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Praise for The FibroManual

“The FibroManual is a real winner. Bringing together the best of conventional Western medicine and effective integrative approaches, it is hands down the most comprehensive book ever written on this subject. It will help thousands get better.”

—CHRISTIANE NORTHRUP, MD, New York Times bestselling author of Women’s Bodies, Women’s Wisdom

“The FibroManual offers solid hope of living well with fibromyalgia. It includes valuable, insightful resources that reveal new integrative treatment options. People with fibromyalgia can feel confident in using Dr. Liptan’s science-based treatment protocols. The FibroManual should be the first book to read for people who are newly diagnosed.”

—JAN FAVERO CHAMBERS, president/founder, National Fibromyalgia & Chronic Pain Association

“The FibroManual includes all the little things that have made the biggest difference in my own fibromyalgia—treatments that took me years to find on my own as a patient. This book will be required reading for my students.”

—TAMI STACKELHOUSE, founder, International Fibromyalgia Coaching Institute

“An inspiring story about how a physician overcame her own fibromyalgia, this book contains important lessons for both doctors and patients, as well as lots of practical advice and excellent references if you wish to dig deeper.”

—RICHARD PODELL, MD, MPH, clinical professor, Department of Family Medicine and Community Health, Rutgers Robert Wood Johnson Medical School

“An easy-to-understand and well-referenced guide. Readers will find the answers they need to significantly improve their lives, and their care providers will find specific guidelines on therapies, medications, and supplements. I hope that they read this valuable book thoroughly, and that they keep it handy for frequent reference.”

—DEVIN J. STARLANYL, co-author of Fibromyalgia & Chronic Myofascial Pain Syndrome: A Survival Manual

“Stop searching, the answers are all here! The FibroManual is a treasure trove of scientifically proven strategies to help both patients and providers understand and treat fibromyalgia. There is a lag between what scientists know and what your health care provider may know. Dr. Ginevra Liptan is here to help you bridge that gap with the easily understandable and accurate information in this book.”

—KIM DUPREE JONES, PhD, FNP, FAAN, associate professor, School of Nursing, Oregon Health & Science University

“At last, here’s a book with a practical and current map for managing all our fibromyalgia symptoms and an understanding that treatment should not follow a one-size-fits-all approach! I take this book to every appointment with my health care team.”

—MELISSA TALWAR, director of patient advocacy and communications, National Fibromyalgia Association
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No book can replace the diagnostic expertise and medical advice of a trusted physician. Please be certain to consult with your doctor before making any decisions that affect your health, particularly if you suffer from any medical condition or have any symptom that may require treatment.
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INTRODUCTION

The F-Word

When describing fibromyalgia to someone without the condition, I ask them to recall the muscle soreness that follows a flu shot—then to imagine that ache throughout their whole body, along with profound fatigue and mental fog. I might show them the best visual depiction of this pain that I have seen: The Broken Column, a self-portrait by the Mexican painter and fibromyalgia sufferer Frida Kahlo, in which her body is pierced by nails (Martínez-Lavín 2000).

The ten million Americans currently struggling with these debilitating symptoms get very little help from their doctors. Research has lagged far behind other diseases, bogged down by controversy and a century of arguments about whether it is a “real” illness. The fact that it primarily affects women has contributed to its categorization as a second-class or “wastebasket” diagnosis. The stigma attached to fibromyalgia—both having it and treating it—is why I half-seriously refer to it as the F-word of medicine.

Although more than six thousand studies have now illuminated the processes in the body that cause fibromyalgia and provided effective options for treatment, many physicians still don’t understand it well enough to assist their patients (Hadker 2011; Perrot 2012). This leaves sufferers desperately trying to figure it out on their own, which is exactly what I experienced after developing fibromyalgia in my second year of medical school. This book provides all the information I needed back then, including research-supported medical guidance to bring to your doctor’s attention and specific advice on practical things you can do for yourself.

A Doctor with an Invisible Illness

At age twenty-six, I suddenly went from being a healthy and active (if overworked and poorly rested) medical student to barely functional, exhausted, and in pain all the time. I attributed it to the stress and long hours of school, so I tried to eat better and sleep more. But I just kept getting worse. I made appointments with some of the top specialists in Boston; none of them could figure out what was wrong. I saw alternative medical practitioners, including acupuncturists and naturopaths and a well-regarded holistic MD, but still no answers.

I was ultimately diagnosed by a chiropractor. Finally having a name for what I was going through was a relief, but then things went from bad to worse. One day during teaching rounds, my senior physician authoritatively announced, “Fibromyalgia does not exist.” I realized that many doctors, even my closest friends, dismissed sufferers as hypochondriacs. I told no one about my illness and was left to fend for myself with Dr. Google and self-help books.

Medicine had failed me. I had to figure it out for myself, which remains an all too common situation for people with the condition. I was fortunate, however, to have the training to interpret research studies and find and access cutting-edge treatments. Using myself as a guinea pig, I eventually found some very effective regimens, which I have now used to treat thousands of patients. I discovered that gaining real improvement in symptoms requires an integrative approach that includes both Western and alternative treatments.

My med school and residency training was purely Western medicine, but since then I have studied integrative therapies through the Institute for Functional Medicine. I have treated fibromyalgia as a primary care provider, a pain specialist, and in the rheumatology clinic at Oregon Health and Science University. But it is my personal experience that gives me the unique perspective of a physician studying this illness from the inside.

Fibromyalgia Is Real and Can Be Treated

In 2002 a groundbreaking study showed abnormalities in how the brain processes pain in fibromyalgia (Gracely 2002). This research finally provided the objective data to prove fibromyalgia was “real,” and gave a target for drug development. A decade of intensive research resulted in three FDA-approved drugs that dull the pain signals in the brain. But those medications don’t treat the often more debilitating symptoms of fatigue and fuzzy thinking called “fibrofog.”

In fact, pain-processing problems are only the tip of the iceberg. A much bigger factor is a stress (or danger) response that has gone haywire and is constantly on red alert, leading to a chain reaction that results in fatigue, brain fog, and muscle pain. The only way to get lasting improvement in all of these symptoms is to systematically address the negative effects on the body of a chronic hyperactive stress response. My treatment approach does this in four manageable steps, which I call the four R’s:


• First, Rest: give the body a break from the constant pummeling by a hyperactive stress response by purposefully enlisting a relaxation response and by restoring deep sleep.

• Once the foundation of Rest is in place, we add Repair, both structural and nutritional. The stress response weakens the body’s ability to break down and absorb nutrients, so we fix digestion. Muscle pain is eased with gentle movement and myofascial release, a specialized manual therapy that targets painful connective tissue.

• The next step is to Rebalance the problems with energy production, hormones, and inflammation caused by a chronic stress response.

• Finally, Reduce any remaining pain, fatigue, or fibrofog by treating specific symptoms with targeted medications and therapies.



Helping Your Doctor to Help You

At this point you may be wondering, “If there are all these effective treatments out there, why doesn’t my doctor know about them?” Certainly, the F-word stigma contributes to this gap in knowledge, but fibromyalgia is also an orphan disease that is not claimed by a specialty and instead awkwardly straddles the fields of rheumatology, neurology, and sleep and pain medicine. The majority of care falls to overwhelmed primary care doctors who don’t have time to go searching for new treatment ideas among the sea of medical publications. Add in the common delays between research findings and adoption into clinical practice, and you can see why the average health care provider has little to offer.

The typical research-to-practice gap is exacerbated by the lack of space for fibromyalgia in the big medical journals. Since 1987, only one fibromyalgia study has been published in the New England Journal of Medicine, the most widely read medical publication in the world. Some helpful treatments are neglected because they involve unusual uses of medications, like the dementia drug that dramatically reduces fibromyalgia pain and brain fog. Others are ignored because they come from the world of alternative medicine. Doctors simply don’t read massage therapy journals, like the one that published a large European study showing that myofascial release therapy provided long-lasting relief from fibromyalgia pain.

Since the average busy primary care provider does not have time to actively search out studies on new treatments, research has to be brought to their attention in some other way—namely by their patients. As a practicing physician myself, I know how to get your doctor’s attention. The appendix contains a research-supported guide to share with your health care provider.

Some of my recommendations are “clinical pearls” that aren’t found in any textbook, but rather are gained only through experience during medical training. Others are hidden gems, studies that show good results of a treatment or medication but may get lost in the sea of information and never make it onto a doctor’s radar. Bringing these to your doctor’s attention allows her to provide you with expert-level fibromyalgia care.

Is There a Cure?

There is no cure for fibromyalgia, yet. But we don’t have cures for many chronic illnesses, like diabetes and high blood pressure—what we do have are effective treatments that manage those diseases well enough that they are minimally detrimental to one’s health. And powerful treatments for fibromyalgia are out there as well.

When people ask me if I have recovered from fibromyalgia, I say, “Yes.” I have found ways to feel much better and minimize its impact on my life. Ultimately, I do still have fibromyalgia, and there is no magic bullet that completely eliminates all symptoms. It requires work, and I have learned that consistency in my self-care routine is essential. With the tools in these pages, you’ll learn how to help yourself—and enable your doctor to help you—to dramatically reduce your symptoms too.





CHAPTER 1

Figuring Out Fibromyalgia for Myself

At the end of my first year of medical school, I was doing crunches at the gym when I felt a muscle in the front of my neck rip, causing intense pain. I had injured muscles before, and I figured it would heal quickly. But as days turned to weeks, it didn’t. My neck burned constantly and felt like it could no longer hold up the weight of my head. The only relief I got was when I wrapped a heating pad around it. A chiropractor found mild abnormalities in my cervical spine and made some adjustments. I started getting regular chiropractic treatments, because they were all I could think to do, and they helped a little.

That summer, I was achy and tired all the time. I took a part-time babysitting job, and working for just a few hours left me exhausted for days. I woke up in the morning with a sore neck and back, which hurt all day. I frequently felt stiff, weak, and lightheaded. It was as if all the energy of my body and mind had been sucked out. I went to see my primary care doctor, who prescribed a muscle relaxant, which did not help. The pain progressed to my upper back—an ache between my shoulder blades that would not go away. My spine hurt, my skin hurt, everything hurt. I was sleeping poorly, tossing and turning, and I woke every morning feeling more tired than before I went to bed. I felt too weak to even lift my arms to wash my hair in the shower.

One day my hips started aching so much that I couldn’t do anything but lie in bed and cry. I was sure there was something really wrong with me, so I went again to my doctor. She drew blood and sent me to a rheumatologist. The rheumatologist ordered X-rays of my neck and hips and assured me they were completely normal.

“So why do I hurt all the time?” I asked.

“I don’t know, but you don’t have arthritis,” he responded.

I returned to my doctor to find that my labs were all normal. My doctors had no answers for me and nothing to offer.

A Diagnosis

I started my second year of medical school as a total wreck. And then a bit of grace fell my way. My chiropractor sold her practice. I tearfully told my entire story to the chiropractor who took it over, and he suggested that I might have fibromyalgia—the first time anyone had even mentioned it to me. He checked my tender points, and registered “exquisite” tenderness in at least twelve of them, confirming the diagnosis. He recommended that I pick up what he called “the bible of fibromyalgia,” Fibromyalgia and Chronic Myofascial Pain Syndrome: A Survival Manual, by Devin Starlanyl and Mary Ellen Copeland. I spent weeks reading and rereading it, trying to convince myself that I did not have the condition, but unable to avoid the fact that it described me perfectly. “Chronic” was such an awful word. And fibromyalgia had such a stigma among doctors—even among my fellow medical students—that I couldn’t quite believe I had it.

I began doing research in my medical textbooks, on the Internet, and in bookstores. I quickly became discouraged. Western medicine had little to offer beyond antidepressants and exercise. I was already on antidepressants, and exercise made me feel worse. So I ventured into the confusing world of alternative medicine, perusing countless theories and treatments online, many of which conflicted directly with what I was learning in school. I was overwhelmed by the different ideas I encountered about the causes of fibromyalgia and how to treat it.

Was it yeast overgrowth? Low thyroid hormone production? Did I need to cleanse my body of toxins? Do a raw-juice fast? Use guaifenesin to reduce calcium phosphate deposits in the muscles? Was I deficient in some vitamin that I needed in megadoses? Did I need a macrobiotic diet? Raw foods? Alkaline foods?

Compounding my frustration was the fact that I was so fatigued I didn’t have the energy to contemplate major lifestyle or dietary changes. Acupuncture didn’t help, and massage made me feel more achy and tired. The latter half of my second year of medical school was basically a very expensive correspondence course. I rarely felt well enough to make it to class, and survived by getting lecture notes from friends, studying at home, and showing up only for the occasional required seminar and exams.

I finally accepted that I had fibromyalgia. I felt hopeless and helpless. I told myself that it wasn’t fatal—it wasn’t cancer—but it still felt like a death sentence. It became clear that there was no way I could make it through the rigors of the third year of medical school, with its eighty-hour workweeks and high levels of physical and emotional stress. I took a leave of absence.

Stumbling into Help

During my yearlong leave I read every book I could get my hands on about fibromyalgia and tried every treatment I could. I knew exercise was supposed to help, so I kept trying new regimens, only to stop after injuring myself. After diligently following the guaifenesin protocol described in What Your Doctor May Not Tell You About Fibromyalgia: The Revolutionary Treatment That Can Reverse the Disease, by R. Paul St. Amand and Claudi Craig Marek, I was devastated when I got no benefit from it. I took thousands of dollars’ worth of useless supplements. I tried IV therapies with a naturopath, and saw a top holistic MD in Boston. I did colonic hydrotherapy and fasted and did detoxifying diets. I tried every type of massage I could find, but each session seemed to make my pain worse. I journaled and saw a therapist and tried to meditate. None of it helped, and midway through the year I was feeling hopeless and preparing to drop out of school completely.

Then I read Claire Musickant’s Fibromyalgia: My Journey to Wellness. Musickant describes her dramatic reduction in symptoms after testing for food sensitivities and eliminating the offenders. I knew it was something I needed to do; it felt right. I had a rare rush of hope and excitement as I called the lab to find a practitioner in my area, a naturopath. She told me the test was expensive. I hesitated and asked her if she had found that it helped people with fibromyalgia. “Oh, yes,” she said, “and it helped me. I had fibromyalgia and am now ninety percent better.” She had fibromyalgia—past tense. These were possibly the most beautiful words I had ever heard. She was the first person I had talked to who had even suggested that fibromyalgia was something one could recover from.

I did the blood test and started to avoid the recommended foods and chemicals. After about two weeks, I realized that the all-over body ache I had grown so accustomed to was gone. Now it only hurt when someone actually pressed on my muscles. It didn’t feel as if I constantly had the flu. I had the energy to grocery shop, to cook, to exercise. I was thrilled. But my sleep was still light and restless and I woke up exhausted every morning. My neck and arm pain flared up easily with exertion or repeated motion.

A massage therapist recommended I try a manual therapy technique, the John F. Barnes’ Myofascial Release Approach, which involves slow, prolonged stretching that releases restrictions in the fascia, the connective tissue around the muscle (see chapter 12 for further details). After several sessions I experienced dramatic pain reduction in my arms and neck. With ongoing myofascial release therapy, I felt well enough to return to medical school, but I remained fatigued all the time. Things really fell apart during a month of night shifts in the hospital. I couldn’t sleep during the day and developed severe insomnia. I dragged myself once again to my primary doctor, who prescribed a sleep medication.

Suddenly everything shifted. I was getting deeper sleep and feeling more rested when I woke up. The combination of improving sleep quality with medication, avoiding inflammation-producing foods, and myofascial release treatments got me through the grueling remainder of medical school and residency training. And it forms the core of my treatment approach to this day. Over the years I fine-tuned my technique, learning other ways to improve deep sleep, treat the fascia, and warm up so that exercise helps and doesn’t hurt.

As I continued my medical training, I was able to better assess the thousands of studies and articles written about fibromyalgia. I began to put together why certain treatments had helped me so much, while others did nothing at all. Based on my own relief with myofascial release I was convinced that the fascia was the source of fibromyalgia pain, and my research has focused on it ever since. At Oregon Health and Science University I conducted a study that found myofascial release therapy was more helpful than standard massage for fibromyalgia symptoms (Liptan 2013). I’ve also published articles on exercise and self-management strategies (Jones 2012; Liptan 2010; Jones 2009). In 2011 I founded the first private practice in the United States dedicated exclusively to fibromyalgia, the Frida Center for Fibromyalgia, in Lake Oswego, Oregon.

For years after my diagnosis I felt bitter toward all the doctors who had not been able to help me. It was so frustrating that again and again I had to find my own way, wasting money on ineffective treatments because I had no guidance. My resentment faded, though, as I continued my medical training and practice and realized that physicians in this country are working within an untenable system. Our current medical framework is just not set up well to deal with chronic and complex illnesses like fibromyalgia. And while most doctors do really try to help their fibromyalgia patients, they simply lack the expertise or tools to do it.

I told no one about my diagnosis, even my closest friends. I only revealed it during my final presentation to colleagues and teachers on the last day of my residency. I felt as if I was “coming out” and revealing a whole secret life. I wanted to show my fellow doctors it is a real disease that can happen to anyone. Since then, I have focused a large part of my career on educating other health care professionals about this invisible illness. I am done feeling ashamed. My hypervigilant nervous system keeps me attuned to subtle changes in other people’s emotional states and in my environment. It has helped me to become a better doctor. And my intimate experiences with pain and suffering have made me a better human being.





CHAPTER 2

What Fibromyalgia Is—and Isn’t

Fibromyalgia is extremely common, affecting at least 3 percent of the population in the United States (Lawrence 1998; White 1999). The typical sufferer is an otherwise healthy young woman in her twenties or thirties. It doesn’t discriminate by socioeconomic class: my patients include fast-food workers, lawyers, custodians, school district superintendents, zookeepers, and teachers. While it predominantly affects women, many more men, especially combat veterans, have been diagnosed in recent years.

Most patients first seek medical guidance for persistent pain or fatigue, but they may also experience irritable bowel and bladder symptoms, low blood pressure, dizziness on standing, poor balance, frequent headaches, numbness or tingling in hands or feet, and sensitivity to loud noises. All of these symptoms can be tied in one way or another to dysfunction in the stress response.

Given the prevalence of fibromyalgia and how much research has now been done, it seems like it should be easy for health care providers to diagnose, doesn’t it? Unfortunately, that’s not the case, because there are no accepted imaging or blood tests that can confirm a diagnosis. Complicating matters, its symptoms are not unique; similar problems can be caused by anemia, hypothyroidism, and chronic fatigue syndrome. If you see your doctor for fatigue or muscle pain, the workup usually starts with lab tests for thyroid function, red blood cell count, and inflammation in the blood as she tries to rule out other potential causes. Standard laboratory tests come back normal in fibromyalgia, so it is considered a diagnosis of exclusion, given only after no other sources of muscle pain and fatigue have been found.

Fibromyalgia Is a Clinical Diagnosis

The lack of lab abnormalities associated with fibromyalgia, and the fact that sufferers don’t “look sick,” have contributed to the controversy surrounding this illness. Technically, fibromyalgia is not even considered a disease; it is still referred to in the medical literature as a syndrome: a collection of signs, symptoms, and medical problems that tend to occur together but are not related to a specific, identifiable cause. A disease, meanwhile, has a specific cause or causes and recognizable signs and symptoms. As you will learn, I do feel that there is a specific cause for fibromyalgia and thus refer to it as a disease or illness throughout this book.

To ease the difficulty of diagnosing fibromyalgia, in 1990 a group of rheumatologists created a set of diagnostic criteria for doctors and researchers (Wolfe 1990). Patients with fibromyalgia have “widespread pain in multiple connective tissue areas” (Mease 2011), and through trial and error these rheumatologists found that most patients were very tender in eighteen specific points in the muscles: on both sides of the body, just under the knees and elbows, in the lower back and gluteal region, and in the neck and over the second ribs, near the breastbone. To be diagnosed with fibromyalgia, you need a history of diffuse musculoskeletal pain and tenderness on palpation (applied pressure) in eleven of those eighteen points.
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The eighteen tender points used to diagnose fibromyalgia.



Over the years there has been increased recognition that fatigue, poor sleep, and cognitive dysfunction (“fibrofog”) almost always accompany the muscle pain in fibromyalgia. So in 2010 a different team of rheumatologists developed another diagnostic tool (Wolfe 2011) that no longer requires a tender point exam. Instead, a patient must describe widespread pain in specific areas of the body and moderate to severe symptoms of fatigue, waking unrefreshed from sleep, and cognitive dysfunction. These newer criteria are still being refined and have not been officially adopted by the American College of Rheumatology as of the writing of this book, but many specialists have already started using them in addition to a tender point exam. And soon we may not need them, as we are—happily—getting close to a diagnostic blood test based on the work of several different research groups. In 2014 researchers at Virginia Commonwealth University discovered a specific pattern of inflammatory chemicals in the blood of fibromyalgia subjects (Sturgill 2014). Other researchers found that certain types of white blood cells do not respond normally to chemical stimulation in patients with fibromyalgia. The results were so striking, in fact, that it was developed into a test for consumers, called FM/a, which they are calling “the first objective diagnostic test” for fibromyalgia (Behm 2012). More studies need to be performed before it is widely adopted, but we soon may finally have a way to diagnose fibromyalgia from a blood test.

Fibromyalgia Is Not Exclusionary

Having fibromyalgia doesn’t exclude other ailments, and about 10 to 20 percent of people with rheumatic diseases like lupus or rheumatoid arthritis also have fibromyalgia (Middleton 1994; Haliloglu 2014). Lupus and rheumatoid arthritis are autoimmune diseases in which the immune system attacks the body. In rheumatoid arthritis this causes severe joint inflammation, especially in the hands and feet. In lupus it results in facial rash and diffuse joint pain, and can also cause blood clots and kidney problems. Many people with fibromyalgia wonder if they may also have an autoimmune illness, and blood tests to rule them out are part of the standard workup. Keep in mind that it is possible to have both fibromyalgia and lupus, or both fibromyalgia and rheumatoid arthritis.

Fibromyalgia can also be triggered by other illnesses, such as Lyme disease or chronic fatigue syndrome (Dinerman 1992). In fact, I estimate that about 15 percent of my fibromyalgia patients also have chronic fatigue syndrome. These overlapping illnesses can make it hard for your health care provider to make an accurate diagnosis since many Western or conventionally trained providers are not knowledgeable about chronic fatigue syndrome or Lyme disease. I will delineate the differences between fibromyalgia and chronic Lyme disease and chronic fatigue syndrome for your understanding. If you suspect you may have either, I recommend consulting a naturopath or a provider who specializes in their treatment.

Fibromyalgia Versus Chronic Fatigue Syndrome

Doctors and patients alike are confused by the similarities between chronic fatigue syndrome (CFS) and fibromyalgia (FM). Both are poorly understood conditions that are characterized by fatigue and primarily affect women. Complicating matters further, the two terms are often used interchangeably or lumped together and treated as if they were the same disease, under the banner of “FM/CFS.” Many of my patients think they must have chronic fatigue syndrome because they feel fatigued all the time, and this is a common misperception. But there are actually very specific criteria for CFS—it has unique symptoms, different triggers (for example, the fatigue stems from a dysfunctional immune system), and responds to different treatments. Most CFS patients describe a sudden onset of symptoms, often after a flulike illness, suggesting that it may be triggered by an infection. For the past thirty years, researchers have theorized that it is caused by a viral infection because of certain telltale changes seen in the blood and immune cells of CFS patients. However, no one has been able to identify a specific instigating virus, so it is now thought that a few different types of viral infections may trigger the immune system to go haywire. It is this overactive immune response, not a viral infection, that leads to fatigue, low-grade fevers, sore throat, and swollen lymph nodes. Fibromyalgia, on the other hand, usually has a gradual onset, and is not associated with fevers, sore throats, or lymph node swelling.

For patients with both fibromyalgia and chronic fatigue syndrome, I find that they still need my complete four R’s regimen, but also benefit from addressing any immune system problems directly. See chapter 23 for details on this treatment.

Fibromyalgia Versus Chronic Lyme Disease

Chronic Lyme disease refers to long-lasting symptoms stemming from infection with the spiral-shaped bacteria called Borrelia burgdorferi that causes acute Lyme disease. Acute Lyme disease is transmitted to people via deer tick bites and causes fever, headache, and a characteristic skin rash that looks like a bull’s-eye. If caught early, it can be treated with a round of antibiotics. But if left untreated (or if the infected person is unaware they have it), it can spread throughout the body and have long-lasting effects. Around three hundred thousand people in the United States are diagnosed with acute Lyme disease annually, mostly in New England and the upper Midwest (CDC 2013).

Ten to fifteen percent of people who are treated for Lyme disease develop persistent or recurrent symptoms of fatigue, migratory joint and muscle pain, headaches, and neurologic abnormalities like confusion and tingling, numbness, and burning or stabbing sensations. This is known as post-treatment Lyme disease syndrome (PTLDS). These patients’ blood tests are often negative for Lyme, so most doctors do not continue to administer antibiotics, but instead will just treat their symptoms. However, many alternative practitioners and Lyme specialists believe that the bacteria may still be present even if it isn’t showing up on standard blood tests, and they’ll treat it with long-term antibiotics, sometimes for several years. Best practices for Lyme remain a hotly argued and very controversial area of medicine.

The crux of the debate is that the available blood tests for Lyme disease are not very accurate. Generally, the best way to test for infection is to take a blood or fluid sample and see what bacteria grow from it. But the Lyme bacteria is very hard to grow in the lab, so instead we look for antibodies to the bacteria using a two-tier method of blood tests: the first detects the presence of antibodies, and if they are found, the sample is analyzed further to get a breakdown of how many and what types are present. A patient must test positive on both tiers to be officially diagnosed with Lyme.

The International Lyme and Associated Diseases Society estimates that these antibody tests are wrong about 40 percent of the time. Instead of relying exclusively on those results, the society emphasizes the importance of a doctor’s clinical judgment. If you are concerned that you may have chronic Lyme disease, I highly recommend you find a knowledgeable practitioner, a “Lyme-literate doctor.” In my region this is usually a naturopath, but it will vary from state to state, especially as more MDs learn about diagnosis and treatment on the East Coast in particular.

With symptoms that are so similar to fibromyalgia, you can see why chronic Lyme disease might easily be misdiagnosed, especially if the patient doesn’t recall a tick bite. And of course, Lyme can trigger the onset of fibromyalgia, so someone can have both diseases at once. One clinic reported that of 287 patients seen with chronic Lyme disease, 22 (8 percent) also had fibromyalgia (Dinerman 1992). As with CFS, if you have chronic Lyme disease, you will benefit from my four R’s treatment program but will also likely require additional therapies specific to the illness.

If you think you might have fibromyalgia, please see your health care provider to confirm the diagnosis and make sure she fully rules out any of the mimics like anemia and hypothyroidism, and determines whether you may have an overlapping illness like chronic fatigue syndrome, chronic Lyme disease, lupus, or rheumatoid arthritis. To be fully evaluated, consider seeing a specialist such as a rheumatologist or infectious disease doctor.

Chapter Resources


• IGeneX (www.​igenex.​com) is a laboratory specializing in testing for Lyme and tick-borne illness.

• The International Lyme and Associated Diseases Society website (www.​ilads.​org) has good information about diagnosis and treatment.

• Visit www.​lymedi​sease​association.​org to find Lyme-literate providers in your area.



Good Books on Lyme Disease


Why Can’t I Get Better? Solving the Mystery of Lyme and Chronic Disease by Richard Horowitz, MD.

Cure Unknown: Inside the Lyme Epidemic by Pamela Weintraub, revised edition.







CHAPTER 3

The Chain Reaction That Causes Fibromyalgia

Anyone who has seen a TV advertisement for a fibromyalgia drug has heard that the ailment is caused by “overactivity of pain-sensing nerves.” And it’s true that when the brain and spinal cord increase the volume on pain signals as in fibromyalgia, the result is pain hypersensitivity—the target of the three FDA-approved medications for this illness. But that’s just the tip of the iceberg. The crucial thing to remember with fibromyalgia is that the nervous system is stuck in the stress response (Martínez-Lavín 2012, 1998). In fact, all symptoms of fibromyalgia, including excessive pain, are the result of a complex chain reaction set off by a hyperactive stress response.

The stress response is an automatic brain reflex that is commonly referred to as the “fight or flight” instinct. It has little to do with feeling stressed out. Rather, it refers to the body’s automatic response to danger, triggered by a primal brain area whose only focus is on survival. When a potential threat is detected—a loud banging on your front door, a stranger moving quickly toward you on the street—the brain prepares the body by pumping adrenaline and tightening muscles, readying your whole system for action. This is the body’s normal response to danger—great for a short-term response, and activated only when there is an imminent threat. In fibromyalgia, however, the stress response never stops, like a smoke alarm that goes off incessantly even though there’s no fire.

When chronically activated, it wreaks havoc on the body, preventing deep sleep; keeping muscles tense, leading to pain and tenderness; impairing digestion and energy production; and throwing hormones out of balance. It also ultimately causes the pain-sensing nerves to increase the volume of their signals. (For more information about the chain reaction set off by the hyperactive stress response, check out chapter 7.)

To treat fibromyalgia we have to stop this chain reaction at the source by blocking the hyperactive stress response. In order to understand how, let’s dive deeper into its wide-ranging effects.

The “Autopilot” Nervous System

The nervous system consists of the brain, the spinal cord, and the nerves. A network of nerves known as the autonomic nervous system controls the housekeeping functions of the body such as blood pressure, heart rate, breathing, digestion, and urination. Its job is to be the “autopilot” that controls the most basic survival functions of the body. The autonomic nervous system is controlled by areas deep in the brain stem, in the “animal” or primal part of our brain that is not under our conscious control. It’s the region that can keep someone with a massive head injury alive and breathing in a vegetative state.

Branching out from the control center in the brain stem are two bundles of nerves that each extend to the entire body but with opposing functions. One branch is the sympathetic nerves that prepare the body for action by tensing the muscles, dilating the pupils, and increasing the heart rate in the face of a threat. The other is the parasympathetic nerves that prepare the body for rest, by relaxing muscles, slowing the heart rate, and dilating blood vessels. The brain stem is constantly shifting the balance between these contrary responses, which is how it keeps all the autopilot systems running smoothly. When you drive a car, you modulate the gas pedal and brake to control your speed. Likewise, when the brain stem activates the sympathetic branch it is pressing on the gas pedal, and when it activates the parasympathetic branch it is stepping on the brake.


Opposing Actions of the Two Branches of the Autonomic Nervous System

Sympathetic (Fight-or-Flight) Nervous System

• Tunes all body systems for a stress response.

• Increases attention/hypervigilance.

• Tenses muscles.

• Dilates pupils.

• Increases heart rate and force

• Diverts blood flow away from gastrointestinal system.

• Reduces gastric secretions.

• Slows gastric motility.

• Constricts blood vessels.

• Increases fuel metabolism to give burst of strength and energy.

Parasympathetic (Rest-and-Digest) Nervous System

• Tunes all body systems for a relaxation response.

• Calms brain/decreases vigilance.

• Relaxes muscles.

• Constricts pupils.

• Decreases heart rate and force.

• Increases blood flow to gastrointestinal system.

• Increases gastric secretions.

• Quickens gastric motility.

• Relaxes blood vessels.

• Slows fuel metabolism to resting state.



The baseline mode of the autopilot system is rest-and-digest, but it shifts into the fight-or-flight mode as needed. For example, standing up would cause a big drop in your blood pressure if the brain stem didn’t briefly activate the sympathetic nervous system to constrict blood vessels in your legs. However, the most important and complex role of the autopilot nervous system is to regulate the body’s response to danger through the stress response.

Understanding the Stress Response

The hypothalamus, an area deep in the brain, acts as the command center for the stress response. If it senses danger, it sends a message to the adrenal glands telling them to pump out cortisol and adrenaline, the stress hormones that help marshal the body’s resources to fight off or run away from a threat. Next, it sends an alarm signal down the brain stem to hit the gas pedal hard. This activates the sympathetic nerves throughout the body, causing blood vessels to clamp down and divert blood flow away from nonessential activities like digestion and urination. Sympathetic nerves tense the muscles to prepare to fight or run. They make the heart pound and the skin sweat. They increase attention in the brain, causing a state of hypervigilance. Together, the hypothalamus, brain stem, and sympathetic nerves are called the sympathetic, or “fight or flight,” nervous system.


[image: ]


The stress response.



Because the ability to sense and respond to danger is essential for survival, the stress response involves almost every system in coordination. The brain stem and sympathetic nerves communicate with the immune system and with the network of pain-sensing nerves throughout the body. Once a threat has passed, the brain stem calls off the fight-or-flight response, pressing the brake and activating the parasympathetic, or “rest and digest,” nerves to switch the body’s systems back into non-danger or rest mode: shifting blood flow back to digestion and urination, relaxing the muscles, slowing the heart rate, and calming the brain.

Triggers of the Abnormal Stress Response in Fibromyalgia

We don’t know for certain exactly how or why the hypothalamus gets stuck sounding the alarm and continually activating the stress response in fibromyalgia. There seems to be a genetic component; fibromyalgia tends to run in families just like diabetes and many other chronic illnesses (Arnold 2004). Fibromyalgia patients are more likely to carry genes for a dysfunctional enzyme that normally breaks down the chemical messengers of the fight-or-flight nervous system. (Martinez-Jauand 2013; Barbosa 2012; Cohen 2009; Desmeules 2014). They are also more likely to have genes that code for abnormal receptors in fight-or-flight nerves (Vargas-Alarcón 2009; Maekawa 2003; Xiao 2011).

There are also psychological risk factors for fibromyalgia, including childhood trauma or abuse (Greenfield 1992; White 1999). More than half of women with fibromyalgia report childhood sexual abuse, and 90 percent have experienced a sexual or physical assault in their lifetime (Walker 1997). There is an overlap with another disease closely linked to trauma, post-traumatic stress disorder (PTSD). Almost half of male patients with combat-related PTSD meet the diagnostic criteria for fibromyalgia (Amital 2006).

My own story follows a similar path to that of many of my patients; after suffering a sexual assault in adolescence, I was well positioned, from a clinical standpoint, to develop fibromyalgia.

The most widely accepted theory is that in genetically or psychologically predisposed people, a trauma in adulthood triggers a prolonged activation of the stress response system. In fact, a
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