake up with pain and fatigue. We know that deep sleep is necessary in order for the restorative functions of relaxation to occur in the muscles, and possibly in the neuromuscular junctions (where our nerves meet our muscles). Physical conditioning also has much to do with the restorative health of our neuromuscular junctions. We know today that as many as 40 percent of adults do not get adequate sleep, making insomnia one of the most common conditions in the population. We also know that the majority of Americans are out of shape. Might these two factors alone explain the rising number of patients with fibromyalgia?

I have been prescribing restful sleep and physical conditioning to all of my patients with fibromyalgia, and many recover completely. Of course, the root cause of poor sleep must be identified and treated if possible. Often, fibromyalgia occurs in the young mother who has not slept well since the birth of her baby. Menopause can be disruptive to sleep, and many women in the perimenopausal period develop fibromyalgia. Stresses such as fear, spousal abuse, and other personal problems may play a major role in the lack of deep sleep. Stress reduction can be a pathway to a healthier lifestyle and relief from fibromyalgia. Some patients do leave this condition behind through lifestyle adjustments that result in better sleep and better physical conditioning.

Theresa DiGeronimo has written a tremendous book based on exhaustive research of the leading experts dealing with this condition. I had the pleasure of talking to her at length about my own experiences. There has been a great lack of public information on this common debilitating condition, but this book should go a long way toward educating people—the first step in treatment.

—Joseph E. Scherger, M.D., M.P.H.
dean, College of Medicine,
Florida State University, Tallahassee
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CHAPTER 1
Disease Profile
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IF YOU HAVE fibromyalgia syndrome (FMS), it’s possible that many of your friends have never heard of this condition, and perhaps few are true believers. You probably get little sympathy from your boss and coworkers when you miss work because you’re “tired.” It’s hard to get anybody to believe that you could really hurt “all over” all the time. And even some members of your family probably get annoyed watching you lie around resting when you appear perfectly healthy.

There is no doubt that fibromyalgia is not a simple condition and even medical experts are not always in complete agreement about what it is exactly and even what to call it. So, for the record, let’s begin with a definition: The Fibromyalgia Network (an educational resource group with over 3,000 subscribers) defines fibromyalgia as “a widespread musculoskeletal pain and fatigue disorder for which the cause is still unknown.”1

This is a nice and neat definition that may come in handy if someone asks you directly to define your problem, but if you have fibromyalgia, you know that this definition is not the half of it. Although it is a benign condition that causes no known damage to muscles or connective tissue, it is associated with sometimes debilitating symptoms. Fatigue and widespread pain in areas around the neck, shoulders, upper back, lower back, and hip areas are common. Doyt Conn, M.D., director of rheumatology at Emory University School of Medicine and Grady Hospital in Atlanta, Georgia, adds that many people with fibromyalgia also have symptoms of irritable bowel syndrome, headaches, numbness or tingling of the extremities, and extreme sensitivity to touch (to name just a few!).


Although it is a benign condition that causes no known damage to muscles or connective tissue, fibromyalgia is associated with sometimes debilitating symptoms.



Fibromyalgia is additionally difficult to explain because it can either exist as an isolated condition or accompany other conditions. Sometimes another chronic pain problem like arthritis or lupus is present. Other times, fibromyalgia exists along with endocrine conditions, thyroid problems, infectious diseases, or Lyme disease. It often accompanies depression or sleep problems. And to stir up the pot further, some say that no two people who have fibromyalgia have exactly the same symptoms.

It’s no wonder that explaining this collection of symptoms to others is one of the very difficult things about having fibromyalgia. In this chapter, we’ll take a close look at these symptoms, as well as the history of FMS, the possible causes, the course of the condition, and some people who, like you, are trying to put all these pieces together.

SYMPTOMS

Most people with fibromyalgia take a deep breath before they try to answer what sounds like a simple question: “What are your symptoms?” Although the answer isn’t a short easy one, the medical community now agrees that some specific symptoms are definitely signs of fibromyalgia. And other troubles are so commonly experienced by many people with this condition that they, too, are considered telltale symptoms.

Speaking Out

The following quotes are from online fibromyalgia message boards:


	“I live the battle every day. I refuse to let this pain get me down; I’m a gardener and I go out and work in my flowers. It does me a world of good.”


	“Once in a while I get down, but I love a battle and boy, do I have one.”


	“One of my doctors is still trying to say it’s in my head.”


	“You’re not crazy. You have a very real pain that, unfortunately, is invisible to everyone else.”


	“We look like very healthy people…so usually we suffer in silence to keep from being labeled as hypochondriacs.”






Primary Symptoms

According to Muhammad B. Yunus, M.D., FACP, FACR, a professor of medicine at the University of Illinois College of Medicine, who is renowned for his work with fibromyalgia, the most common and characteristic symptoms of fibromyalgia are these four:


	Generalized pain


	Stiffness


	Fatigue


	Poor sleep




Let’s take a look at these primary symptoms one by one.

Pain

Medical doctors should know to suspect fibromyalgia when a patient comes to them saying, “I hurt all over.” This description separates FMS from the many other medical conditions that cause pain in only one or two areas of the body. FMS pain is widespread throughout common sites that include the lower back, neck, the shoulder region, arms, hands, knees, hips, thighs, legs, and feet. Pain may also appear in the jaw or chest. The pain of FMS may occur simultaneously in different parts of the body. It is felt within the muscle, as well as at the joints where ligaments attach muscles to bone. There is often extreme tenderness over many of the locations. These sites of tenderness are called tender points.

It’s interesting that although pain is the predominant symptom, “pain” is actually hard to describe. Some say the pain is shooting; others say nagging, pricking, deep and aching, radiating, gnawing, stabbing, throbbing, or burning. And this pain, whatever it is perceived to be, ranges in severity from mild to severe. For some, the pain is consistently annoying, while for others it can be so bad that they cannot perform the simplest of everyday tasks.

Some people with fibromyalgia find that the intensity of the pain changes from day to day or from month to month. When they can’t stand the pain any longer, they may make an appointment to see the doctor, yet on the day of the appointment, they feel fine! Many find that certain factors aggravate their pain, such as activity, lack of exercise, extremes of temperature or humidity, anxiety, stress, lack of sleep, and infectious illness.

To say that pain is a symptom of fibromyalgia is a simplistic statement. The location, frequency, and degree of pain all play a role in identifying this complex condition.

Stiffness

About 80 percent of the people with fibromyalgia have chronic stiffness through the muscles and joints of the back, arms, and legs.2 It’s the kind of stiffness that makes you want to stretch out to soothe the discomfort. This stiffness has caused some people with FMS to be misdiagnosed with arthritis. Similar to arthritis, the stiffness of fibromyalgia tends to be especially bad upon waking, will improve during the day, and often come back at night. Stiffness is a symptom of fibromyalgia only when it occurs along with the other known symptoms.


FMS pain is widespread throughout common sites that include the lower back, neck, the shoulder region, arms, hands, knees, hips, thighs, legs, and feet.



Fatigue

Fatigue is not the same as feeling tired. Everyone feels tired once in a while, and it’s no big deal. But fatigue is the kind of exhaustion that limits your daily activities. When suffering fatigue, you cannot join in the fun of a party, or sweep the floor, or even take a walk. Comments about fatigue in fibromyalgia chat rooms include these:


	“Fatigue ruins my day. It slows me down big time.”


	“What little I can do takes me five times longer than most.”


	“Walking and just moving get me tired.”


	“To do housework I have to do some, sit down, and then do some more.”




In some cases fatigue may be experienced as a decrease in muscle endurance—you just can’t push the shopping cart or lift a stack of papers. In other cases it may be an overall lack of energy or the feeling of being totally drained of energy—you simply can’t get up and go to work. Some people say fatigue is often the most debilitating symptom of fibromyalgia.

Poor Sleep

Ask people with fibromyalgia how they sleep, and they’re likely to say, “Terrible!” The vast majority of people with FMS complain of not being able to fall asleep, and once they do they are unable to stay asleep throughout the night. Even if they are able to sleep for a normal period of time, they often awake feeling tired, unrefreshed, or nonrestored. A Canadian researcher has reported that overall as many as 75 percent of people with FMS have sleep disorders.3 People with FMS report sleep-associated problems such as the following:


	Lack of deep, delta sleep. The inability to stay in the deepest stage of sleep (REM sleep) during which dreams occur and the body physically restores itself.


	Sleep apnea. A potentially life-threatening problem in which a person stops breathing due to relaxed or excessive tissue blocking the airway.


	Restless legs syndrome. A creepy, crawling sensation in the legs that creates an irresistible urge to move them.




It doesn’t matter how many hours you spend in bed with your eyes closed; if you suffer sleep disorders, you may not be getting the kind of restorative sleep that would help you manage the other symptoms of fibromyalgia. Indeed, some experts in fibromyalgia believe that the lack of deep sleep may be an underlying cause of FMS in some patients (see chapter 3).


If you suffer sleep disorders, you may not be getting the kind of restorative sleep that would help you manage the other symptoms of fibromyalgia.



Other Common Symptoms

In addition to the common symptoms of generalized pain, stiffness, fatigue, and poor sleep, many people with FMS (but certainly not all) suffer other symptoms as well. These additional symptoms include mental confusion, irritable bowel syndrome, and depression.

Fibro Fog

“For me,” says 32-year-old Jane, who is a computer programmer, “this fuzziness in my brain is the hardest to deal with. I’ll be looking at someone talking to me; I’ll be watching their lips move but have no idea what they’re saying. I simply can’t make my brain hold on to their words. It’s a terrible thing to just zone out like that and have no control over what registers and what doesn’t.”

Hormones and Fibromyalgia

The symptoms of fibromyalgia are more commonly found in females than in males and may be sensitive to the rise and fall of female hormones. In her book Screaming to Be Heard: Hormonal Connections Women Suspect…and Doctors Ignore, Dr. Elizabeth Vliet cites a study out of the University of Texas Health Science Center that noted the clinical observation that “in women who developed FMS between the ages of 25 and 40, fully 40 to 50 percent of them were menopausal prior to the onset of FMS—either by surgical menopause or a premature natural menopause.”4 Researchers at the University Hospital Department of Neuroscience Psychiatry in Sweden also found a relationship between hormones and FMS. They report that postmenopausal FMS patients had more severe psychological symptoms than premenopausal patients. These postmenopausal FMS women were also worse off physically and psychologically than postmenopausal healthy women.5



Fibro fog is the term used by many people with fibromyalgia to describe their mental state. Some days their thinking processes are quick and sharp, but other days they just can’t focus. The two areas that cause the most problems are short-term memory and attention problems. If you’re in a fibro fog, you may lose your keys, forget to turn off the stove, or get in your car and then forget where you’re going. Everyone experiences a little of this in day-to-day life, but for people with fibromyalgia it is often a way of life. Fibromyalgics in this state may also have trouble focusing on a subject or a conversation. Sometimes they may have trouble finding a word or have difficulty performing complex tasks that require intensive attention.

Irritable Bowel Syndrome

“I have a lot of digestive problems along with my fibromyalgia,” admits 45-year-old Kurt, a high school teacher, “but the worst is when diarrhea strikes. I can’t go anywhere that’s more than 10 feet from a bathroom. I just can’t control it, and that drives me crazy.”


Fibro fog is the term used by many people with fibromyalgia to describe their mental state.



Irritable bowel syndrome (IBS) is common in people with fibromyalgia. A study out of the Harborview Medical Center in Seattle, Washington, asked 22 people with clinically diagnosed fibromyalgia to complete a 138-symptom checklist. The results showed that 77 percent of the study participants had irritable bowel syndrome.6 The most common symptom of IBS is crampy diarrhea that is often confused with colitis or Crohn’s disease. But IBS can also cause constipation, abdominal pain, abdominal gas, and nausea.

Depression

“Sometimes I feel like I just can’t hold on anymore,” says 40-year-old Maria, a retail clerk. “The pain, the fatigue, and all the other physical problems are too much to bear every day. I feel like I’ve fallen into a hole and I can’t get out.”

Because nearly one-third of people with fibromyalgia has a his-tory of depression before being diagnosed with fibromyalgia, medical professionals used to believe that depression was the cause of this condition.7 Today the American College of Rheumatology has standard diagnostic criteria that confirm FMS as a true illness and not merely psychological in nature.8 Most people have fibromyalgia for years before their diagnosis and develop depression in response to the chronic pain and fatigue, the lack of medical support, the implication that this condition is “all in their head,” and the absence of hope for a normal life. Studies have shown that people with fibromyalgia are no more depressed than those with other chronic, painful, and debilitating disorders, such as rheumatoid arthritis.9

There’s no doubt that people with fibromyalgia live with circumstances that can trigger depression, but in his 1994 study of fibromyalgia syndrome, Dr. Muhammad Yunus states definitively, “It is clear that abnormal psychological status is not a requirement for development of fibromyalgia.”10 (See chapter 5 for more information on the mind-body relationship in fibromyalgia.)


Studies have shown that people with fibromyalgia are no more depressed than those with other chronic, painful, and debilitating disorders, such as rheumatoid arthritis.



A Long List of Other Symptoms

Many people with fibromyalgia have a variety of other symptoms, problems, and discomforts that seem to be connected to fibromyalgia, but they are not direct symptoms of this syndrome because some people have them and others don’t. The list includes the following:


	allergies


	anxiety


	bladder spasms


	blurred vision


	carpal tunnel syndrome


	chemical sensitivities


	cognitive impairment


	coldness of the extremities


	crampy abdominal or pelvic pain


	depression


	dizziness


	dry eyes and mouth


	feeling of swollen extremities


	fingernail ridges


	fluid retention


	frequent changes in eyeglass prescriptions


	gastrointestinal disturbances


	headaches


	hives


	impaired coordination


	intermittent hearing problems


	irritable bladder


	joint swelling


	memory impairment


	mental confusion


	migraines


	mood swings


	muscle tremors


	muscle twitching


	numbness of the extremities


	painful menstruation


	palpitations


	poor circulation to hands and feet


	poor concentration


	premenstrual syndrome


	rashes


	restless legs syndrome


	sensitivity to hot and cold, bright lights, sounds, smells, cigarette smoke, perfumes, and especially the weather


	skin discoloration


	skin tender to the touch


	temporomandibular joint disorder (TMJ)


	tingling, itching


	urinary urgency or burning


	yeast infections




FROM STRONG AND HEALTHY TO ROCK BOTTOM

Chiropractic physician Dr. Caron Pedersen was diagnosed with fibromyalgia 4 years ago at the age of 31. The year before this diagnosis, when her symptoms first began, was an emotionally and physically painful time that changed her personal and professional life forever.

Caron had her own successful practice as a chiropractor and was in good physical shape. She was very careful about her diet and had always been a strong athlete (she had been a college basketball player). Caron was an educated person who understood a lot about physical health and well-being, but she was about to confront something that would take away her good health and intellect without explanation.

“As an athlete, I knew what getting normally sore was all about, but I started getting really sore. I first noticed that when I went to the gym to work out, I couldn’t do anything without getting stiff and achy, especially the next day. The pain began on the right side in the rib cage, and when I went to the doctor she gave me an anti-inflammatory medication and told me that I had an inflammation of the cartilage in between the ribs. But the medication didn’t help; in fact, the pain spread to my low back and my legs, and, oddly enough, my face always hurt (and I knew it wasn’t because I was smiling too much).

Fibromyalgia Survey

In an attempt to identify the “typical” person with fibromyalgia, Ginger H. Ferguson of Forrest General Hospital in Hattiesburg, Mississippi, conducted a survey in 1997 in the tristate area surrounding Tennessee. Of the 280 people with fibromyalgia who were surveyed, the graph below indicates the percentage of those who reported the presence of the following symptoms:
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“Soon I got tired of feeling so sore and tired all the time, so I stopped going to the gym and started going to more doctors. But the doctors just blew me off as if I were crazy. They couldn’t tell me that I wasn’t eating right, or that I didn’t get enough exercise, or that I was too stressed, so they’d just say, ‘You’re just doing too much and making yourself sore and tired.’ I couldn’t figure out what was going on, but when so many so-called educated medical professionals told me there was nothing really wrong with me, I began to think that I was overreacting, and I tried to ignore what was happening to my body and focused instead on working and getting through each day.”

Thinking that maybe her problems were all emotional, Caron went to a psychologist. This mental health professional diagnosed depression, gave Caron prescriptions for medication, and advised her to keep working and to keep her mind off her pain—ignore it. But still the symptoms got worse.

“I would drag myself into work, but then I’d have to cancel my patients because I just couldn’t function. My body was so full of pain, I had trouble keeping my balance, and I was getting to the point where I couldn’t even remember my patients’ names.” At the point when she realized that it wasn’t safe for her to keep practicing, Caron sold her business—still without knowing what was happening to her.

Soon after she stopped working, Caron tested positive for Epstein-Barr—the virus that causes mononucleosis. Figuring she had a really bad case of mono, Caron gave herself three months to heal her body and get back into shape. Feeling depressed and sick, Caron decided to move to Mexico for a change of scenery. Unfortunately, she had to make this move without the support of her significant other, her family, or her friends. “They said I was crazy; they said I just couldn’t handle being in the workplace; they acted like I was wimping out and being very frivolous. There was absolutely nobody to turn to. But I had to do something. There was so much pain all over my body, I thought for sure I was going to die—even if I had to kill myself to do it. Everything I had worked for was gone, so it didn’t much matter to me what other people thought of my plans. I figured if I was going to die, I might as well die in a beautiful place.”

By this time Caron knew she had something more than Epstein-Barr. “I couldn’t sleep at all. I was in indescribable pain; I had headaches and sore throats. Being out in the sun made me feel worse, and I didn’t have enough energy to walk around the block. At one point the pain in my leg was so bad I couldn’t stand it, so I went to the hospital emergency room where they did all these tests that cost me a whole lot of money, and they found nothing. I had to find out what the hell was going on.”

So Caron began her own research into chronic pain and fatigue—which led her to explore chronic fatigue syndrome and fibromyalgia. The most exciting information that came out of this research was that she was not alone. “I began to realize that this was something a lot of people have. I found books and Web sites and medical research that said I was not crazy and that I had an identifiable illness.” This information was what Caron needed to decide that she would not go under. “Knowing what I had gave me what I needed to fight back.”


The most exciting information that came out of Caron’s research was that she was not alone.



Caron’s story is typical of the journey so many people with fibromyalgia take as they struggle to find out “what the hell is wrong with me.”

A BRIEF HISTORY OF FIBROMYALGIA

You may have been told that you have a “new” disease that medical experts know little about. This is not quite true. Aches and pains in the muscles and joints have been described in documents from biblical times and as muscular rheumatism in the European literature since the 17th century. Since the 1800s, physicians have recognized and written about a condition involving disturbed sleep, fatigue, stiffness, aches, and pains for which there is little or no diagnostic explanation, calling it muscular rheumatism. In 1824, a doctor in Edinburgh described tender points. An American psychiatrist wrote in 1880 about a syndrome consisting of general fatigue, widespread pain, and psychological disturbance, calling it neurasthenia.11 Many of these cases (and probably many more since the beginning of humankind) were likely cases of fibromyalgia without the name we now use attached.

In the 20th century, the medical community turned its attention toward naming and defining this condition of diffuse body pain and fatigue. In 1904, Dr. Gowers used the word fibrositis to describe the sore spots found in patients with muscular rheumatism. (The Latin root fibro means “supportive tissue,” and itis means “inflammation.”) In 1913, the published notes of a lecture on fibrositis given by A. J. Luff pointed out that the symptoms of fibrositis sometimes grew worse in bad weather with lower barometric pressure. He found that extreme changes in temperature, as well as local injuries, fevers, and flu-type infections also increased the severity and frequency of symptoms (many people with fibromyalgia today find the same thing).12 When it was found in 1947 that there was no evidence of inflammation involved in these patients with widespread pain and localized sore spots, the concept of “psychogenic rheumatism” was proposed in the Annals of Rheumatoid Disorders.13 (It is this decades-old belief that the symptoms of fibromyalgia are all in your head that some physicians still hold fast to today!)


Aches and pains in the muscles and joints have been described in documents from biblical times and as muscular rheumatism in the European literature since the 17th century.



Later, in the 1960s, the word fibrositis was used to describe a well-defined syndrome with generalized musculoskeletal aching, tender points at multiple sites, poor sleep, and fatigue (sound familiar?). In 1975, an article was published in Psychosomatic Medicine about the musculoskeletal symptoms and sleep disturbance problems in people with fibrositis syndrome.14

But the concept of fibromyalgia remained in doubt until 1981, when the first controlled study of the clinical characteristics of this syndrome was performed by Muhammad Yunus, M.D., and his colleagues and published in the journal Seminars in Arthritis and Rheumatism.15 This study showed that multiple symptoms as well as tender points were significantly more common in fibromyalgia than in an age-, sex-, and race-matched normal control group, thus raising fibromyalgia to a recognizable syndrome level. A study published in 1987 in the Journal of the American Medical Association (JAMA) by Don L. Goldenberg, M.D., followed this landmark study that reported on the symptoms, laboratory findings, and treatment results of 118 people with fibromyalgia.16 (This issue of JAMA also set the record straight on correct use of the word fibromyalgia rather than fibrositis.)


The concept of fibromyalgia remained in doubt until 1981, when the first controlled study of the clinical characteristics of this syndrome was performed.



This promising research, however, was not the end of the confusion. In an article in the Journal of the American Chiropractic Association, chiropractor Urscia Mahring describes the typical course of medical “treatment” given to most people with fibromyalgia during the 1980s. She says:


Fibromyalgia is not a widely supported diagnosis, as medical doctors are not in agreement about its existence even now. In the mid-80s, when I began seeing patients as a student doctor, people would come to us after going to several other doctors who could not find anything wrong with them. Because these patients had a history of having seen multiple doctors, with multiple complaints involving more than one system (musculoskeletal, digestive, perhaps endocrine or immune, and psychological), and because they had shifting areas and intensities of complaints with no apparent causative factors, and because they tended to appear to be depressed if not downright despondent, and because diagnosis was so extremely frustrating and treatment was like trying to catch the tail of a newt, the sad truth is that people with fibromyalgia easily could be labeled as “symptom magnifiers” and their suffering could be—and often was—discounted and disregarded.

At that time, we diagnosed these patients with fibromyositis or myofibrositis, thinking they had an inflammatory muscle condition. Eventually, though, muscle tissue biopsy revealed a total lack of an inflammatory process. We were also diagnosing these patients as suffering from chronic fatigue syndrome since the symptoms were quite similar.17



What’s in a Name?

Fibromyalgia comes from the Latin: fibro meaning “supportive tissue,” myo for “muscle,” and algia for “pain.” Fibromyalgia is also sometimes called fibrositis, a termed coined in 1904 when it was thought that the pain in muscles and surrounding connective tissues was caused by inflammation. However, we now know that inflammation is not a cause of the widespread pain of fibromyalgia, yet you may still see the term used in some literature.

Some researchers in the early 1990s tried to rename the condition fibromalasia (meaning discomfort in the soft tissues), but the term did not catch on. Keep it in mind, however, if this word comes up in your research.

Psychogenic rheumatism is a term you should know and be wary of. It is a diagnosis given when a physician believes a patient’s widespread pain is due to a psychiatric problem. Although a subgroup of people (about 25 to 35 percent) has a significant psychological problem, fibromyalgia itself is a recognizable collection of symptoms and signs with a physical basis.

Commonly, you will see this condition referred to as fibromyalgia syndrome or FMS or FM. The word syndrome is used to describe an illness that consists of a group of symptoms or problems without a known cause. Fibromyalgia, FMS, and FM are used interchangeably to describe the same illness.

Fibromyalgia has also been called:


	The Invisible Illness (because it is so hard to diagnose)


	Tender Lady Syndrome (a dismissive term used by predominantly male doctors to describe a predominantly female condition)


	Syndrome of the Nineties


	The Irritable Everything Syndrome






It has been a long and frustrating search for answers. Finally, in 1990, the American College of Rheumatology classified fibromyalgia as a recognizable syndrome. It defined the term and set standards for diagnosis. Now, for the first time, those with the body aches, fatigue, pain, and misery of this syndrome had the recognition of the medical community.

THE CAUSE

Having a name and a medical classification has given fibromyalgia some long-overdue respect. But it has not answered the most elusive question of all: What causes this condition? There have been many false starts, disappointments, and wrong turns in the search for an explanation, but the good news is that even missteps bring us one day closer to finding out what causes fibromyalgia. The answer to this medical riddle is vital to finding the ultimate cure.

The Role of Genetics

Researchers have found that fibromyalgia seems to run in some families, leading them to speculate that there may be an underlying genetic vulnerability. Some believe that it is common for several generations of a family or many family members of one family to have FMS. A study conducted in the year 2000 with individuals diagnosed with FMS who attended support group meetings throughout Illinois found that 54 of the 145 people (37 percent) in the study reported having relatives with symptoms or a diagnosis of fibromyalgia. Half of this group identified their mothers, and over one-fourth identified their sisters.18


Researchers have found that fibromyalgia seems to run in some families, leading them to speculate that there may be an underlying genetic vulnerability.



Possible Triggers

Whether or not there is a family connection, many people with fibromyalgia can point to a specific event or illness as the “cause” of their condition. There’s no doubt that certain events can trigger the symptoms of fibromyalgia. Things such as motor vehicle accidents, periods of prolonged stress, emotional trauma, hormonal changes, viruses, surgery, and certain drugs appear to be capable of flipping the fibro switch in genetically vulnerable people. But many researchers believe that these things are not responsible for the active symptoms.

“I would say that there is little support for many of the ‘causes’ that have been proposed for fibromyalgia,” cautions Dr. Daniel Clauw, chief of the Division of Rheumatology, Immunology, and Allergy at Georgetown University Medical Center and one of the country’s leading experts on fibromyalgia. “With time, immune, viral, and other ‘causes’ of FMS have been overtly disproven, or the tremendous amount of collected data has moved us away from the belief that there is any single environmental exposure (whether an infection, an accident, or an emotional event) that causes fibromyalgia. Most of us now believe that there is some type of dysregulation or sensitization in the way the central nervous system (CNS) operates. I wouldn’t say that we have entirely disproven all the alternative causes, but we’ve certainly moved far away from those toward the more unifying notion that there are several ‘triggers’ that flip a switch in the central nervous system, causing the various symptoms of fibromyalgia.”

Sleep disturbances, for example, are a good example of the way symptoms can be mixed up with possible causes. One hundred percent of people with fibromyalgia in a specific study conducted by J. Rodgers and S. Maurizio reported a sleep disturbance. In this group, nearly three-fourths reported a sleep disturbance every night, with a severity level of 3.7 (with 4.0 being debilitating). Severity of the sleep disorder increased as the number of nights it occurred increased. And it was not surprising that the level of fatigue increased as the level of sleep disturbances increased.19

No doubt there is a definite link between FMS and sleep disturbances, but the sleep problems may be a cause and then increase as a symptom, causing a spiral with the disease getting worse. Several studies have shown that if people are deprived of sleep, some of the individuals will develop the symptoms of fibromyalgia. This finding has led some to conclude that sleep dysfunction is the cause of fibromyalgia. However, Dr. Clauw points out that “the data in the sleep literature suggest that a minority of fibromyalgia patients has any significant sleep abnormality, so this probably isn’t the place to focus research into the cause of this condition. It seems to me that sleep disturbances are no different than the problems with memory or depression that people with fibromyalgia are known to have; they are all symptoms of fibromyalgia—not the cause.”

Other events have been suggested as the “cause” of fibromyalgia but are, at best, triggers. These include the following:


	Viruses (especially the flu and the Epstein-Barr virus)


	Certain types of fungi (such as Candida albicans)


	Immune system disorders


	Allergies


	Unrelieved stress


	Nutritional deficiencies


	Heavy metal and chemical toxicity


	Chronic mercury poisoning from amalgam dental fillings


	Muscles especially vulnerable to decreased circulation and minor injury


	Anemia


	Parasites


	Hypoglycemia


	Hypothyroidism




No one has to convince 23-year-old Joanne that there is a relationship among genetics, traumatic events, and her fibromyalgia—her case appears to be a textbook example. Joanne had suffered the pain and fatigue of fibromyalgia for 10 years, but it wasn’t until after an automobile accident that the symptoms of fibromyalgia flared with full force and she was finally diagnosed. Then 2 weeks after Joanne was told she had fibromyalgia, Joanne’s mother went to a rheumatologist for her arthritis. After talking a while about her health history, which had included pneumonia, lupus, sleep problems, fatigue, and the arthritis, her doctor told her he believed she had fibromyalgia. “We couldn’t believe it,” remembers Joanne. “Both of us were diagnosed independently of each other!”

History Lessons

The facts about genes and triggers help explain how fibromyalgia develops, but they still don’t answer the question, “What causes fibromyalgia?” What is it that keeps these symptoms going for years and years, long after a genetic switch has been flipped or the initial illness or traumatic event has passed?

Fibromyalgia Survey

The following list shows the percentage of people in the Ferguson survey who reported having these conditions before being diagnosed with fibromyalgia:

[image: ]



If you’ve done some research looking for the cause, you know there are plenty of possibilities to choose from. Researchers in this field tell us, however, that it’s best not to grab onto one single theory or another right now. If you look at the research over the last 10 years, you’ll see that at least five or six specific findings have claimed to be the cause of fibromyalgia. Although some scientific evidence supported these cases, further study refuted each one.

Dr. Clauw remembers that 3 years ago everybody with fibromyalgia wanted the tilt-table test after one study found that 95 percent of participants with fibromyalgia tested positive on this test for neurally mediated hypotension. But further testing in other centers found that only a relatively small percentage of people with fibromyalgia really tested positive, and it certainly was not the definitive cause everyone had hoped for. “Every few years,” says Dr. Clauw, “there are preliminary studies suggesting we know the cause of fibromyalgia, and with time all of these have been disproven.” It takes time for theories to be tested properly and applied to the fibromyalgia population. But still, every once in a while, a new theory will get enough media attention to fill us once again with high hopes.


Researchers in this field tell us that it’s best not to grab onto one single theory or another right now.



Today’s Headlines

Two very hot theories about the cause of fibromyalgia are making the rounds today: (1) spinal cord compression and (2) mycoplasm bacterium. Both have promising possibilities, but both need much further exploration.

Spinal Cord Compression

In March 2000, the ABC News show 20/20 Friday threw out what seemed to be a lifeline to the millions of people in America suffering with fibromyalgia. It told of cutting-edge treatment for fibromyalgia that was being practiced by neurosurgeons Dr. Michael Rosner of the University of Alabama in Birmingham and Dr. Dan S. Heffez of the Chicago Institute of Neurosurgery and Neuroresearch. These physicians found that some people with fibromyalgia have the same problem as those with Chiari syndrome and cervical spinal stenosis—a narrowing of the opening at the base of the skull or in the neck that compresses the lower part of the brain or spinal cord. By surgically widening this area, all symptoms significantly improved.

Both doctors became fascinated by the possibility that at least some people who had been diagnosed with chronic fatigue or fibromyalgia indeed had the classic neurosurgical problems that neurosurgeons had been operating on for decades. Eventually Dr. Rosner (who now works out of Park Ridge Hospital in Hendersonville, North Carolina) joined forces with Dr. Heffez, and they now examine and treat patients with the diagnosis of chronic fatigue or fibromyalgia.20

During an online chat following the 20/20 Friday show, Dr. Heffez pointed out a few facts:


	This narrowing in the base of the neck is believed to be a congenital condition that causes the problematic symptoms of fibromyalgia when provoked by trauma or accident. Seventy percent of treated patients reported a history of trauma.


	This is not a cure but a method of improving the quality of life by lessening symptoms.


	The less time someone has experienced the symptoms of fibromyalgia, the more successful the results.


	Eighty-eight percent of the surgeries resulted in meaningful improvement to the patient.21




However, before you run to a neurologist asking for a diagnostic MRI (magnetic resonance imaging), you should know that this theory recently took a backward step when the results of a pilot spinal cord compression surveillance study sponsored by the National Fibromyalgia Research Association were reported at the American College of Rheumatology (ACR) annual meeting in the fall of 2000. Dr. Clauw took part in this study and finds the results disappointing. “Our study found that there wasn’t any higher rate of Chiari malformations or cervical stenosis in fibromyalgia patients than in the general population. In fact, there were more people with these structural abnormalities of the spine who had no symptoms at all than those who had fibromyalgia.

“This is only a single study,” he adds, “so I’m not in any way saying this theory should be discarded, but even the biggest proponents of this theory are suggesting that only individuals with an abnormal neurological exam should be given a diagnostic MRI. In fact, many of the patient advocacy groups who were originally very excited about this finding are recommending against patients having MRIs routinely.”

Once again the research into the cause of FMS seems to have taken two steps forward and one step back—but even that puts us ahead of where we were before the research began.

Mycoplasm Bacterium

In a study published in the journal Medical Sentinel, Dr. Garth L. Nicolson and colleagues present a compelling case arguing that the disorders chronic fatigue syndrome (CFS), fibromyalgia, Gulf War illness (GWI), and a number of other chronic illnesses stem from a similar cause—infection by a primitive bacterium called a mycoplasm.22

Mycoplasma is a genus of microscopic organisms that lack a rigid cell wall, falling somewhere between a virus and a bacterium. Many are pathogens, causing diseases such as mycoplasma pneumonia, one type of sexually transmitted infection of the urethra called nongonococcal urethritis, as well as infections of the heart (endocarditis, myocarditis), and, some researchers speculate, severe asthma. Mycoplasma can exist harmlessly in the mouth and alimentary canal, but, as Nicolson writes, “when they penetrate into the blood and tissues, they may be able to cause or promote a variety of acute or chronic illnesses.”

Nicolson’s team compared people with CFS, fibromyalgia, GWI, and rheumatoid arthritis to healthy people, looking for signs of mycoplasma in the subjects’ white blood cells (leukocytes). In their study of 203 people with fibromyalgia, Nicolson and his colleagues found almost 70 percent of those suffering symptoms were infected with the bacterium (or at least showed signs of mycoplasma DNA), in contrast to 9 percent of the healthy control group of 70 people.

In his online article, Dr. Mark Young, associate chair of Physical Medicine and Rehabilitation at the Maryland Rehabilitation Center and a member of the faculty of the Sinai/Johns Hopkins Physical Medicine and Rehabilitation training program, expresses guarded optimism about the new study: “The bacteria could be present as a cofactor, and not the cause of the many symptoms patients experience.”23 Most researchers agree that it is still unclear whether mycoplasma infection is the cause of these chronic illnesses, a cofactor, or merely an opportunistic infection resulting from exposure and the patient’s already weakened immune system.


It is still unclear whether mycoplasma infection is the cause of chronic illnesses, a cofactor, or merely an opportunistic infection resulting from exposure and the patient’s already weakened immune system.



Dr. Clauw believes that when all is said and done, we may find that the Chiari syndrome, cervical stenosis, and mycoplasma infections may be responsible for symptoms in a small percentage of people with fibromyalgia, but by no means will they be the definitive cause of fibromyalgia. There is still much work to be done.

New Directions

Over the years a long list of possible causes of fibromyalgia has been studied and proposed—none with definitive results. Now, finally, there is reason for hope. Dr. Clauw tells us, “We’re learning things more rapidly than we ever have before. There is near unanimity within the scientific community that fibromyalgia is some type of disturbance in the function of the central nervous system. There was a lot of money that was poured into looking for viral or immune abnormalities that were felt to be responsible for the illness. But now those studies are largely being abandoned, at least at the federal level.” This conclusion is a major breakthrough that has changed the party line, which thought that fibro was probably caused by infections or immune system disorders. It allows researchers to focus in one area, making it more likely that a definitive cause can be found.

But don’t begin celebrating just yet. Finding the exact disturbance in the central nervous system that causes fibromyalgia is not an easy task. The central nervous system consists of the brain and spinal cord and is composed of a vast system of receptors and fibers that receives and sends signals to all parts of the body. The CNS is connected to a peripheral nervous system which connects nerves to most of our tissues, especially to muscle, bone and joints. Many things can go wrong within this system. Research into the role of the nervous system in fibromyalgia is focusing on many possible problems. The two most promising possibilities are altered pain perception and malfunction in two key CNS systems.

Altered Pain Perception

Jon Russell, M.D., Ph.D., of the University of Texas Health Sciences Center in San Antonio, suspects that the persistent pain of fibromyalgia leads to a heightened sensitivity to pain that spreads far beyond the site of the original injury. In her article “I Hurt All Over” in Psychology Today, Mirinda Kossoff reports that Dr. Russell says, “In fibromyalgia we don’t see discernible tissue damage that would cause pain. It appears that within the central nervous system, something has happened to the pain perception process.”24 In studies of people with FMS, Russell and his colleagues have detected abnormal levels of several chemicals that relay signals around the
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