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Foreword


by Bernard Rimland, Ph.D.


Karyn Seroussi has written a superb, landmark book that will be of immense interest to everyone—especially those concerned with autistic children. On a scale of 1 to 10, I would rate Unraveling the Mystery of Autism and Pervasive Developmental Disorder a perfect 10. Why so high? The book is a multifaceted work, and each facet is a gem in itself.


Although this book reads like a gripping detective story, it is an all too true account of a brilliant mother’s successful struggle to rescue her child from a “hopeless” disease. Her journey is our journey, as she takes us step by step on her voyage through the dark and mysterious world of autism.


What she discovers, over and over, is that conventional thinking about autism’s nature, causes, and treatment is wrong—dreadfully wrong. By studying the medical literature, networking with researchers and other parents on the Internet, and brainstorming with her exceptionally astute scientist husband, she also discovers real solutions for her son’s terrifying malady. In fact, she finds what all parents hope for: a cure for her son.


Karyn Seroussi’s formerly autistic son is doing beautifully. I have met him—a charming, playful, creative youngster. Many other formerly autistic youngsters whose parents have adopted similar approaches are also doing beautifully. You will meet some of them, and their families, in the pages of Karyn’s book. In addition, you will find specific detailed information that can make a lifesaving difference to children at all points on the autistic spectrum—from autism, through pervasive developmental disorder (PDD) and Asperger’s syndrome (AS), to so-called attention deficit hyperactivity disorder (ADHD). Some of these children, like Karyn’s, can be cured. Others can make astonishing progress, achieving far more than their parents ever dreamed was possible. Whether or not you have an autistic child, much of what you learn may also bring about unexpected health benefits to you and your family.


I am very well acquainted with the path Karyn Seroussi has so carefully mapped for today’s parents. I began to explore that path in 1958, when my wife and I diagnosed our severely affected two-year-old son as autistic. (Our highly competent pediatrician had never seen nor heard of an autistic child in his thirty-five years of practice. I was five years beyond my Ph.D. in psychology when I first saw the word “autism.”) In those days autism was thought to be a hopeless, incurable, emotional disorder brought on by unloving (“refrigerator”) mothers. My book Infantile Autism, published in 1964, is credited with having destroyed that pernicious theory, and stimulated the search for biological causes.


Within a few years of my book’s publication, I had heard from hundreds of parents of autistic children. From those letters and phone calls I became familiar with the elements of the story that Karyn Seroussi tells so well in this book. I heard from parents who knew that a vaccination had caused their children’s autism, despite the fervent assertions of the medical establishment that the vaccines could do no harm. I heard from parents that they had tried high-dose vitamin therapy (especially vitamin B6), often with excellent results, despite their doctors’ insistence that vitamins could not possibly help. I heard from parents that their children improved amazingly upon being placed on a milk- or wheat-free diet, despite extreme skepticism from their doctors, who had never heard of a “food allergy” that could affect the brain. I began a decades-long struggle to resolve the discrepancy between these consistent parent observations and the sacred-cow beliefs of the medical establishment.


In 1972, I was invited to give a talk at the annual conference of the Autism Society of America (then called the National Society for Autistic Children). I discussed my research on the value of vitamin B6 in autism and mentioned milk and wheat intolerances as possible causes of some cases of autism. “While I recognize that most physicians today are skeptical about such ‘allergies of the nervous system,’ ” I had the audacity to suggest, “and that many have never heard the term, I will predict that in ten to fifteen years the average physician will think of such allergies as an immediate possibility when he sees an autistic-type child, or one with learning disabilities or hyperkinesis. Or, for that matter, an adult with migraine.”


My guess that it would take ten to fifteen years for the medical establishment to become enlightened about food intolerance was obviously far too optimistic. Deeply entrenched views do not change quickly. But Karyn Seroussi’s book will surely hasten the day when my prediction finally does come true.


What has changed in the nearly three decades since then? Nothing—and everything. Nothing has changed for those who accept the belief that psychotropic drugs, all of which pose significant risks, are the only worthwhile biomedical intervention for autism. Everything has changed for parents like Karyn, who pursue all promising avenues, often with excellent results. Dozens of published studies have revealed that milk and wheat proteins are culprits in many cases of autism—yet only a handful of doctors are aware of these studies. A growing body of scientific research shows a strong link between autism and vaccination, most recently with the MMR (measles, mumps, rubella) vaccine—yet most doctors still scoff at the idea that immunization is a factor in autism. And eighteen consecutive studies, in six different countries, have shown that vitamin B6 can be of enormous benefit to many autistic children—yet poorly informed doctors still tell parents that “vitamins have been shown to be useless.”


Karyn Seroussi’s book not only tells us much about autism, it also tells us a great deal about the need to take responsibility for our health and for the health of our children. We live in a world where respected physicians can be poorly informed, and all too often give inadequate advice.


Thus, in addition to being a truly interesting and inspiring personal story, Unraveling the Mystery of Autism and Pervasive Developmental Disorder confers an unexpected benefit to the general reader. This book offers an introduction to food intolerances as a very pervasive and all too often overlooked factor in human health.


Scientific research has only just begun to reveal the mechanisms behind the serious consequences that many people suffer as a result of unrecognized intolerances to certain foods. We have all heard the old saying “One man’s meat is another man’s poison,” but few of us have recognized the wide-ranging implications of that wise observation. Karyn Seroussi’s story will lead you to appreciate the relevance of that ancient adage to your well-being, and the well-being of those you care for.


The salient message of this book is that parents who want to help their autistic children must look beyond traditional medicine for answers. Effective treatments are available—far better treatments than merely drugging autistic children with psychotropic medications—but you are not likely to learn about these treatments from your child’s doctor. You will learn about them, however, in the pages of this book. The information Karyn discovered on her journey has led to dramatic improvement, and sometimes even cures, in many autistic children. Now, thanks to Unraveling the Mystery of Autism and Pervasive Developmental Disorder, this crucial information will benefit thousands more. If you are the parent of an autistic child, I hope your son or daughter is among them.





Introduction


“Your book reads like a suspense novel, but it was even more chilling because it’s true, and because it was so eerily similar to our daughter’s story. I literally couldn’t put it down.”


—Bill P. Sykes, Los Angeles


“After the diagnosis (‘D-Day,’ as I call it), I didn’t have the strength to read much about autism. But you have a gift for storytelling that had me on the edge of my seat, and the result of these interventions has been miraculous for my son. Thank goodness for your book—if we had waited for our doctor to tell us what to do, we’d be living with a very different child.”


—Susan Leach, New York


“So many experiences, ideas, and beliefs you shared in your book matched everything I’ve been through in the past few months.”


—Kirsten Martinez, Miami, Florida


“Your beautifully written book is a challenge to the medical community to listen to what their patients are telling them. Your stunning revelations will doubtless change the outcome for countless children claimed by what has become a tragic epidemic.”


—Heather Snyder, Pennsylvania


“A book like this on autism has been long overdue. Now nobody can say he or she didn’t know.”


—A parent in New Jersey


I recently reread my book Unraveling the Mystery of Autism and Pervasive Developmental Disorder with a sense of amazement. It hardly seems possible that I wrote this book at all. Only a parent who is obsessed and overwhelmed by her child’s special needs could create a work like that. I hope I never have a reason to write such a book again!


I am also amazed by the response to this book from the autism community. I have been told it effectively marks a watershed between the old belief that every case of autism is hardwired and incurable, and the new understanding that many cases are biologically treatable. My goal was to help parents feel empowered and be motivated to seek out answers for their children, and I am proud to hear that so many have. Instead of simply imitating my son’s treatment protocol, many parents have become inspired to look further into their own children’s individual biological profiles, and have broken new ground in the investigation of other metabolic and immunological issues leading to autistic disorders.


Luckily, thousands of children besides my son have had a dramatic response to the very treatments I describe. Most gratifying have been the letters I’ve received from parents who discovered these treatments in my book. The old cliché about self-help books is that “if just one person is helped, it’s worthwhile.” When it comes to the gluten- and dairy-free diet, thousands of children have been helped while waiting for medical science to catch up, thanks to the courageous and noble efforts of the many doctors, researchers, and parents who have taken up this cause.


I am often asked how my son is doing—“Is he still okay?” Yes, he is. He is strictly gluten- and dairy-free by choice, after a few accidental and unpleasant slipups over the years. He’s well liked, good-natured, offbeat, philosophical, messy, absentminded: a little bit like his dad, and a little bit like his mom. In high school he got good grades despite an ongoing wrangle with inattention, participated avidly in concert choir and musical theater, and dabbled in writing fantasy fiction. He’s had a couple of girlfriends. He has trouble deciding on a college major. I guess he struggles no more than the average nineteen-year-old.


That so many young people like him have now achieved normal functioning is evidence that, in the early stages of regressive autism, the disorder can be reversible. Miles is not the only child for whom the removal of opiate peptides from the diet led to a complete resolution of the autistic behaviors. Not a “cure,” mind you, because the underlying cause of the disorder is still unknown, and the overlapping subtypes mean that some children may only be helped by the diet, but not recovered by it. Miles still has the disorder that causes autism. Treating it early on must have been a critical factor for him.


But so many doctors are still woefully uninformed about the new theories about autism’s causes and treatments. Many are unwilling even to discuss these simple, safe interventions with their patients’ parents, and often the parents have been made to feel like renegades. Some have even been accused of “child abuse” for doing something as simple as removing cow’s milk from their children’s diets. It is not in a child’s best interest for the parent-doctor partnership of trust and open communication to be weakened.


I wish I could say that medical science has already caught up with our theories, but at least these things are moving ahead, albeit at a slow and steady pace. A revolution takes place only when the old system is proven to be unsatisfactory. For decades, our understanding and treatment of autism have been a terrible source of frustration for parents and professionals alike. Now, one success story after another has convinced a great number of people to stand up and take notice. A true paradigm shift in our global view of autism will take place, but it could take several more years of carefully designed studies and serious investigation before we can understand exactly why the diet and other “alternative” treatments are effective, and for which children they are appropriate.


I would also like to emphasize something very important: treatment for autism has to be multimodal. Foremost, if possible, take away the cause of the disorder and treat the underlying biological problems. There are many reasons why well-meaning parents resist this, including opposition from their doctors, which can be hard to overcome.


I’m sure to rub people the wrong way when I criticize those who won’t try the diet, but right now we just don’t know for certain which autistic kids need to be on it. From my perspective, it is heartbreaking to think of the children like my son, whose autistic behaviors are being caused by these proteins, who are suffering damage at every meal by loving parents unwilling to take the plunge.


•  •  •


One month after the first edition of this book came out, Lisa Lewis phoned me and said, “Karyn, we are getting fourteen hundred e-mails a week, and my fax machine is ringing nonstop. How the heck are we going to handle this? Are we really going to answer all this mail?”


Amazingly, we did. Over the next year we read over sixteen thousand e-mails, and answered every one. Most could not be answered with a form letter, as they were specific to each child. We did this as volunteers, and at times it was exhausting and frustrating. But it was also incredibly rewarding. To hear of the impact of our work on so many families was very powerful, and many times we found ourselves moved to tears by the letters we received.


Here are some typical responses I received from parents who had success with the diet:


“We recently celebrated the four-month anniversary of our son being a casein-free, gluten-free eater, and have noticed some remarkable changes. He is making excellent eye contact, has quite a bit of interest in his brother (where there was none), has made a huge improvement in receptive language, has introduced some verbal language, has improved sleep, less ‘stimming,’ less tantrumming, and is better able to handle public places and outings. He will now give kisses and hugs, and wave and say ‘bye’ (often without prompting!). Although I see such a need for further improvement, he is making progress very quickly. I feel confident that the improvement will continue, and for that I am forever grateful. We invited twenty-three people to our home to celebrate his second birthday. The fact that we were able to do this, and he was able to handle this, is quite remarkable. Before the diet, he would never have been able to handle that many people in our home.”


—Shelli Clarke, Erie, Pennsylvania


“My four-year-old son could not say ‘yes’ or ‘no’ or address me as ‘Mummy’—he had some basic echolalia only. He was very miserable and cried often. Sound sensitivities and gravitational issues were a problem, too. We started the gluten-free, casein-free diet five months ago, and instantly his red ears (which he had had for two years) disappeared. He lost the perpetual gray pallor. His picky eating habits persisted for two weeks, after which he ate everything I put in front of him! The sound and gravity problems are almost gone. He has gained eighteen months’ worth of language in five months. He is so happy now, particularly when he looks me in the eyes and says, ‘I have the prettiest mummy ever.’ His advances are astounding his therapists, considering the late start to intervention. I feel (at last) confident for his future.”


—Lisa Andersen, Australia


“I could shout from the highest mountain—Sam’s progress continues to amaze us. He’s getting closer all the time. This morning he came out of his room and said, ‘Good morning, Mommy, how are you today?’ ”


—Teresa Summers


“He will give us kisses and hugs upon request, will get his shoes when asked, he is starting to point, he shakes his head yes or no, is always wanting to reach out and play with other children, and waits in line patiently. I truly believe if I had not started the diet when I did, I would have lost my son. Thank you.”


—A parent


“In the few short weeks we have been doing the diet he is more social and empathetic. He spontaneously shares with his baby sister. He was so worried about my dad, who fell and hit his head on some cement stairs last week, that he wanted to call and talk to him every day (since now he will actually converse a little on the phone!), and the biggest thing is he is so much better at coping with life’s little disappointments. The tantrums have drastically diminished, almost vanished.”


—Suzanne Dunford


“Around here, the diet is looked upon as something that does not work, and doctors discourage parents from trying. I have living, talking proof that it does work.”


—Jody Goddard, Ellettsville, Indiana


“My son is doing absolutely beautifully. We started the diet just over three months ago, at the end of October, and found out about his other food allergies the day before Thanksgiving. Since then, he has been gluten-free/casein-free as well as off all of the other twelve foods to which he is allergic. He started talking right after Christmas. He is two years and four months old, and his receptive language is now at or above age level. He follows almost all of our directions, and he is so eager to please. He does interlocking puzzles, has learned the alphabet, calls me ‘Mommy,’ plays with his toys (especially his choochoo trains), and has some pretend play. He is starting to put two words together: ‘help me,’ ‘bye Mommy,’ ‘more (whatever).’ His eye contact is getting better and better, and he is noticing other children. His ABA [applied behavior analysis] consultant can’t get over his progress, and tells me each week that he is learning faster than she can believe. She also thinks that at this point he is off the autism spectrum. He still has some perseverations, although they are so minor, and I am always able to get him focused on to something more fun. In fact, he no longer opens and shuts doors, which was his main perseveration. He looks great (no more dark circles under his eyes), and his teachers at our ‘Mommy and Me’ class can’t get over the change in him—he does all of the hand movements to the songs in class and ‘sings’ some of the words to our little songs. We are absolutely amazed by his progress.”


—A parent


“We did not hear about this diet from any of the doctors or educators dealing with our son over the last four years. It wasn’t until we read your story in Parents magazine that I was introduced to this subject. That night I stayed up all night, disposing of my entire kitchen. My husband got up at 5:30 A.M. to take a shower and found me in the middle of piles of boxes to donate to the homeless shelter. He asked what I was doing, and I explained that I was getting rid of all the food, spices, etc., in our house, and I showed him the ‘safe’ food list I had downloaded hours earlier. (I think he thought I had lost it, but with a smile he said it sounded like a great idea.) That was six months ago, and we can’t believe the changes we have seen.”


—Stacey Solar, Belleair, Florida


“We still have a lot of work to do, but we have so much hope. That ‘knife’ in my stomach is gone! The other day we were looking at a video and he leaned his head on mine. Then he turned and looked at me (and I looked at him) and he kissed me gently on the cheek. He didn’t have to say anything at that moment, because I understood exactly what he was thinking.”


—Marie, San Jose, California


Other nonbiological interventions such as special ed schools, speech therapy, and occupational therapy are essential for teaching the social and academic skills the child has missed, or cannot learn in typical ways.


I would also like to make something very clear. There is a great deal of debate about what kind of therapy is “best.” My experience is that a parent must research the treatments and make the decision based on his or her knowledge of the child. Not because it worked well for my child or a friend’s child, not because it’s offered locally, not because it’s cheaper or easier or more convenient. ABA, AIT, Son-Rise, other therapies . . . each has helped certain kids achieve their potential for growth and improvement.


You might hear some generalizations that may be useful. I have heard that ABA works really well for high-functioning kids and diet responders. Conversely, I’ve been told that Son-Rise Program (Option Institute) may be the gentlest, least invasive way of enlisting the cooperation of kids who are highly sensory-defensive and who make gains slowly. Some people say that Greenspan works best in conjunction with other therapies. There are simply no hard-and-fast rules. Trust your instincts. Use whatever makes sense and seems to work. Some programs may not be fully compatible with each other, but elements of each can be used together. My son soared with ABA, but for some kids I knew, the intensity of the program seemed invasive and downright unkind. If, after several months, your child still bursts into tears at the sight of the therapist, you may need to rethink your choices.


Many people ask me whether I believe their child is too old for the diet. If you think about it, what they are really asking is if their child is too old for “recovery.” In severely affected older children, teenagers, and adults, it is probably true that the chance of a totally “normal” life becomes slimmer as the years pass. But when is it too late to try the diet? Never! In people whose autistic behaviors are being caused by these proteins, taking away the trigger foods can yield benefits such as reduced anxiety, reduced discomfort, better sleep, better interpersonal contact, and many more improvements:


“Reading your book changed our world. We have dealt with dozens of specialists and experts over the last decade in the quest for an answer as to what was really wrong with our daughter. She went on the diet last August and she stopped raging three days later. Stephanie is sixteen, but her (and our!) life has changed dramatically—from a 29 percent scholastic average to a stunning 85 percent this past midterm! I think other parents need to know that it is never too late.”


—Tracey Dynes, Canada


Recovery is a funny word, anyway. How many of us have quirky relatives who were never diagnosed with anything, who are not diagnosable as anything but . . . eccentric? How many kids nowadays are “typical”? How many adults are “normal”? Recovery is a “spectrum” in its own right.


The biggest question really isn’t “Will my child recover?” After the bleak prognosis of autism, most parents can be grateful for any progress that might lead their child to be more comfortable, to learn and grow without intense frustration, or to become a functional member of their family.


For many, a recovery from autism might mean that the child can attend regular school without an aide, or will someday be able to live independently. For some, it merely means he is capable of developing satisfying, reciprocal relationships with family members. For others, it would be a blessed relief if their child would simply sleep through the night, or cease his continuous screaming, or stop hurting himself or others. Regardless of the diagnosis, take pride in your child’s achievements as you would any other child’s, and think of the recovery process as a journey, not a destination.


Parents often ask whether to put their whole family on the diet. This depends on the child, and the family. If you have a child who will grab food from others’ plates, raid the fridge, and climb the pantry shelves to “sniff out” gluten, this might be a good plan.


I know of one little girl whose whole family went on the diet because of her ability to sniff out gluten, and she then began licking the backs of stamps and drinking bottles of wheat-based cosmetics! But this is an extreme case of addiction. For most families, it is not necessary to take such precautions.


I have heard however from many folks that when the whole family went on the diet there were unexpected benefits. For example, Dad’s compulsive eating decreased, and he stopped getting “brain fog” after lunch. Meanwhile, Mom was able to stop taking her anxiety medication, and her joint pain all but disappeared; Sis had an easier time paying attention at home and at school, and Little Brother stopped wetting his bed. It is suspected that food allergies, which might result in a range of indistinct symptoms, are common in families with an autistic member, and wheat and milk are common culprits.


Does the gluten- and casein-free diet work for attention deficit disorder (ADD) and other developmental disabilities? Usually not to the degree that we see improvement in some autistic children. However, family members with ADD do often respond noticeably to changes in diet. This is something that we have often heard, and is absolutely worth investigating.


In general, we have heard the most GF/CF success stories associated with children on the autism spectrum. Sometimes these are kids who were not specifically diagnosed with autism or PDD, but have autistic behaviors such as stimming or flapping, or odd social and language skills.


People often want to know how long they need to do the diet. If it is helping, does this mean their child will never eat gluten and casein again? My guess is that for a few kids it may be as simple as allowing time for a “leaky” gut to heal, at which point they might be able to go off the diet.


Some parents have even told me that their child was able to go off the diet after treating an underlying immunological problem, often in the care of doctors or naturopaths using alternative medicine. This is exciting news, and I look forward to hearing further details about such treatments, and more of the long-term results.


However, for many children who have tried to go off the diet after years of success, the reprieve was only temporary, the gut damage recurred, and the behaviors returned in a matter of weeks, often in the form of a more severe psychosis. Perhaps these kids had certain antibodies to gluten, or maybe a pancreatic insufficiency. Autism is a complex disorder, and we just don’t fully understand all of the mechanisms which can lead to these behaviors. I always caution parents of diet responders to stick with the diet until we have more answers. It’s really not that hard once you get started!


A word of caution: some people will claim that if you give your child certain enzyme formulations, he or she can eat gluten and casein with no ill effects. I have heard from hundreds of parents about this, and it does not appear to be true. It would take only a small amount of casomorphin to flood the opiate receptor sites in the brain, and there is no way to believe that an enzyme tablet can fully break down every peptide that is ingested.


However, digestive enzymes may be helpful in the diet for different reasons. Many other proteins and grains can be problematic, especially if overall digestion is impaired. In addition, keeping a bottle on hand for accidental ingestion of gluten or casein seems to alleviate an adverse reaction. Just remember, it is no substitute for the diet. Why give the antidote along with the poison?


I have another serious concern. Since the first printing of my book, I have heard from many hundreds of parents about the vaccination issue:


“My son Douglas was premature but seemed totally normal until May 25, 1993—MMR day! Within a month he was biting other children.”


—Christie Atkins, Rome, Georgia


“My son Benjamin (aged two and a half) is autistic, following an assault on his immune system on November 4, 1998 (aged thirteen and a half months). On this day my normally developing son (who said ‘Mama,’ ‘Dada,’ ‘Sissy,’ pointed to objects, and loved to be held) received his diphtheria-tetanus-pertussis, measles-mumps-rubella, Hib, inactivated polio vaccine, and varicella vaccines. He had pinkeye at the time, and had just recovered from an ear infection/upper respiratory infection. I did not know that day what I know now, about the contents of vaccines, the true statistics regarding the risks, and the true nature of some of these ‘horrible’ diseases I was ‘protecting’ him from.”


—Catherine Bertrand


“My two-year-old son, Joey, was diagnosed with MSDD (multisystem developmental disorder) at twenty-three months. He was developing normally until age fifteen months (when he received the MMR). He was talking, giving kisses, playing with everything . . . and then it stopped. He stopped talking, began hand flapping, and was not playing with any of his toys. He was given the shot in August, and by December he had no interest in Christmas or any of his Christmas presents. He just wanted to flap and self-stim.”


—A parent


The onset of regressive autism in many children coincided with their shots, or with some other immune insult in the first, second, or third year of life. It is my belief that this subtype, once rare, now comprises the majority of cases, and is responsible for the very real increase in the number of young children with autism entering the school systems. The good news is that these kids are usually biologically treatable, and the sooner, the better.


The bad news is that many parents are still not being informed of these treatments until months or years after the diagnosis, and that, despite what our doctors are telling us, we just don’t know for sure whether the shots are responsible for triggering autism in some susceptible children. If, indeed, these cases of autism could be prevented, then an immeasurable tragedy is taking place before our eyes.


“My daughter Emma was an excellent baby. She rarely cried, loved to nurse, and smiled at me often. She developed normally, reaching her milestones on time. She played with toys, and interacted with her older sister and with us. At around twelve months she started speaking. She would ask us for juice, or cheese, or milk, cookies, etc. We would tell her to say ‘please,’ and she would look up at us and smile and say ‘PEESE!’ We were quite happy with her development.


“When Emma had her MMR shot, she had what would be considered a ‘normal’ reaction: low-grade fever and sleepiness. Within a short time, we noticed that Emma did not seem to be speaking anymore. We asked each other, ‘When was the last time you heard Emma say “Barney”? Or “bath”? “Ball”? “Cookie”?’ We sat down one night with paper and pencil and wrote every word we had heard Emma speak—over twenty of them. But all of a sudden she wasn’t using them. She wasn’t even saying ‘Mama’ or ‘Dada.’ We noticed that she seemed not to hear us. She also became extremely constipated.


“She had begun to do ‘funny’ things. She would take cans out of the food cupboards and line them up, and she would do the same thing with cups, blocks, almost anything. She started spending HOURS flipping the pages back and forth in the phone book, catalogs, even the unabridged dictionary. We noticed that when she saw the credits roll by after a video, she would watch the words, standing on her toes, flapping her hands. She spent incredibly long periods of time in activities that were completely bizarre for a child her age, such as lifting the flap on the pet door and letting it drop. She would do this over and over for so long that we would finally have to physically remove her from the activity, only to have her open and close cabinets for another equally long period of time.


“All of a sudden, we couldn’t take Emma anywhere. She would wail and scream and look terrified if we put her in strange surroundings. When she was two and a half, it became obvious that something was just not right. We had tried as best we could to discount her odd behavior, but her distress was getting worse all the time. After a battery of tests, blood work, etc., to rule out other possibilities, Emma was diagnosed with autism in March of 1999. She was nearly three.


“We took Emma to private one-on-one speech and occupational therapy four times a week. We also took her to an additional hour of occupational therapy once a week, and to water/speech therapy once a week. In the fall of 1999, we enrolled her in a special preschool. She was not making progress. She spent most of the time at therapy and school screaming and crying, and was totally uncooperative. Her initial schedule of two days a week at school was too much for her; she was cut back to one day a week, and I had to stay with her the whole time. She could not even sit in a chair, let alone complete a task. In March of 2000 (two months ago), we read your book, cleaned out the cupboards, and started the GF/CF diet within three days.


“Within the last two months, Emma has improved dramatically. Her eye contact is nearly normal. She has done so well at preschool that we now drop her off at the door to the classroom, and she walks right in. We have increased her to four days a week. She no longer stays up until 4 or 5 A.M. She now goes to sleep at eight, and sleeps soundly until seven in the morning. She is no longer constipated.


“We have been able to take her off of imipramine, the antidepressant she started taking when she started hitting her head on the floor. She no longer needs it; she is happier than we have ever seen her. She transitions well, she responds to her name, and last week she said ‘My dad!’ when she saw my husband. Today she played ring-around-the-rosy with her sisters. She held a doll two days ago and pretended to nurse it. Everyone who knows her is in awe of the changes, including her doctor.


“I apologize for the length of this letter, as I know you are busy. You have changed our lives, and for that I will be eternally grateful. I saw absolutely no autistic behaviors in Emma before the MMR. She steadily worsened until we implemented this diet, which has been our greatest blessing.


“Thank you so much! If I can do anything to raise awareness of autism, I will gladly do it. I am more than happy to share my story, especially if it will help someone else. I used to lie awake at night wondering if I would ever hear my daughter say, ‘I love you,’ and if I can spare even one parent that pain, I will have accomplished a miracle.”


—Jaymee R. Dever, Lewiston, Idaho


The above letter is a classic example of the many children, like my son, who regressed and then responded to dietary intervention. Children with regressive autism, insensitivity to pain, GI symptoms, self-limited (“picky”) diets, and sleep problems are almost always diet responders. However, those with none of the above symptoms may also improve on the diet. The only way to know for certain (since urine testing is not terribly accurate) is to try the diet. Do it right, and do it for at least three months. Think you can’t? Think again!


Top 10 Reasons Why People Say They Don’t Want to Try the Diet


10. It sounds too hard.


9. I don’t know how to cook.


8. My doctor doesn’t believe in it (or: I’m a doctor and I know better).


7. His other parent (or teachers, grandparents, etc.) won’t go along with it.


6. We believe behavioral therapy will recover him.


5. I’m afraid it won’t work.


4. I’m afraid it WILL work.


3. I don’t want to take away his favorite foods, because Food = Love.


2. I’m worried about his nutrition—even though he presently eats only Cheerios and Cheez Doodles.


and . . .


1. He’ll starve if I take away milk and wheat.


These last two are the worst reasons of all—many kids with this opiate problem self-limit to these foods, and so are among the most likely to respond to the diet!


If you’ve tried the diet and your child is a diet responder, you have great reason to be hopeful. If your child has a different subtype of autism, it is up to you to look for his or her “magic bullet”—don’t wait for the medical community to do it for you! I believe the answers are out there, and that someday every form of autism will be found to be treatable. But I also believe it is the parents of these children who will lead us to the answers.


—Karyn Seroussi, December 2001





PART ONE





Miles’s Story:



Hunting the Jabberwock






Prologue


We’re in the emergency room. It’s three o’clock in the morning and Miles has been screaming for two hours. His limbs are tremoring. Are these seizures? They started before his fever went up. His temperature is 106 degrees. Could this be related to his eighteen-month DPT (diphtheria, pertussis, tetanus) vaccination the previous morning? The doctor doesn’t know. The same thing happened three months ago, a few days after his MMR (measles, mumps, rubella) vaccination. Now his fever is breaking and he is lying limply in my arms. He is staring into my eyes with a surprised look. He smiles slightly. I have a sudden feeling of elation. “It’s me, it’s Mommy,” I whisper. He stares for several minutes, as if memorizing my face. I relish his gaze. I’ll never forget this moment. It is the first time in three months he has let me look into those beautiful eyes. It will not happen again for a long, long time.


Miles resisted my efforts to hold him and climbed off my lap. He toddled over to the microphone and tried to pull it off its Formica table. It was screwed down, so he contented himself with swiveling it from side to side. I looked up at the one-way glass. Were we being observed? I really didn’t think so. Perhaps the evaluation was being videotaped. I decided that I should be interacting with Miles, just in case.


“Milo, come here, sweetie.” He ignored me, so I went over to him and pulled him away from the microphone. I sat him on my lap, facing me, and tried to charm him into a game of patty-cake. He whined and bent over sideways, straining to get away. I put his hands in front of his face, then took them away.


“Where’s Milo? Peekaboo!” His whining grew louder and more high-pitched. “Where’s Milo?”


That question stayed in my head as I let him go. He went back to the microphone as I bit my lip. I realized, for the first time, how Miles’s behavior must appear to others. Didn’t all nineteen-month-olds love to play peekaboo? Didn’t he once love games like that? What was wrong with him?


I had been warned not to compare my children, but my daughter, Laura, had adored the times we set aside to sing songs, tumble on the floor, and play lap games. At nineteen months she would climb into my bed each morning for at least half an hour, smiling into my eyes and making me teach her words.


“What dat?”


“That’s a pillow.”


“Piw-low. What dat?”


“That’s a ceiling fan.”


“Seewing fan.”


Miles wanted little to do with us, and showed no interest in our language. Sometimes he ran to me when he was injured, his face contorted with misery, running almost into my arms and then turning, suddenly, so that I had to pick him up from behind.


He had said a few words as early as eleven months old: “cat,” “Mama-ma-ma,” “dance,” “yay!” But that was months ago. There was “ish,” his word for “fish,” which had also disappeared.


The door opened. Beth and Bonnie sat down at the little table with the colored cubes still stacked into tiny towers. The room was very warm, and I looked out the window into the parking lot. A breeze blew the trees outside. Did these windows open? Probably not. Rooms with one-way glass are not likely to have windows that open.


Beth was speaking. The room, the table, and the whole scene had become slightly unreal, as if I were watching myself act in a play.


“We’ve analyzed Miles’s test scores. He does have some irregularities in his development. Motor skills are a relative strength, but his language is severely delayed.”


On the back of a large white envelope, Beth began writing numbers for me to look at. Numbers that meant Miles was developmentally delayed. My skin began to crawl.


“Miles’s language development is at less than a six-month level, and his social skills are at about ten months.”


But Miles was nineteen months old. How could something be so seriously amiss without anyone having noticed? He had passed his twelve-month and fifteen-month checkups with flying colors.


“We think that Miles has a disorder somewhere along the autistic spectrum.”


“Autistic?” I whispered. “Do you mean autism?”


“We now refer to it as the ‘autistic spectrum.’ He could be on the very mild end, and he’s so young, it’s hard to know for sure. It’s a developmental disorder, accounting for a range of delays including language and social development.”


What did that mean? She didn’t make it sound too bad. I stared at Miles, a tall, handsome little boy with a sturdy body, fair curls, and rosy cheeks. He looked normal. Strangely enough, I was reassured. In a way, it was good to know that what was wrong had a name. I felt a glimmer of relief that someone had finally acknowledged my concerns. But autism? The word conjured up a vague image of a profoundly disturbed child rocking in a corner. Suddenly, I felt a surge of adrenaline and my heart began to pound.


Miles finally left the swiveling microphone, crossed the room, and began to open and close the door of a toy barn on the table. First he opened it, took the cow out, and closed it, then opened it, put the cow back, and closed it again.


“Does he do a lot of repetitive things like that at home?” asked Bonnie Kramer, a psychologist.


“Well, he has a scientific mind, like his father. Alan is a research chemist. Miles likes to systematically experiment with a toy like that. I don’t think of it as repetitive, really. I mean, since he varies it. See? This time he took out the farmer and the cow.” I paused. “It’s very hot in here, isn’t it?”


They were silent.


“What does this mean?”


“Well, we’re going to refer you to a developmental pediatrician for a formal diagnosis,” Beth said. “But right now we’re going to have you speak with our social worker. I’ll play with Miles for a while until you’re done.”


“I don’t think he’ll let me leave him with strangers,” I said.


I was wrong.





CHAPTER ONE





The Diagnosis


A severe language delay is almost never diagnosed in a child under two, and autism is tricky—sometimes there are a few words and normal developmental milestones in the beginning and it’s hard to notice when they disappear or don’t increase. Besides, so many well-meaning people had reassured me:


You can’t compare him to Laura—she was so precocious.


Boys talk later than girls do.


He’s had so many ear infections.


Alan didn’t talk until he was three.


My next-door neighbor’s son didn’t talk until he was four.


Einstein didn’t talk until he was . . .


I had changed pediatricians twice, begging for help or information regarding Miles’s irregular sleep patterns and chronic ear infections. At that time, when he was a year old, his social development was not yet a problem, but his ears were. The first two doctors had concurred in a misdiagnosis of asthma due to his mucusy breathing, and prescribed albuterol, a medication that opens bronchial tubes, in the words of the first doctor, “to use if the noise bothers you.”


“My mother just read an article linking milk and wheat to ear infections,” I had explained to the second doctor. “Do you think I should try taking him off those foods?”


“The medical community doesn’t put much stock in those studies,” she had said. “You can try it if you like.”


“Well, Miles loves milk. I’d hate to take it away if I don’t have to.”


“It probably won’t make a difference anyway. Some kids just get ear infections. They’ll clear up in the spring.”


I had doubted that the ear infections would “clear up” by themselves. Alan and I had had the same disconcerting feeling that we would never again sleep through the night.


After eight ear infections in three months, and countless doses of antibiotics, I had asked the doctor if she would recommend ear tubes for Miles.


“I don’t like medicating him so often,” I had explained. “It seems like he’s always on antibiotics. And he’s up for so much of the night. I am really not functioning very well on so little sleep, and Laura is finding his constant crying extremely stressful.”


“Well, some children require more effort than others. Just because you had an easy time with Laura doesn’t mean there’s something wrong with Miles.”


“Yes, I realize that, but he is just so difficult. I own a retail business, and I can’t tell you how many times I’ve had to leave work to bring him in. And the screaming . . . I’m sure there’s something wrong with him. I thought that if he had ear tubes . . .”


The doctor had looked at me coldly.


“Parenting can sometimes interfere with our work schedules,” she had said. “Perhaps you are the one who needs help, not Miles.”


I was stunned. I had stared at her for a moment, then turned around and walked out of that office for the last time.


This event begins our story. I was to learn that the next chapter of our lives was not to be unique. To other parents of autistic children, it was a hauntingly familiar sequence of events.


Dr. Stover, our new pediatrician, was booked up when we switched to her practice, so on January 12 we saw her nurse-practitioner, Susan Percy.


“What about his breathing?” I asked. “We were told it was asthma, but the albuterol doesn’t seem to make a difference. Can you hear it? It’s not really wheezing. It’s sort of a honking or clucking in the back of his throat.”


Mrs. Percy listened for a moment. Then she went out and came back with Dr. Stover, who smiled and introduced herself. Miles picked up his shirt from the examining table and used it to play peekaboo with her while she put a stethoscope to his chest.


“Cute baby,” she said, smiling. “Who told you that was asthma?”


“Two different doctors. What is it?”


“Just mucus,” she said. “I don’t know what causes that—allergies maybe—but don’t worry about it. When he’s old enough to clear his throat, it will go away. You can throw away the albuterol—it won’t help.”


“I didn’t think it did,” I said, smiling with relief.


In mid-February I was back in her office. I explained that I was concerned because Miles’s language development seemed slower than Laura’s had been.


“From what you’ve told me, Laura was an early talker,” said Dr. Stover. “At this age, at thirteen months or so, two or three words is perfectly normal. Miles’s social development looks good—I wouldn’t worry. But I will send you over to Otolaryngology for a hearing test. I agree that he has had an awful lot of ear infections.”


Two weeks later, on March 3, Miles did fairly well on the test. He showed only a very mild hearing loss—“within normal parameters.”


We visited the office again a month later, on April 4, for Miles’s fifteen-month well-baby visit.


“Miles’s ears look good.”


“Yes, well, they should. Alan says we should buy stock in amoxicillin. But one more ear infection and he’s getting ear tubes—Dr. Roberts at Oto gave me his solemn promise.”


Ear infections occur when fluid builds up in the inner ear. “Tubes,” which are called “grommets” in England, are little rubber cylinders that are installed in the eardrum to help alleviate the pressure and hopefully prevent further infections. While the child is anesthetized, his doctor makes a tiny incision in the eardrum and inserts the tube as if it were a window between two rooms.
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