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      YOU CAN UNDERSTAND, TREAT, AND COPE WITH CFS


      Tragically, the tormenting exhaustion and painful debilitation of chronic fatigue syndrome does not stop with the sufferer.

         A disease that not only invades but envelops, CFS has paralyzing symptoms that can affect the entire family, stretching the

         family finances—and the bonds of love—to the breaking point.

      


      Yet, the lives and relationships of CFS sufferers can be healed— even as they wait for a cure to be found for this insidious disease.

      


      Drawn from the challenges and triumphs posed by Gregg Fisher’s own seven-year struggle with CFS, and culled from the findings

         of the most respected medical authorities in the field, this timely and compassionate guide empowers CFS sufferers and those

         who love them to:

      


      

      	Strengthen support systems while allowing the patient to heal


      	Maintain financial security and well-being no matter how prolonged the illness


      	Seek out the treatments that can bolster the immune system without depleting morale


      	Move beyond the grief, guilt, and anger that isolate CFS victims in their pain


      	And, most of all, live each day as fully as they possibly can.





      PRAISE FOR CHRONIC FATIGUE SYNDROME


      “Inspiring… down-to-earth, practical, and informative. Now there’s help for all who suffer from this devastating—and elusive—illness.”


      —MICHAEL KRAUSS, creator and executive producer, and JOAN LUNDEN, host of “Mother’s Day”

      


      “Chronic Fatigue Syndrome by Gregg Fisher is an intelligent account of his personal struggle and a good source of information on CFS.”

      


      —CFS Support Group Newsletter, Seattle, Washington


      “Chronic Fatigue Syndrome is excellent—and Gregg Fisher’s courage and strength are commendable.”

      


      —Wendy Cassel, R.N., California Support Group Leader


      “All CFS patients should read this book. It is very beneficial and means so much to CFS patients.”


      —Judy Basso, President, Minnesota CEBV Association
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      This book is lovingly dedicated


      to my precious Shawn,


      the woman who is


      my wife and my life,


      and


      to


      Mary, Bernard, Caren, and Eric,


      my dearly loved family:


      no one embodies the true measure


      of love more than you.


   

                  

      

FOREWORD



      

      Modern medicine has given us an air of invulnerability. Day after day, the media bring us news of the latest “wonder drug”

         or miracle cure. The post-World War II generation has never known the summer scourges of polio nor the mass quarantines of

         tuberculosis. Our concerns are the ills of advancing age: cancer, stroke, heart attacks.

      


      Small wonder that the chronically ill are studiously ignored by the chronically well, particularly those in the prime of life.

         The social isolation can add an intolerable burden to an already limited life-style. Fortunately, the recent political mobilization

         of the physically challenged has resulted in greater accessibility to transportation and public facilities. Still, the United

         States is one of the few industrialized nations without a national health plan, so health costs that extend for decades keep

         most of the chronically ill well below the federal poverty level. The social services that might lighten the burden are all

         too often inaccessible to those most in need. The very effort to maintain life and limb often precludes the nourishment of

         heart and soul. New relationships are forestalled and existing ones are strained, often to the breaking point.

      


      The author of this book has been faced with this type of 

         crisis. Taken ill while still in graduate school, trying to maintain and nurture a relationship with his future wife, he was

         faced with uncertain prospects of health, career, finances, and family. Many of us who have faced similar situations have

         had no guidance on how to proceed with our lives, or how to view our cloudy futures. This book is the very personal story

         of one man’s journey into night. It’s a saga of bewilderment, faith, despair, and hope. As with all stories of chronic illness,

         it’s a work still in progress, but it has some wonderful lessons to teach and may serve as a wellspring of inspiration for

         all.

      


      Specifically for those afflicted with this ailment, known variously as chronic fatigue syndrome, chronic Epstein-Barr virus,

         neuromyasthenia, myalgic encephalomyelitis, post-viral fatigue syndrome, or chronic mononucleosis, this book contains a wealth

         of information, in terms which are made clear to the layperson. The medical contributions are by Drs. James M. Oleske, Paul

         R. Cheney, Stephen E. Straus and Janet Dale, R.N., nationally recognized researchers and highly respected members of their

         profession.

      


      As a fellow sufferer of this illness, and one who has spoken to hundreds of others, I endorse this book wholeheartedly, and

         with great affection.

      


      ROBERT LANDAU


       Support Group Leader


        New Jersey CFS Association


   

      

         When peace, like a river,

      


      Attendeth my way,


      When sorrows like sea-billows roll;


      Whatever my lot, Thou hast


      Taught me to say,


      It is well, it is well


      With my soul.


   

                  

      

PREFACE



      

      Ever since I first became ill. I have recorded my experiences and reflections with the hope of someday putting them together

         in a book. If I had known from the outset how much effort this would cost me, I don’t know if I would have attempted it. But,

         thanks to the help of so many others, it is done now, and I’m glad I began it.

      


      In addition to the usual problems faced by any sufferer of a chronic illness, there is an added burden associated with chronic

         fatigue syndrome (CFS): it is a relatively unknown, typically unappreciated, and poorly understood disease. Although tens

         of thousands of people are estimated to be suffering from CFS in this country alone, and though CFS has lately been the subject

         of articles in medical journals, newspapers, and magazines, there is very little practical information available to help sufferers

         understand and cope with this terribly traumatic affliction.

      


      My goal, then, is to supply this crucial information. But this book is not merely a compendium of impersonal information about

         CFS. For knowing about an illness without understanding how that illness affects the outer and inner lives of the afflicted

         is like knowing the statistics on hunger without understanding that people are dying of starvation. In this book I present

         

         information about CFS from my perspective as a sufferer and as the husband of a CFS sufferer as well. By showing how CFS has

         affected me and my family and how we have coped with it, I hope to demystify CFS for you and to suggest ways of easing the

         pain and frustration of living with this syndrome.

      


      While this book was written with the help of some of the most prominent doctors involved in CFS research, I am not a doctor

         and cannot make a diagnosis or even recommend treatments. This book is intended solely to help you better understand and cope

         with CFS; you should always consult your doctor before assuming a diagnosis of CFS or trying a treatment.

      


      The verse that opens this preface is from my favorite hymn, “It Is Well with My Soul.” It expresses, in ways I never could,

         my greatest source of strength and support: my faith in God is my rock and my anchor. But chronic fatigue syndrome is no respecter

         of individual beliefs and, though I make brief references to the role faith has played in my own battle, I realize this book

         should not be a forum for my religious views.

      


      What I will share with you is my personal experience and what I have learned along the way. CFS is an illness unlike any most

         people have ever heard of, let alone had. It’s not like the flu: forty-eight hours of bed rest won’t cure it; nor can it be

         controlled with medications. Not yet. My only escape from this viral specter that haunts my every waking moment is sleep,

         and yet never is rest the victor. I awake to a day as difficult as the one before it.

      


      I have learned to hate this illness with an intensity I did not know I was capable of. But I have also learned much about

         CFS and about how to cope with it, insights I share with you in the pages that follow.
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Our Story



      

      Our nightmare began in January of 1982. I was twenty-four then and attending Trinity Evangelical Divinity School, in a northern

         suburb of Chicago, with the dream of becoming a minister. Just three months earlier I had met Shawn, the woman who would become

         my wife. She was attending the same school, pursuing her master’s degree in counseling and psychology. We were instantly attracted

         to each other, and our relationship blossomed into a lifetime commitment—one that truly tested our vow to stand by one another

         for better or for worse.

      


      Our road has not taken us on the typical couple’s pilgrimage toward marital bliss. For most of our dating life and all of

         our married life, we have both been afflicted with chronic fatigue syndrome (CFS). We are still not sure where, or even how,

         we contracted this illness—and we are sensible enough to avoid the question of whether one of us gave it to the other.

      


      The first time I recall feeling ill was on a weekend trip to Minnesota. Shawn and I were visiting some of her family and friends

         when I became sick with what I assumed was the flu. It’s not all that uncommon for students to wear themselves 

         down until they become ill. Other than ruining my weekend, there was nothing remarkable about the experience.

      


      I recovered enough to attend classes on Monday, and by the end of that week I was feeling much better. But about the same

         time, Shawn began to feel ill—and her illness did not seem like a minor case of the flu. As the days passed, it became apparent

         that she was suffering from something far more severe.

      


      Every time I saw her she seemed to be dragging, as if living were a burden. She was exhausted all the time and slept constantly.

         She wasn’t just too tired to wake up for her morning classes; she was too tired to wake up for her evening  classes. She suffered unbearable headaches as well as a horribly painful sore throat—the kind that makes you think twice

         before enduring the pain of swallowing. She also found it difficult to think clearly, making studying impossible. In a word,

         her life was miserable.

      


      Shawn somehow muddled through the next couple of weeks, but at great personal cost. It was obvious that her health was deteriorating.

         It was at this time that I too began to feel ill. My symptoms were not as severe as Shawn’s, but we both realized that the

         symptoms were too similar to be coincidental. While we had no idea what we were suffering from, we knew it was considerably

         worse than the flu.

      


      The school nurse recommended that we be tested for mononucleosis. This seemed like such a logical diagnosis, I was certain

         that the blood tests were merely a confirming formality. I was wrong. The results of those blood tests ushered in the most

         emotionally turbulent four months of my life. Shawn tested positive for mononucleosis. I did not.

      


      All my instincts told me I had the same illness Shawn had, but the blood tests disagreed. With other possible diagnoses already

         ruled out, my only logical alternative at the time was to believe that I was not seriously ill. In this era of medical marvels,

         it never even crossed my mind that a blood test could be wrong. In my eyes, doctors were infallible. If I truly did have mononucleosis,

         surely they would have known.

      


      

         I tried to convince myself that I was simply exhausted from my schoolwork, denying my illness in the hope that it would go

         away. I was so afraid of being seen as a hypochondriac that I didn’t even discuss my illness with anyone else. I totally disregarded

         the pleas of my body for rest. As a result, my symptoms worsened.

      


      Trapped in a bewildering world of conflicting emotions, I pushed myself to the point of exhaustion because I didn’t think

         I had the right to be ill. Yet at the same time, I could feel my health deteriorating with each passing day. My studies suffered

         and my grades fell. My self-esteem was eroding as surely as my health as I blamed myself for my inability to ignore an illness

         that was supposed to be nothing more than minor.

      


      Meanwhile, Shawn’s health plummeted to an indescribable depth of suffering, her pain so intense that her attempts to conceal

         it were to no avail. Every breath required a monumental effort of will. The pain and pressure in her head were incessant.

         She staggered around as if in a stupor, with barely enough stamina to eat, let alone attend classes. Most of the time she

         slept.

      


      But sleep only postponed the inevitable suffering until the next day. It never rejuvenated her, only numbed the pain for a

         few hours. This was a time of desperate need for Shawn, and there was nothing that I could do to help her. I felt like a drowning

         man, vainly attempting to save himself and his loved ones from perishing. I was too ill to give her the love and support she

         needed. I wanted to help, but my own illness frustrated all my efforts.

      


      As the weeks passed, my own illness became impossible to ignore, yet because it paled in comparison to Shawn’s suffering,

         I felt it no longer mattered. In my mind, my illness had become irrelevant because Shawn’s was so much more severe.

      


      As I focused on Shawn’s illness to the exclusion of my own, I began to feel bitter and frustrated. I barely had enough strength

         to take care of myself, much less take care of her. I felt selfish 

         for wanting her to meet my needs, and I was discouraged because there was nothing I could do to help her.

      


      Guilt, though, is the emotion I remember most vividly from that traumatic time. I was punishing myself, trying somehow to

         pay for my failures. I despised myself because of my vulnerability to this illness. In point of fact I was too ill to help,

         but guilt blinded me, preventing me from seeing things as they really were. All I could see was how miserably I had failed.

      


      Unable to face Shawn’s pain or my own failures, I found myself withdrawing from her emotionally. She was completely unaware

         of the emotions I was struggling with and did not understand why I was pulling away. Never had she felt such desperate needs,

         and never had she felt so completely alone. These memories are still painfully vivid to both of us. To this day, Shawn is

         unable to remember that time without tears welling up in her eyes.

      


      Amazingly, despite all we were enduring, one thing we never even considered was dropping out of school. At the time we had

         an unquestioning faith in the medical system; if no doctor told us we needed complete rest, we felt we had no choice but to

         struggle on. Goals like graduating on schedule seem terribly unimportant now, but at that time we had no way of knowing what

         we truly needed.

      


      Also at work within us was a belief in our own invincibility. We were young, and felt anything in life could be conquered

         if only we were tough enough. Vulnerability was alien to us. The strong were supposed to be immune to pain and weakness; only

         the frail succumbed.

      


      In the end, the innate wisdom of our bodies prevailed. We could ignore the warning signals no longer. Two weeks before the

         end of winter quarter we both left school. We still believed that we would soon be well, so we made arrangements with our

         professors to take our final exams when we returned from spring break. I remember how difficult that decision was for Shawn.

         Not that she was resistant to the idea of leaving; she was just too ill to think about it. Shawn’s friend Carolyn and I literally

         had 

         to make the decision for her. Shawn’s mother came from Michigan to take her home, and I went home to New Jersey.

      


      Often the full impact of an illness is not realized until it forces you into submission. When I went home, I collapsed from

         exhaustion. I hardly remember a thing from that time because I slept over sixteen hours a day, every single day for six weeks.

         The eight hours I wasn’t sleeping, I did nothing but rest.

      


      Shawn also slept during most of her spring break. When she awoke, it took all her strength to walk the ten feet from her bedroom

         to the living room couch. She was too ill to watch TV or listen to the radio. At times she even had to close the living room

         curtains because the sight of any activity—even of birds building their nests or squirrels foraging for food—exhausted her

         as if she were doing the work herself.

      


      After six straight weeks of rest we somehow managed to drag ourselves back to school. We really believed we would be well

         within a few weeks and that if we could just push through for a while, we wouldn’t have to miss a whole quarter. The timetable

         I had imposed on the next three years of my life depended on finishing all of my classes in sequence. Rather than risk my

         schedule, I risked my health.

      


      Even our doctors didn’t advise against returning to school. My family doctor had told me that it was possible to have mononucleosis

         without a positive blood test. And while he could not say I had the same illness as Shawn, he could not rule it out either.

      


      Shawn and I were both told that these infections rarely last longer than a few months and that it would only be a matter of

         time until we were well. At that time, neither we nor our doctors knew that a chronic mononucleosis-like illness was even

         possible. As a concession to our illness, we did take a lighter load of classes, believing this would allow us a quicker recovery.

         In fact, returning to school completely negated the benefits of the previous six weeks of rest.

      


      The one positive result of my return to school was that I 

         gained a most valuable insight. It can hurt just as much to love someone who is suffering as it does to suffer yourself. It

         may hurt in different ways, but the pain is no less intense.

      


      During all the years of my illness, my greatest anguish has come not from my own illness, but as a result of Shawn’s. I had

         built up defenses to distance myself from my own pain, but hers was like an unerring arrow that could quickly and accurately

         find its way into the target of my heart.

      


      We somehow finished the quarter and went our separate ways for the summer. I had the chance to work as a youth pastor at the

         Calvary Evangelical Free Church back in New Jersey, a wonderful opportunity I just couldn’t  refuse. I wanted this experience so desperately that I didn’t make the wise decision. Rather than trying to work sixty hours

         a week, I should have listened to my body and rested the entire summer.

      


      The more I tried to be tough and push myself, the worse I felt. My situation came to a head about halfway through the summer.

         My throat was so swollen and painful I could hardly talk. My entire body ached. I was exhausted, dead on my feet, and finally

         I collapsed. I had to resign my position because I was totally incapacitated.

      


      Fortunately, my family doctor recognized how serious—and how chronic—my condition had become, and he had heard of other doctors

         who were dealing with symptoms much like mine. Drs. Alan Matook and James Oleske concluded that I was suffering from an illness

         known at the time as chronic mononucleosis. There was no effective treatment to be offered, but what a tremendous relief it

         was to have a doctor identify my illness and give a name to my affliction!

      


      Unfortunately, Shawn’s experience with doctors that summer was not as good as mine. After she explained that she had been

         extremely ill for the last six months, her first doctor advised her to gargle with salt water and predicted she would be well

         in two weeks. Her next doctor had the gall to tell her that she wasn’t really ill, that she was just afraid of exerting herself.

         Later, though he hadn’t seen her in one and a half years, he informed 

         Social Security that she was not disabled and did not deserve benefits. Even when she sent him journal articles on CFS by

         respected researchers, which included descriptions of her symptoms, he refused to believe. Instead he wrote his final diagnosis

         in bold letters across her chart: DEPRESSION.Naturally, Shawn did not return to these doctors. In fact, she stopped seeing doctors entirely.

      


      To this day, as a result of both our experiences, I vacillate between condemnation and praise of the medical profession. Until

         I saw how Shawn’s doctors treated her, I did not realize how fortunate I was to have found sympathetic, informed doctors.

         While they might not have known what I was suffering from, they at least believed I was suffering. We cannot expect doctors

         to be medical encyclopedias, aware of everything there is to know in the field of medicine. Nor can we expect them not to

         be leery of hypochondriacal patients. But it is not too much to expect doctors to treat seriously those patients who are truly

         ill.

      


      In the fall we attempted to continue our education, but in January, one year after we first became ill, we no longer had the

         strength to carry on. I remember coming back to my dorm room and bursting into tears. I had not defeated this illness; it

         had defeated me. We both withdrew from classes and returned to our parents’ homes.

      


      I do not remember very much of the next few months. That time of my life was lived unconsciously. Shawn’s family, however,

         was quite busy. They realized that they would have to take matters into their own hands if they were to learn anything about

         this illness. Her father spent hours at the library doing computer searches for any reference to a chronic type of mononucleosis.

      


      They also called doctors and research facilities looking for information. Their search eventually led them to Dr. Stephen

         Straus and his research coordinator, Janet Dale, of the National Institutes of Health. The NIH is our nation’s research hospital,

         located just outside of Washington, D.C. It is a huge hospital 

         with over fifty separate buildings and an annual budget in the billions. It also has one of the largest medical libraries

         in the world. People from all over the country are treated there, and since the NIH mainly researches unusual diseases, patients,

         who must apply to be admitted, are treated free of charge.

      


      Our first visit lasted four days. We went through a battery of tests and were asked many questions. Dr. Straus told us that

         there was no cure for our illness, but that he would keep us in mind when they began researching possible treatments. Naturally

         we left there discouraged. We had hoped that we would hear the words “We will soon have a cure,” rather than “This is just

         something you will have to learn to live with.” Nonetheless it was a tremendous relief to learn that one of the greatest research

         facilities in the world not only believed in our illness, but was actually taking part in CFS research.

      


      We became frequent visitors to the NIH, but between hospital stays we tried everything we could think of—home remedies like

         aloe vera juice and a bitter-tasting beef-and-wine tonic, diets, vitamin therapies, moderate exercise programs, chiropractic,

         and many different medications—all in the hope of finding that elusive cure. Nothing helped.

      


      It was because I was on a special diet during one of my trips to the NIH, and had lost a considerable amount of weight, that

         Dr. Straus was able to feel enlarged lymph nodes in my abdomen. They were so enlarged he became alarmed and sought the opinion

         of another doctor. Upon examination, they both felt that, though the chance was slight, it was possible I might have cancer.

         They had seen five patients with the same presentation and blood results as mine. Though there were differences among us,

         one had developed cancer.

      


      I was stunned. Fear and dread hung over me like a dark cloud. Despite all I had been through with CFS, I was not prepared

         to face the possibility of my own death. For the first time in my life I felt completely alone.

      


      

         I was finally broken. I had struggled through so many emotional stages with this illness. In the beginning there was total

         denial. I kept pushing myself because I would not admit that I was ill. When I could no longer deny the existence of my illness,

         my denial had become resistance: there was not an illness in the world I couldn’t master—it would be only a matter of time

         until I was well. But as time dragged on, resistance had slowly become desperation. Having exhausted everything that mainstream

         medicine had to offer, I tried anything that had even the slightest chance of being effective, no matter how outlandish the

         treatment.

      


      With this terrifying news, desperation quickly slid into despair. In one fell swoop, I had to face not only the possibility

         that I might not get well, but the possibility that I might not live. My identity as an “ill person” was now complete. The

         faint flicker of hope I had for so long been fighting to keep kindled was now extinguished.

      


      And yet, while the news was the worst I could possibly hear, I was, ironically, almost glad to hear it. At least with a diagnosis

         of cancer, no one could doubt that I was truly ill. After all, cancer is a relatively common disease that anyone can understand

         and emphathize with. Until then, I hadn’t understood how desperately I needed to be believed—to hear the sympathetic words

         “You are truly ill,” instead of the skeptical “Are you truly ill?” A part of me was willing to risk the ravages of cancer

         just so I would no longer have to explain my affliction or defend myself against the implication that I was lazy or crazy.

         I wasn’t looking for pity. I just wanted the recognition and respect that other seriously ill people receive.

      


      I was subjected to a battery of tests for cancer—blood work, X rays, ultrasound, a CAT scan, a bone scan using radioactive

         isotopes, and others. The most painful was a bone marrow biopsy, and I’m sure my fear that my incurable and interminable illness

         had spawned a more deadly disciple must have intensified the pain. I remember lying on the operating table and 

         thinking how just two years earlier I had been perfectly healthy and looking forward to a fulfilling life. And as I endured

         pain greater than any I had known anyone could, I was shaken by my recognition of how radically my life had been altered by

         CFS. If there has been a low point in my struggle with this illness, that was it.

      


      In the end there was no sign of cancer, but I realize now that the threat of cancer had a profound influence on my way of

         thinking about my life as a victim of CFS. It paved the way for my passage into the fifth and final stage of my emotional

         pilgrimage with CFS—acceptance. Having been faced with the threat of a terminal illness, I began to understand how precious

         life is, even life with a chronic illness. I realized that until a cure was found, I would have to learn to live with this

         illness. I could no longer avoid life and its responsibilities, waiting for a cure. I had to live now. I might not be able

         to live fully, but I had to make the best of the situation.

      


      This new perspective, this determination, made possible something Shawn and I had been postponing for so long—our marriage.

         By then we had also learned the value of rest in harboring our most important resource, our strength. And we had built a support

         network of friends and family who were willing to help us over the financial hurdles. On the first of September, 1984, we

         were finally married, and time has proven what we then only suspected: that our emotional need for one another outweighed

         any possible difficulties marriage could ever present.

      


      Our first year of marriage was, of course, more difficult than the average couple’s. Between the two of us, we barely comprised

         one person. Taking care of our basic needs, such as cooking and cleaning, required all our strength and energy. In order to

         support ourselves financially, we had applied for disability benefits months before our wedding, but we were still almost

         a year away from receiving our first checks. Despite the generosity of the many friends and relatives who supported us 

         during that first year, we did not have enough money to rent our own apartment. Instead we lived like nomads, staying in the

         homes of friends and relatives. Shawn once figured that, between moving and our trips to the NIH, we packed our bags every

         two weeks that year.

      


      The reason we made so many trips to the NIH was to take part in experimental treatments. I vividly remember the last treatment

         I received at the NIH. My arms were jabbed with IV needles, sometimes as many as ten times in one day. As I started reacting

         to the treatment, I became nauseous and vomited. I broke out into a cold sweat with alternating episodes of chills and fever.

         My whole body ached to the point where I broke down and cried, wondering how I could possibly hope to cope with this illness

         when I could barely cope with a possible cure. I was afraid to continue with this treatment because of its side effects, while

         at the same time afraid that the drug might not take effect.

      


      Because of their often painful side effects and uncertain results, I’ve never felt comfortable submitting myself to experimental

         treatments. But they do offer the only chance of a cure, or, at the very least, some relief, something we, like all CFS sufferers,

         need desperately. And so I undergo them, learning to walk a careful line between sensible optimism and naive hope. I need

         my optimism to maintain my determination, but frankly, I am terrified of hope, which is so easily dashed to pieces on the

         rocks of reality. In fact, the one time that I seriously contemplated suicide was because I let my hopes get the upper hand.

      


      I was under the care of a physician who boasted that he knew exactly what was wrong with me and guaranteed that I would be

         well enough to return to school in a few short weeks. Wanting desperately to believe him, I foolishly let my guard down and

         allowed my hopes to soar. After a month of costly and painful tests and treatments, he casually informed me that there was

         nothing more he could do and would I please leave because he was expecting another patient. No apologies, no explanations.

      


      Abandoned not only by the doctor but by my own sustaining 

         sense of hope, I fell into a depression—exacerbated, I suspect, by the medication he had given me—that brought me to the brink

         of suicide. Fortunately, I stopped taking the medication and began to recover from my depression. I was able to work through

         my suicidal feelings without acting upon them, but the experience has left its legacy. Whether for good or for ill, I resist

         opening myself up to the extremes of feeling, both other people’s and my own, and I am especially cautious never to be vulnerable

         to the perils of unreasonable hope.

      


      Lately our lives have been a series of trips to various doctors and hospitals. Researching our illness, undergoing treatments,

         and taking care of our basic needs require all of our time and strength. We are able to socialize only rarely and have been

         unable to return to school or to work even part-time.

      


      But it has been interesting to be involved in the “discovery” of a disease—to have been a CFS patient when this illness had

         no name and was not recognized by more than a handful of physicians. Our case histories were presented before the Senate Subcommittee

         on Health and Human Services in an appeal for funding for CFS research. We have also participated in research to determine

         the efficacy of various experimental treatments.

      


      Whatever we are forced to endure because of CFS, however an experiment may turn out, it is of some comfort to remember that

         no research is ever done in vain. Science does not march directly to its answers. No effort is without value if it adds to

         the body of knowledge. It is all a necessary part of the work of uncovering the cause of and cure for CFS. And, in fact, it

         is exciting to see the changes that are starting to occur.

      


      When we first became ill, only a few doctors were aware of this syndrome and there were only vague references in the medical

         literature. Now, some of the most prestigious health organizations in the country, such as the NIH, the Centers for Disease

         Control, and the Food and Drug Administration, have recognized the legitimacy of this syndrome. Doctors all across the country

         are actively pursuing research and there is ongoing 

         communication with other countries as well. Many new organizations are being formed to raise money for CFS research, and the

         general public is becoming increasingly aware of the problem. All of these changes can only lead to more research and an eventual

         cure. We can take heart knowing that it is only a matter of time until that cure is found.

      


      In the meantime, Shawn and I strive to live each day as best we can. As difficult and painful as this illness is, we try to

         enjoy what life has to offer. We appreciate the simple pleasures and are grateful for the love we share with each other and

         with those around us.

      


      Through the long years of this illness, we have had to struggle every day to cope with our affliction. As the years go by,

         we are more determined than ever to remain strong. The saying that time heals all wounds is true, not because wounds, like

         sand castles, wash away with the first tide but because in time you learn to survive your wounds.
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