Chronic Fatigue Syndrome: 

A First-Person Story, Part 2 —

 I Am a Research Project
by Paula J. Caplan, Ph.D.

     The first time I wrote about my experience having Chronic Fatigue Syndrome (CFS) was in the spring of 2000, in response to Ellyn Kaschak’s invitation to write for a book and special issue of Women and Therapy (Caplan, 2001). I chronicled my dawning awareness that I had a growing list of what seemed to me to be unrelated physical problems and then that they actually were connected. I noted that some people who share some or all of my symptoms are diagnosed with CFS, others with Fibromyalgia, others with Multiple Chemical Sensitivities, and still others with combinations of one or more of these. For brevity’s sake, I shall use “CFS” or “CFS/FM” in this paper to refer to the various labels, but I now think in terms of a family of disorders. I also described both the political actions organized when some of us tried to persuade our employer to clean up the “sick building” in which we worked. Working there seemed to cause or exacerbate the symptoms which plagued hundreds of us. Finally, I described the wide variety of professionals, both M.D.s and alternative practitioners, from whom I sought help, as well as the successes and more frequent failures I encountered thereby… 

     Since the writing of that paper much has happened, part of it completely internal to me as a direct consequence of having written that paper and part of it in interaction with other people. Furthermore, although when I wrote the paper I had recently experienced considerable alleviation of my symptoms, soon afterward I lost all of the ground I had gained. As a result, I felt uncomfortable to think that readers would believe that I had found the solution and that this would unwarrantedly raise their hopes. Since writing the paper I have tried two new forms of treatment, each based on an entirely different underlying theory and one quite remarkably effective so far, and I shall describe the effects of each…

Waves of Realization
Isolation
     When I wrote the initial paper in the spring of 2000, waves of long-submerged feelings welled up and washed over me, leading to insights into emotions I have had in recent years and into reasons I have made some choices I had only partially understood. After living and teaching in Toronto for nearly 20 years, most of my adult life, I returned in 1993 to live in the U.S. but moved to a state where I knew only two people. When I left Toronto I was frequently being invited to give public lectures and keynote addresses at conferences, activities I greatly enjoyed and to which I was profoundly committed as a way to do public education about feminist and other issues. As a result of the move, many people no longer knew how to reach me, and I later learned that I was often difficult to locate for other reasons. Media people in the area to which I moved, with few exceptions, seemed not to know I existed, and although I had been aware that I valued this new anonymity because it cushioned me from the energy drain that such work occasions, I regretted doing less public education through that route... 

     That source of isolation no doubt arose from a combination of my geographical move and an innate shyness about doing what might be construed as interest in self-promotion rather than political and social change. But I had long been unaware of another source of isolation that directly resulted from the CFS, and here is how I came to realize it. I had met a woman who, like me, is a playwright, and she lives about an hour’s drive from me. She suggested she drive down on a Sunday for brunch. I kept finding reasons to postpone the get-together, and although I suspect the reasons sounded legitimate to her, I was somewhat aware that they were excuses for delay. Finally, I named a day but suggested she arrive at 1 p.m. rather than in time for mid-morning brunch. I wasn’t sure why I did that and thought it might be another manifestation of my shyness... As the day drew near, I found myself wishing she would cancel. I couldn’t figure out why. She arrived promptly at 1, and many hours flew as we talked. When I returned home I thought about how much I had enjoyed the long afternoon. And then it hit me: For years I have minimized my commitments to meet people and plan activities with them, because, until the day and even the appointed hour arrived, I have had no idea whether or not I would feel able to carry out the plan. That is part of the essence of CFS, that you never know when you will have a bit or even a lot of energy and when you will feel you have to drag your body from one point to the next… 

     Understanding the underpinnings of my increased isolation helped a great deal. But telling anyone about the dilemma, especially publicly, risked being overwhelmed with well-meaning people concerned about my isolation who would offer their companionship but still not understand (1)my limitations due to the CFS and (2)the fact that, in order to do any work at all, I need a lot of time alone. Thus, I may need to exercise a lot more control over whom I see, or even talk with, and when I do that than do most people. And since women far more than men are criticized for setting firm boundaries and exercising control, this feels especially worrying. How ironic seems the contrast with the fact that, as I wrote in Women and Therapy some years ago (Caplan, 1995), I was kicked out of my Ph.D. program in Clinical Psychology at Duke University in 1970, allegedly for having “weak ego boundaries” (perhaps a synonym for traditionally feminine expressiveness?). Well, as I have said many times, in a sexist society, anything that can be used against women will be used against women. That is, after all, part of the essence of misogyny, is it not? Friends, family members, and therapists of women with CFS and related disorders can help by remaining aware of this dilemma.

     One more “Aha!” experience related to isolation that resulted from writing the initial paper came when I gave my parents and my adult children copies of it. I thought nothing in it would be news to them, because we are very close. I was astonished when, independently of each other, each of them said to me something like “I never knew most of this!” Perhaps my reluctance to worry them and my fear of seeming hypochondriacal and complaining kept me from telling them very much about my journey through CFS, but I had had no idea how little they had known. 

The Body
     In high school I was a cheerleader, and I took ballet lessons and was one of my ballet teacher’s assistants, leading classes through exercises. After writing my first CFS paper, I realized that my body had been the taken-for-granted underpinning of “things I wanted to do,” but the CFS/FM switched it to a source of limitation, discomfort, and, intermittently, pain. I was lucky to be spared one of the frequent concomitants of CFS/Fibromyalgia, which is pain during some kinds of sexual activities, but it suddenly registered that that was pretty much the only context in which, for years, my body ever seemed a source of pleasure, strength, or even effectiveness. 

     Also in connection with physical limitations, I suddenly began to wonder why, since I felt happier and more at-home in a nearby city, I didn’t just pick up and move. Although this is a complicated matter, I realized that a major reason was that the physical drain involved in finding another dwelling, packing up and moving my belongings, and unpacking them and putting them away in a new place hd felt utterly daunting. Just understanding that helped me feel less bewildered about why I didn’t make the move and thus less ineluctably uneasy about my failure to do so. 

Reinterpreting My Life
     When I wrote the initial paper, I had never talked for more than a couple of minutes with another person who had this kind of disorder. Reading about it helps but is no substitute for ongoing contact with people who have it and have been through at least some of the same things as you. I think that was one reason the aftermath of writing the paper was intense for me. It led me to reinterpret many aspects of my life, an interesting endeavor for anyone but perhaps especially for a psychologist. Some of that reinterpretation has been described, but I will give two more examples, because they illustrate how misleading and dangerously pathologizing it can be to apply psychological interpretations to what are really physically-impelled behavior changes.

      I had spent years feeling ashamed that I put so much time, energy, and money into taking care of myself (Caplan, 2001), including but not limited to seeking endlessly for help from a huge array of medical and alternative practitioners, changing how much and what and when I ate, as well as how much and how I exercised and how much I rested and slept. I was ashamed, because taking care of myself had become almost a fulltime job, particularly after a driver failed to stop at a stopsign and rammed into my car, thus aggravating the fatigue and the muscle pain further. Deep down, I did not believe I was a hypochondriac, but I knew that many people would consider me one. And sometimes, I did wonder if perhaps they were not right, especially since everything I invested yielded little or no improvement in my energy and little or no alleviation of my intermittent breathing problems, severe brain fog, muscle tightness, and pain.

      A particular practice of mine seemed a sure sign of psychopathology. As my concentration and memory started to become unreliable several decades ago, I began to keep lists of things I had to do. That didn’t seem so bad. Lots of people do that, particularly when, like me, they are doing paid work and also raising children as a single mother, which was the case for me beginning in 1978. But as the years passed, I spent more time dealing with the written schedule itself, redoing it several times a day. That, I suspected, was a sure sign of undue obsessiveness and compulsivity. Although I tend to think of myself, and to be thought of by others, as a person who is most comfortable facing things head-on and looking squarely at them, somehow I never asked myself whether there might be some nonpathological reason for my redoing of my lists. Writing that first CFS paper was like a kind of emergence from the closet, even in relation to myself, I began to notice how much of my life had changed as a result of the Chronic Fatigue and Fibromyalgia. It was a relief to realize that the redoing of my written schedule was impelled by changes from one day to the next and also within a single day in my (conscious or unconscious) sense of what I would have the energy and concentration to do.  

.The Past Year’s Journey
     I now resume where I ended in the previous paper. In the first year after the earlier paper went to press, I continued the CFS person’s typical pattern of trying to find ways to feel better, and it ends with an absolutely astonishingly wonderful experience that may or may not have lasting effects.

      In the early summer of 1999, a Toronto naturopath had prescribed many types of homeopathic drops that led, without my changing another thing, to alleviation of some of my symptoms. My energy increased, my sleep became more restorative, and more than 27 pounds disappeared from my body. The improvements persisted until April, 2000, when a recalcitrant bronchospasm precipitated by a viral infection led me reluctantly to use an inhaled steroid for three days. I experienced an immediate fatigue crash and terrible stomach pains, although my doctor told me the steroid could not possibly cause those adverse effects because it was delivered locally rather than systemically. I know that makes no sense, because inhaled steroid can go through the whole body, and I had experienced this unusual reaction before. My weight skyrocketed by 12 pounds in the week after I took the steroid and continued to climb steadily.

      I booked a reassessment by my naturopath, and she recommended some of the same remedies as before and some different ones. This time, though, nothing changed at all. Unlike many practitioners I have consulted, this woman said straightforwardly that she simply did not know why I did not respond and was sorry that she did not know what else to recommend.  

On to the Next Promise of Help
     A former colleague suggested I contact a former graduate student of hers who had “found something that has been tremendously helpful to her.” I doubted that it would be something I hadn’t already tried, but I emailed that student. She told me that taking a medication called guaifenesin, the primary active ingredient in some cough medicines, had led to an increase in energy and a decrease in muscle tightness and pain, as well as alleviation of other symptoms for her. She told me that guaifenesin is used in cough syrups and often prescribed for patients with asthma because it thins mucous. But, she said, there is a theory that, when one avoids the use of certain substances called salicylates, guaifenesin has another property which helps people with CFS/FM. Dr. Paul St. Amand had written a book called What Your Doctor May Not Know About Fibromyalgia (St. Amand & Marek, 1999), in which he proposed this theory. He also had a website at www.fibromyalgiatreatment.com. What I found helpful about his book was the description of the way the symptoms seem to begin intermittently, lasting longer periods of time as the months and years pass, and the way that increasing numbers of symptoms appear over time. 

Dr. St. Amand’s book helped me further reinterpret my life. He confirmed that both spending time in a “sick building” with inadequate fresh air and being in an automobile accident, both of which had happened to me, can precipitate or exacerbate CFS/FM symptoms. Then, too, for years, I had been frustrated when, feeling exhausted, I could not sleep; the closest I could come to explaining why was that it felt like I wanted to jump out of my skin. It wasn’t a matter of feeling emotionally tense, and I couldn’t even explain what I meant by needing to jump out of my skin. I believe now it is yet another part of CFS/FM caused by low-level discomfort, perhaps caused by somewhat contracted muscles throughout my body. I realized that the usual discomfort and even pain I felt in my shoulder after carrying my shoulder bag for only a few minutes was not a sign that I was a wimp but rather a common manifestation of the disorder. I stopped feeling ashamed that for many years I had been unable to carry bags of groceries without having to put them down every few yards or that I had for decades been unable to reciprocate when someone massaged my shoulders, because the muscle fatigue in my hands when it was my turn kicked in within two or three minutes. I had assumed that those things happened to everyone but that they were far better than I at living with the pain. I also realized that so many muscle pains were of long duration because part of CFS/FM is slow recovery of the muscles. Never before would I have thought that hanging a purse off my shoulder for five minutes would require recovery! 

      Since Dr. St. Amand says one must eliminate salicylates which are contained in many vitamin and herbal supplements, I fairly quickly stopped taking the vast majority of pills I had been ingesting. When I wrote my earlier CFS paper, I reported that I was then taking “26 pills every morning, 15 with lunch, 15 with dinner, and 14 at bedtime because I feel worse if I do not” (Caplan, 2001, p.39). In addition, I was using a number of herbal drops that contain salicylates. When I discovered that eliminating nearly all of these made little or no difference to how I felt, I was yet again embarrassed, wondering, “Why did I take all that for so long?” At the time I began to take each one, I clearly felt at least a bit better. But, like many CFS/FM sufferers, I assumed that, since the drugs were not prescription drugs, they would not follow the former’s pattern of helping these symptoms not at all or only for awhile. I wondered how many people might save a great deal of money by periodically checking out whether what they are taking is still making a difference.

       I took guaifenesin for 4 1/2 months but did not notice improvement and in fact experienced the worst muscle pain, chemical sensitivity, and brain fog I had ever had.. Dr. St. Amand told me that this was part of what he calls  “cycling,” or intermittent exacerbation of symptoms, which he says lead increasingly to periods with less severe or even no symptoms. However, when I told him that I had had no improved periods of time whatsoever while on his regimen, he really did not give me a satisfactory response and indeed was dismissive. However, at least one email list is filled with letters from women expressing delight and gratitude for the alleviation of their symptoms that they say resulted from taking guaifensin, often after they had suffered for years or even decades from CFS/FM. You may want to look at his book, if only to see whether your pattern of symptoms is more common or understandable than you had thought. .If you want to read more, ask questions, and receive abundant support from people who have such symptoms  and tried the guai treatment, you can find “guai” support groups online.

Getting My Life Back: Dare I Hope That This Will Last?
     I first wrote this article in 2001, at a time when something had recently happened that I never dared dream of.   

     A longtime friend who is a brilliant biologist had been telling me for years I should go to Orange, California, to see Dr. Jay Goldstein, about whose work he knew a great deal and whom he considered a genius. Part of Dr. Goldstein’s theory is that the family of disorders in question are “neurosomatic disorders” caused by dysregulation of certain neuronal receptors termed “NMDA” receptors. In his view, the dysregulation alters the “signal-to-noise” ratio so that in some cases a receptor causes a neuron to respond not only to the stimulus to which it is supposed to respond (the signal) but also to many other stimuli (noise). Thus, for instance, whereas shoulder muscles should contract when one lifts a chair but relax otherwise, mine contract almost constantly, leading to both muscle pain and fatigue. In other cases, receptors underreact, failing to cause neurons to respond even to the relevant stimulus. Neuronal receptors regulate many body functions, and any number and combination of receptors can become dysregulated (in either the overreactive or underreactive direction), so this hypothesis could account for both the wide array and the variability of symptoms within and among individuals. 

     For years, I had asked medical doctors if they knew of Dr. Goldstein’s work, and the typical response was a rolling of the eyes and the comment, spoken dismissively, “He’s a maverick.” Mavericks don’t scare me. In fact, I’m inclined to like them because they think outside of the box. But because his treatments solely consist of prescription drugs and I have seen the harm that drugs sometimes cause, and because — like many people with CFS/FM — I am extremely drug-sensitive, I had hesitated to see him. However, in 2001, when I realized I would have extra time on a trip to California, I took a deep breath and booked an appointment with him.

     How can I convey to you the magic that took place in Dr. Goldstein’s office? He had about 200 medications, some in gel form so they could  be rubbed into the skin and one knew within minutes whether they would help, hurt, or make no difference. His theory is that the different medications work in different ways on different receptors, some inhibiting and some disinhibiting reactivity. He has complex decision trees that indicate which drugs to try and which to avoid, depending on the patient’s responses to drugs tried so far.

     I arrived in his office with a dull headache, severe brain fog, tightly constricted chest, a nose that for weeks had been so stuffy I could not breathe through it, and the abovementioned muscle pains. After considering my medical history, Dr. Goldstein put some gel* on my arms and instructed me to rub it into my skin. Purposely, I did not ask what was in it. Within two minutes, about 80% of my muscle pain vanished. He tried other gels, which yielded either no difference or perhaps a tiny improvement. He gave me a drop to put in my nose. Instantly, my nose cleared mightily, the headache vanished, and, best of all, the constriction in my chest went away and did not return for two weeks after that day. The brain fog cleared so that I became mentally alert to a degree I had not experienced in probably 30 years. I wanted to weep. A mental image of myself at age seven in my room at home, with the sun shining outside and my parents standing in the hallway, appeared. I was one of those people who had a happy, loving childhood. I believe that this image appeared both because the mental clarity brought me a kind of happiness I felt all those years ago and maybe also because I had not had such clarity since then (which would have been 46 years before, not 30). I realized, too, that for years I had limited my hopes to alleviation of one or two of the symptoms, so having so many remit was overwhelming.

     With this new freedom from brain fog, it struck me in retrospect that over the years I experienced much greater trouble sustaining my concentration than I had realized. Because I work fast, and people kept telling me that I couldn’t have CFS because “Look how much work you do!” I believed I had no cause to be upset and must be greedy to want to be able to do more. But in all these years, no one had ever spent an entire day with me when I wanted to work for the whole day, so no one had seen how often I got up from the computer because I couldn’t think straight any more and couldn’t bear to sit there staring at it. This was not writers’ block, not an emotional barrier, and I had not had that experience until the disorder began to change my functioning. So far, everything seemed to support the neurosomatic theory. 

     I told Dr. Goldstein what I had never told anyone because it seemed so bizarre: when I got  hungry, the hunger pangs continued while I ate  a great proportion of a meal, and then suddenly, from one second to the next, I’d go from having the pangs to feeling overstuffed. That, he told me, is part of neuronal dysregulation. I also learned that many of my symptoms had worsened over the years despite my avoiding sealed buildings and taking such care of myself because the more certain neuronal events happen, the more they are likely to cause symptoms. This is a process about which I had known but had not applied to my situation.

     Dr. Goldstein aimed to produce as much symptom relief as possible, so we tried additional medications, and one of them brought back all of the symptoms I had entered with except the headache. This was scary and depressing. In a flash I realized how many bad physical feelings I have much of the time and how severe they are. Usually, I block as many as possible from my consciousness. Application of an antidote and then more of the first gel helped get me back to a better state. I left his office with some remaining muscle tightness but no other symptoms, and I have continued to use the medication that was in the first gel and the nasal spray. I still have some muscle tightness, but in the years since then I have soared, set free by my body and my central nervous system to do more of the work that I love, to sleep more restfully, to breathe deeply and climb stairs without a pause. Having more energy and stamina, I was able to go through the many steps required to move to the city where I had been wanting to live.

    Subsequently, I began to hear about other physicians who are, sometimes accidentally, discovering that some medications that act at the neuronal level are helpful to patients diagnosed with CFS/FM, and some quite prominent medical experts are now discussing the neurosomatic theory as though they thought it up. Perhaps they are simply unaware of Dr. Goldstein’s work on this, which I have known about for years and which he has been lecturing about since 1991 (e.g., Goldstein, 1991. His latest book, Tuning the Brain (2004), is the most updated description of his theory and approach. For those wishing to read a summary of Dr. Goldstein’s approach that even non-physicians like me can largely understand, I suggest you have a look at his interesting article in the Journal of Chronic Fatigue Syndrome (Goldstein, 2000).  

The Path Ahead
     As I have tried to find my way through the jungle of information, misinformation, helpful pathways, and possible or actual false hopes, I have begun to wonder, for instance, whether the allergies I have had since early childhood were labeled wrong. Whereas I was described as “an allergic child who needs allergy shots and antihistamines,” perhaps as more is learned about the interrelationships of the central nervous system to a vast array of symptoms, such children and adults will instead be described as people whose neuronal dysregulation gives rise to allergic-type symptoms. Thus, instead of trying to suppress symptoms with antihistamines or trying to modulate the immune response through injections, physicians will attempt to rectify such disorders at the neuronal level. As a feminist psychologist, to my dying day I shall rage against the labeling as individual, internal, psychological or even neuronally-based all the anguish, fear, sadness, depression, and internal conflict that are the consequences of violence, humiliation, discrimination, and other forms of oppression. But problems that are truly neuronally-based, such as CFS/FM appears to be, and which have emotional consequences should not be neglected. 

     Dr. Goldstein says that he chooses the drugs he uses because they work on the central nervous system. Such drugs may continue to work effectively for some people but stop working for others. The friend who sent me to Dr. Goldstein put it this way: “You will always have this disorder, and the disorder has its own homeostasis to which it will try to return your body. If the medications you are taking lose their effectiveness for you, there are other drugs to try, and it will usually be possible to find one or more that will help again.” For now I glory in each day of this full life, knowing that each may be the last time I will feel this good but immensely grateful for the day. 

Post Script
    In the spring of 2003, Dr. Goldstein had to close his practice for health reasons. As this article goes to press, I am hoping for his sake that his health will improve and hoping for the sake of all of us former patients of his that other professionals will take up where, tragically, he left off.

*I do not name the medications Dr. Goldstein that used with me because neurosomatic medications should be tried for people with CFS/FM only under the care of a physician. One reason he has devised a decision tree is that what helps one person can have adverse effects in another. 
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