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  FOREWORD

  Autism. Let me say it again: Autism. How does that word make you feel? What emotions does it bring out? Fear? Sympathy? Empathy? Autism. But it’s not just a word. If only it could simply be a word in a medical dictionary that describes a neurodevelopmental disorder that affects 1 in 10,000 children. That’s what autism used to be. It didn’t affect your family. It didn’t affect your neighbor’s child. Autism wasn’t on your street, and it probably wasn’t even in your zip code. Autism was in a movie, and that was about it.

  So what the freaking hell happened?

  Autism is now in your family. It’s on your block. It’s a child in every kindergarten class. There are entire classrooms devoted to autism in every public school. Autism is no longer just a word; it’s life for over a million people in the United States. And it isn’t pretty. There’s nothing glamorous about raising a child with autism. It’s brutal. It tears families apart, after it bankrupts them. Autism. One percent of children have it. Two percent of boys have it. Autism can no longer be ignored.

  Ignored? Who the hell would ignore such a problem? The American medical community, that’s who. When autism exploded in the 1990s, parents cried out for help. These children needed treatment, but insurance didn’t cover it. These parents wanted answers, and doctors said “Answers to what? There’s no rise in autism, and there’s nothing we can really do for it anyway, so what do you want us to do about it?” Parents were literally left to fend for themselves to find answers and treatment options—alone. If there is one word that accurately describes families who were caught up in the first wave of the autism epidemic, it is alone. Alone with no answers, no friends, no cures, and no resources.

  Well, nothing brings about change like a group of dedicated parents who are fighting for their own children. The Thinking Moms’ Revolution is one such group, and boy, are they on fire! And they have a story to tell. Twenty-three stories, in fact. And they are not just about autism. You will read about ADHD, dyspraxia, sensory processing disorder, and other learning and developmental challenges. You, and I, and every person on the planet has a responsibility to hear their stories. Not for their benefit, but for yours. For mine. We owe it to ourselves to experience, page by agonizing page, what a family goes through when they see their happy, healthy, talkative little toddler lose it all and decline into autism. The denial. The anger. The guilt.

  Why? Why should you care what they went through? Of course, if you just found out that your own child has autism, you probably care a great deal, and you are eager to soak up every page. But what about the rest of us? What about the 87 out of 88 of us who don’t have a child with autism? Why should you care? Because this book will make you examine your own understanding of autism. It will challenge what you believe causes, or doesn’t cause, autism. It will illuminate the myriad treatment options that are available. But most importantly, it will make you a better person. Next time you are in the grocery store and see a six-year-old nonverbal child having a complete meltdown, instead of frowning and thinking what a bad job that parent is doing, you can go up to them and say, “I get it. I don’t have a child with autism, so I don’t totally get it. But I’m trying. Can I give you a helping hand?” When your best friend’s toddler begins flapping, spinning, and obsessing about trains, you can stick by them, love them, and help guide them through the coming years because you’ve learned empathy. When your own child tells you that his friend in third grade seems a little strange and talks funny, you can teach your child how to love unconditionally as you befriend and embrace that family.

  The Thinking Moms’ Revolution isn’t looking for sympathy, and neither is any other family with autism. If you want to sympathize and shed a tear for them, do so, then get over it. Once you are done, step up and love them. Embrace them. Engage them. Not for their benefit, but for yours. And you will have plenty of opportunity to empathize, as autism continues to rise at an alarming rate. The latest numbers (1 in 88) aren’t actually the latest numbers at all. This statistic is 13 years old. It refers to children who were born in the year 2000. Back in the ‘80s it was 1 in 10,000. Then wham! Kids born in 1994 were found to have a rate of autism of 1 in 150. Nobody panicked (except about 1 in 150 of us). Kids born in 1998 were found to have a rate of 1 in 110. You do the math. What do you think the rate is for kids born in 2004? 2008? 2013? The Centers for Disease Control only determines the rate for a certain year once that group is eight years old. Then it takes a couple years to gather the data and publish it. So, we won’t actually have numbers for 2013 until somewhere around the year 2023.

  As a full-time practicing pediatrician, I can vouch without a shred of doubt that the rate continues to rise. I see more and more seemingly healthy infants develop autism signs during the second year of life. It concerns me that the rate is now much higher than 1 in 88. And we still don’t know why. You will read various opinions from the Thinking Moms here, but based on available research, we just don’t yet know why. What angers me is that the medical community should have started examining this question twenty years ago. Instead, (almost) all put their heads in the sand and decided there was no increase, there was no epidemic, so there is no reason to examine why. Now that everyone agrees there is a definite increase, research into what’s causing autism has begun. I know we’ll find the answer some day, but it’s an answer that will come twenty years later than it should have.

  In the meantime, what can we do? We can detect it early, so that early treatment can increase the chance of recovery. We can embrace complementary and alternative treatments that work. We can take some preventive steps with our health before and during pregnancy, and during the first years of a baby’s life. We can do the best we can to treat each and every child with autism to the best of our abilities. And we can love these children, and their mommies and daddies. We can understand what these children go through during their years of therapy, what their parents go through emotionally and financially, and how these families fight for their children to get them to where they are today.

  The Thinking Moms’ Revolution’s Autism Beyond the Spectrum is a look into the hearts and minds of these families. After reading their stories, you will want to hunt each one of them down, give them a big hug, and never let go. Not because they need it, but because you need to.

  —Dr. Robert Sears, pediatrician,

  medical advisor for Talk About Curing Autism,

  and author of The Autism Book and The Vaccine Book


  INTRODUCTION

  There is a revolution taking place, and it is happening now. Autism is a tragedy that shows up in households across America and around the world. As it takes root and grows in a generation of children, there is a resistance . . . a movement to take back our children from the world of autism and into a future full of hope.

  The revolution is made up of parents who are armed with research papers, doctors who care about underlying medical conditions, and Google. They are fighting back against autism and the medical establishment that stood by while children faded away. It is a revolution fueled by love, hope, friendship, and determination. A change is coming, and parents are leading the way.

  We, the moms and dad that you will meet in the pages of this book, started our parenting journey the way most do: filled with hopes and dreams for our children and the new life ahead of us. In each story, you will see that these dreams changed as the reality of speech delays, motor planning difficulties, mitochondrial dysfunction, gut dysbiosis, and a myriad of other health problems surfaced in our children. Our children are sick and need help. We are fighting to make them well, and we need doctors who can provide us with the tools necessary to treat these ailments.

  All families facing autism need support, and we have found it in each other. Thanks to the modern world of social networking, a group of biomedical moms and a medically minded dad found each other and started talking. It began as a small group of people whose children were seeing the same homeopath, but it quickly transformed. The forum changed, other friends were added, and the group of strangers who once talked about homeopathic remedies became family. We had a lot of fun during our Facebook exchanges, and we discovered that we have some pretty hilarious members in our group, including a very talented individual who dubbed each of us with a creative nickname. You will see those nicknames used in our chapter titles. Many of our discussions still revolve around biomedical treatments, therapies, and autism interventions, but just as many are simply conversations that close friends have. Many of us have met in person at autism conventions, for a quick hello if we are traveling, or for a planned day of fun. We all genuinely like each other and are no longer in it just for the autism knowledge and pooled resources. We laugh together and cry together. When one of us hits a rough patch, the rest are there to offer support. When one of our children masters tying his shoe or riding her bike, we all break out the champagne.

  We are a diverse group from the United States and abroad. We represent a myriad of religions and nationalities. Some of us speak different languages. Most of us now know more ways to curse in French than we ever thought we would! The reality is that our lives share one common denominator, a tie that binds. We are all working to take our children back from autism, ADHD, apraxia, sensory disorders, and mitochondrial dysfunction. One day, we all hope the tie that binds us together is a new reality: recovery. Some of us are there already.

  We share our stories with you for a reason. This is a book we wish we could have read years ago. If you are new to the autism journey, we hope that you will learn from our friendships and from our experience. Find a support group or make your own if there isn’t one around. The best thing you can do for yourself is to find like-minded people to share this journey with. If you are not living with autism, we hope that you will never join our ranks. Learn from our mistakes. Listen to what we have to say, and please, educate yourself when it comes to your children’s health. We all dutifully listened to our physicians, and they came up short for our children with lasting consequences. Your children need you to be judicious about everything that is put into their bodies. Examine the ingredients in the foods they eat, give them pure drinking water, keep the toxic chemicals out of household cleaners, and read your vaccine inserts so you know what is going into them. The Thinking Moms’ Revolution is about taking back the health of our children whether they have autism, asthma, sensory processing problems, or any of the other disorders that are found so frequently in our children today. We ask that as you read the pages of this book you do one very important thing. Think.


  TWONK: INTO THE FIRE


  Oh, my good Lord! This is so hard! “Write it all down in a chapter,” she said. “People need to know,” she said. Love you, Goddess, but did I ever mention that I am the least creative lump of cellulite you could ever wish to meet? There are gluten-free muffins with more imagination than I’ve got. I’ve typed this out over a dozen times already. I’ve edited bits, added bits, stolen from the other girls. It’s still not newsworthy. I’ve tried writing it from the child’s point of view, my best friend’s point of view, even the milkman’s point of view (he lost a very profitable yoghurt order when we left, dontcha know), and still I’m coming up blank. The problem is I’m so damned English. My self-conscious British stiff upper lip keeps screaming in my head, “You can’t write that!” Not that I’m inappropriate or anything. Much.

  So I reckon the best way to get this over and done with is to imagine that I’m telling it to the girls. You know, the ones in the group. Because without them, I might very well still be convinced that there is no one else in the world quite like me and my kids. We were the outcasts forced to live on the edge of society because a mad old mum wouldn’t accept what the doctors were saying. Don’t get me wrong, we still are. The difference now is I know there are thousands of other people out here on the edge too, and we’re all shouting the same thing.

  “ The vaccines did it!”

  There . . . I feel better already.

  Deep breath. It’s just like chatting waffle with the girls in a thread, that’s all. No big deal. Right, here we go . . .

  The first thing I want to make absolutely clear is that what happened didn’t happen to me. It happened to my children, and to my youngest son in particular. I am not a victim of autism, despite the fact my life has been forever changed by it. There have been sacrifices, and I consider those things to be casualties of autism: things like home, family, friends. Nothing major, right? But the only true victims here are the children. The rest of us, the parents, the siblings, the grandparents and teachers, we all need to think of ourselves as champions of autism, not victims, because without us, nothing will ever change, and the possibility that this travesty might go on indefinitely is simply not an option.

  All four of my British-born kids carry labels. I actually like to think of them as designer kids because they have so many labels. The oldest was mostly nonverbal until the age of five, and now, at age eighteen, is officially labeled ADD (she’s too lazy to be hyperactive) and LD (learning disabled) in math. When I was a kid, we used to call this phenomenon “crap at maths,” but apparently now it warrants a clinical diagnosis. My eleven-year-old son is labeled ADHD with tendencies toward Asperger’s syndrome. He’s kind of like Rainman, except with this wonderfully wicked sense of humour. He scored 97 percent on his Iowa tests in third grade and frequently receives love letters from some of the most prestigious colleges in the USA. The problem is his sense of humour tends to be pretty highbrow and, therefore, flies over the heads of his classmates. Personally, nothing cracks me up quite like an algebra joke (yawn). Finally, the twins: Both boys, they’re currently nine years old and separated by seventeen minutes. Twin One has congenital aortic stenosis and carries a diagnosis of autism and ADHD. He’s very high functioning and should lose his autism diagnosis soon. He attends mainstream school, socializes well, has a few residual speech issues, but is, to all intents and purposes, almost fully recovered. Twin Two . . . well, this is really his story, and I have to write it down because he can’t tell it himself.

  My twins have always been opposites. Twin Two was always so happy, smiling, and flirting with anyone who caught his eye. He was the bigger of the two boys and immediately formed a connection with his twin brother. If Twin One was removed from the crib, Twin Two would instantly wake and start to cry. It was so cute that we used to do it purposely, just to say, “Awwwwwww.” Twin One was the most miserable baby, always crying and throwing temper tantrums. By the time he was six weeks old, I was ready to trade him in for a newer model. I even commented about it to the doctor at their six-week well-baby visit. That’s when the doctor pulled out his stethoscope and called the ambulance, and Twin One was diagnosed with severe aortic stenosis. Because of the heart defect, I paid extraspecial attention to the vaccine controversy happening in the media at the time. Some Hooray Henry doctor was being slagged off in the news again for suggesting a possible link between the MMR vaccine and sick kids. I didn’t know all the details, but it made me ask the pediatrician what she thought was best. I asked her opinion, as if it would be unbiased, independent, based on real scientific evidence, and in the best interests of the child she was treating. She thought being vaccinated was best, and I now know that I should never have expected her to say anything different. She was a part of a machine—a cold-hearted, narrow-minded, bought-and-paid-for medical establishment—and she didn’t even know it. But, based on the advice of this assumed superior intellect, I obediently led my lambs to the slaughter.

  The boys started to get sick a lot: bronchiolitis, oral thrush, ear infections, random skin rashes, diarrhea, constipation, vomiting. It seemed as though every other week I found myself in the ER or the doctor’s office. I didn’t make a connection. My two older children were fully vaccinated and had had similar illnesses in their first year, especially my daughter. So, as far as I was concerned, it was all pretty much normal. (Earlier I mentioned that my daughter didn’t start speaking fluently until she was five years old. I’ve no doubt anyone reading this would think I should have been alarmed by her lack of communication skills, and you’re right. However, during the first five years of her life, she was dragged all over the world on irresponsible adventures. She lived in West Africa and Central Europe and had all the required vaccines: yellow fever, hepatitis A, typhoid. You name it, I had her vaccinated with it for her own safety. Really, it wasn’t because I was completely stupid, it was to protect her. She could repeat simple phrases in French and Dutch. I thought she was a genius whose speech had been affected by my own inability to stay in one place. Turns out she was echolalic. Who knew?) Towards the end of 2003, I received a letter from the local health authority advising me that all children born between 2000 and 2002 had been vaccinated with a dodgy batch of DTAP and meningitis C, and required unscheduled boosters.

  We, the sheeple, would hereby like to confess: I never questioned a damn thing I was told to do. I simply went to extraordinary lengths—we were practically banned from attending baby clinic altogether, having been labeled a fire hazard—to have all three of my boys stuck with another round of unnecessary, unproven, unhealthy toxins in the ignorant belief that I was doing “the right thing.”

  The devastation was immediate. My youngest son developed a rash all over his body and ended up in the hospital yet again. He was found to be severely neutropenic and was treated with IV antibiotics to bring up his white blood cell count. It was probably the worst thing the ER doctors could have done. The antibiotics bound with the metals in the shots and carried them deep into the soft tissue of his organs, crossing the blood-brain barrier. He started to regress developmentally as he withdrew into his own world. Within the space of a few weeks, he lost most of his forty words, stopped making eye contact, stopped playing and laughing with his twin, developed a fascination with spinning objects, lost interest in the world around him, developed uncontrollable drooling.

  You know the routine.

  As much as I love the U.K., I have to say, hand on heart, that the way people there deal with mental disability is . . . well, pretty crap, really. It took five months for the appointment with a developmental pediatrician to come through.

  Diagnosis: severe autism. (“He was born with it; you must have missed the signs. Don’t let him set fire to himself until we can institutionalise him.”)

  I hung around with him for a while, thinking there would be a treatment, a therapy, something to pull him back from the edge of the abyss I was watching him slide into. There wasn’t. I practically sold my soul to the pediatrician, begging her to do something about his constant fevers, diarrhea, constipation, yeast and bacterial infections. I even paid her in her private practice to bring the appointments forward as needed. A state-appointed early intervention speech therapist left her fingerprints in his arm when he wouldn’t brush Barbie’s hair. And so in 2005 I moved my family to the USA.

  America . . . Where to start without offending anyone? OK, America, you can’t go calling food things like chuck, grits, and Manwich and expect people to put it in their mouths. Pot stickers? Yuck! And why is there no news in your news programmes? I’ve learned more about side effects from pharmaceutical ads in the past six years than I’ve learned about world affairs from the news. Actually, the pharma ad thing is not a joke. I’ve been blown away by the in-your-face manipulation of everyday symptoms designed to convince an ever-paranoid population that they need to take a combination of pills every day for the rest of their lives in order to be healthy.

  “Do you need to go to the bathroom when you leave the house? Ask your doctor if you have overactive bladder! (Possible side effects include nausea, dry mouth, and sudden death.)”

  Did you know that some of the possible side effects for restless leg syndrome medication include uncontrollable gambling and sexual urges? No wonder the U.K. doesn’t allow this kind of pharma advertising. If the British population were aware of this, there’d be a run on the National Health Service as millions of working-class numpties descended upon their GPs’ offices doing their best interpretation of River Dance. The major thing America has going for it, and my reason for moving here in the first place, is simple: in the land of the free, nothing is free, but you can buy just about anything.

  I bought a house, a car, a doctor, some hyperbaric chamber therapy, homeopathy, a Son-Rise start-up course, gluten/casein-free foods, private schooling, Applied Behavior Analysis (ABA), speech therapy, occupational therapy, chelation therapy, a whole array of prescription medicines, and enough biomedical interventions to revitalise a small country.

  And the question on everyone’s lips is, “How is he doing?”

  My son has suffered two further regressions since arriving in America. Both times he tested positive for lead. Both times he was enrolled in the autistic unit of a local elementary school. Tests found the lead to be in painted furniture, which a teacher had allowed my son to repeatedly lick, despite a psychologist’s report indicating pica to be a major concern. After two years of an intense ABA-based homeschool programme, he is beginning to vocalise once again. He can use the bathroom with assistance. He suffers with full-body dyspraxia and requires 24-hour care and supervision. He is currently under observation for seizure activity. In short, despite having made major gains in the past two years, my son is worse now than he was when we arrived.

  America has been an incredibly bittersweet experience in so many ways. The hope we had when we came here, the relief experienced when a real medical doctor believed my son was physically ill, the expectations of starting each new protocol and treatment programme—all these things kept me on a path of determination to do as much as was humanly possible to improve my son’s quality of life. As each of the other children was picked off with a label, and my youngest hit wall after wall, I found myself sitting alone at the PC into the small hours, researching every new treatment, every new fad. I rarely ventured out into the local community, instead surrounding myself and my children with therapists, doctors, teachers, and the odd autism parent rather than spending a lifetime repeating, “I’m sorry he put his hand in your food, he has autism” or “No, he isn’t ill disciplined; he’s going through a PANDAS flare.”

  It was a huge leap of faith into the misty depths of homeopathy that put me in touch with the group of people who were to become not only my support network but also my sanity. The group name has changed a few times, and good people have come and gone, but the die-hard queens (and king) of our group have remained constant and true to their cause. I’m not sure if our group dynamic is unique. I hope not—for the sake of all autism parents everywhere. Everyone should have a support group like ours. It’s the first place I go when I have a question. They’re the first people I share good news with, and I have learned so much because they have allowed me to share their autism lives. I had the great pleasure of meeting many of them last year at the AutismOne conference and had the weirdest experience of greeting old friends for the first time. As I sat amongst my family of strangers, I heard Alison McNeil say, “It’s the other parents who will get you through.”

  And they do.
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MONEY’S TWO CENTS


  Autism: the word that turns your world on its ear in less than thirty seconds flat. Autism: the word that causes your emotional state to deteriorate faster than you can say the word “insanity.” Autism: the word that rips marriages apart, bankrupts your 401(k), and steals your plans and shreds them. Autism: I say it like it’s a bad thing. Maybe it’s not. Am I crazy? Well, there is probably an argument to be made for that, but hear me out.

  Do I want my child to have autism? A very emphatic hell no! Can I change it? Sure I can! I really do believe that, and I am doing all I can to make sure that autism is history in our family. As much as I have prayed for the neurotypical fairy to visit my house overnight and make it all go away, that has not happened yet. Just for the record, it’s not for lack of praying on my part either. As much as I want autism to take its rightful place in history, right this very second it has not done that. I am left to persevere. What is a person to do, you ask? Learn—a lot. Grow—more than you ever thought possible. Fight—harder than you ever thought you could. Love—with every cell of your being, and never waiver in your determination.

  Autism has brought a lot of tears, fear, and anxiety into my life, but it has also brought wisdom, friends, support, and love. It has sent me on a journey that has taught me volumes, and I continue to learn daily. My life before autism had far more than its fair share of adversity and challenges. I am no stranger to struggle. In fact, there were so many difficult points in my life that after surviving it all, I thought for sure I was “home free” and could bask in beautiful, relaxed glory as I sailed smoothly through the rest of my life. I figured that would only be fair. If wisdom comes through adversity, trust me, I’m a sage.

  Realistically, I knew my daughter had autism before we even got the diagnosis. It was a bit odd, really. The sentence “She has autism” started popping into my head out of the blue when she was about fifteen months old. She would run endlessly back and forth in a line, much like the Energizer bunny on the television commercials. The sentence “She has autism” would appear as I broke into a sweat while chasing her madly around the playground ensuring her safety, while other mothers sat together casually chatting. The sentence was there when her beautiful babble descended into silence and morphed into a low guttural hum. Getting the diagnosis, for us, was more of a formality. My mommy gut knew, and my mommy gut did not want it to be true. I wished so badly that she would not have autism. In fact, I wished so hard it hurt.

  Before my daughter was diagnosed, I scoured the Internet, searching for answers. I looked up her humming, lack of speech, and running around the house with some object clutched tightly in her fists to see what, if anything, it might mean. She did not play with toys in any conventional sense of the word “play.” She would bang or drop them, but she did not play. It seemed to me that someone else out there must have dealt with something similar. I discovered that some had. Their children all had autism. I remember going to the First Signs website and watching videos. I remember bursting into tears as I watched other children behaving just as my sweet little girl did. They were all later diagnosed with autism. As I researched autism, I learned about Floortime, ABA, and biomedical therapies. I remember thinking, Well, that’s what we’ll do then, if it really is autism (everyone is entitled to some denial, after all). We’ll do biomed and Floortime. I kept running across information about biomed therapy and having that same thought. It was almost as if the thought was not originating from within me. Similar to the sentence “She has autism” that kept springing into my head, this resolve to do biomed treatment and Floortime kept unexpectedly appearing.

  In retrospect, I think the universe was very clearly saying, “Yo! Money! Wake up! Your kid has autism. Start with biomed treatment and Floortime. Get moving!” While that is exactly what happened, I have to admit it took me a lot longer than it should have. I lost a good year to my denial and waiting for an “official diagnosis” before I got a real move on it. That is one thing I do regret. The fact that she made good eye contact and had decent social referencing held up the formal diagnosis for more than ten months, and even then I had to directly ask for it. Developmental language delay, fine motor skill delay, play skill delay, and sensory integration disorder all added up to autism. Let’s call it what it is so she can receive the services she needs. When the official diagnosis came, I remember thinking, Autism? After all I’ve been through? Autism? Really? I suppose this is where my previous experience with adversity came in handy. I didn’t let myself get stuck there; I just rolled up my sleeves and dove right into the business of healing her.

  As time goes on, I am getting much better at listening to my inner guidance. Take homeopathy, for example. It has been a big intervention for my daughter. I knew it would be important long before we started it. I read about author Amy Lansky’s son’s recovery on the web and got immediate goose bumps. I devoured her book The Impossible Cure. I had this deep inner knowing that homeopathy was one key to solving my daughter’s puzzle. The time it took to get started with it was not simply due to my being slow or in denial. It was a matter of finding the right practitioner who could treat autism and all the complicated medical issues that go right along with it. I live in the sticks. We don’t have many homeopaths around here, and I had no idea how to find a good one. I emailed Amy to see if she knew anyone in my area, and although she gave me a suggestion, it did not “feel right” to me. I knew my intuition would tell me when I found the right person. That took one full year. I knew I had found the right person when I got goose bumps again . . . and when I called to find about the waiting list it turned out there was a cancellation only two days later. Inner guidance and confirmation: beautiful synchronicity. I love it when that happens! It took about four months of doing homeopathy before we began seeing enormous gains. Homeopathy brought speech, receptive language, cognitive gains, and increased awareness. The best part was that, for my daughter, it did not come with regressions. Homeopathy is so gentle and easy. It is by far my favorite intervention to date.

  I should probably stop momentarily to mention that I am obsessed with my daughter’s recovery. The only time I am thinking of something else is when I am working with a client. Otherwise, every waking moment I think about her: what is happening in the moment, why it is happening, what needs to be done to make it better or boost the progress, where we go next and why. I am constantly researching, reading, networking, looking, hoping, praying, listening, loving, and believing. In the beginning, it was incredibly overwhelming. There are so many options and avenues to potentially pursue. Many are expensive and not covered by insurance. I wished with every cell of my being that I could somehow absorb all that I needed to know through osmosis. I felt this intense pressure about time. I feared that by the time I learned what I needed to know, I would miss the big window of opportunity where brain plasticity is most optimal. You always hear, “before age five.” I remember looking at the voluminous stack of books and research thinking, She’s two. That’s not a lot of time, and we have such a long way to go! Now I am less concerned with time. I understand that there is no elusive door that closes at age five, and there are many treatment options that work very well beyond that age. Fear was an unwelcome resident that was quite challenging to evict in the early days, but it is important to evict it nonetheless. It is nothing but a barrier. The idea is to focus on what you have to do, where you need to go, and the concrete steps you need to take to get there. It is important to know that much like a standard GPS device, you will recalculate your journey many times.

  Perseverance is important on this bumpy road. This is probably where my being obsessed with her recovery comes in handy. One can never know enough in order to heal a child: there is just so much to learn. I read books, blogs, magazine articles, research studies, message boards. I read and read and read and read some more. I try what makes sense to me and what my inner guidance leads me to. We have used many interventions: biomed, mHBOT, homeopathy, Floortime, and various types of energy healing, to name just a few. There is so much to learn, so much to do. I need a day with more hours in it. I used to think I was busy before autism. The fact that I thought that amuses me. I was simply delusional back then. Now I’m busy.

  I should probably pause to mention that many strange things happen on this road to healing autism. Your child progresses and regresses and progresses again. Regressions frustrate you; progressions delight you. You learn a lot about poop. Yes, you read that correctly; I said you learn a lot about poop. If people had told me years ago that I would know this much about poop, I would have thought they were crazy. Why would anyone need to know so much about poop? But it’s true: autism parents talk a lot about poop. Sometimes they even post pictures about poop. In fact, I believe there is a whole entire blog dedicated to poop. Poop, as it turns out, can tell you a great deal about what is going on in a body and what you need to do to heal it. For example, fluffy, airy poop means that there is yeast overgrowth. Sticky poop also means that there is yeast overgrowth. Sandy poop indicates an oxalate problem. Black specks in poop indicate die-off. Green poop is evidence of bacteria. See? Look at how much you just learned about poop! These poop inspections bring mixed feelings: “Oh no, there is a problem. But oh yay, I can do something about it! Afterwards, I will see more progress, and she will feel better!” There is nothing more thrilling than seeing your child respond positively to an intervention. Excitement pulses through my veins as I witness her becoming healthier and returning to us.

  You learn about a lot of things on this road. You learn about viruses, yeast, bacteria, neurological conditions, mitochondrial disorders, metabolic disorders, allergies, intolerances, mast cells, gastrointestinal disorders, and much, much more. Most autism parents discover early on that they know more about autism and treating it than their pediatricians do. While that can be uncomfortable, the really good pediatricians learn from you and go on to help other patients heal and thrive. It is a beautiful domino effect of healing. Doctors who balk and ridicule you are nothing more than barriers to healing. Thank them for their time, and move on. As a parent of a child on the spectrum, you learn very quickly to advocate for your child. Do what works, and leave what does not, including doctors.

  Most parents of children with autism should be awarded honorary MDs. It is a bit amusing, really. Our medical vocabulary is expansive and an integral part of our daily life. That can sometimes make us difficult to understand. I realized this one day while giving my mother-in-law an update. I was undeniably speaking a foreign language as I briefed her on cerebral folate deficiency and how a dairy-free diet can down-regulate folate receptor autoimmunity. It amuses me that I did not even like science in school, and yet today I live immersed in it. I’m okay with that. You do what you need to do to heal your child. You smile, you cry, you pull your hair out, you hope, you dream, you try, you fall, you get up, and you try again. Most of all, you know. You must know with every fiber in your being that your child will recover. And you must never give up.

  In addition to the practical knowledge I have learned about healing my daughter’s body, autism has also brought an inordinate opportunity for me to examine my beliefs and attitudes and choose the ones that propel me and my family forward. I have a friend who spends a great deal of time being immobilized by her son’s autism. Her son is three months younger than my daughter. Every day she looks at her son’s baby pictures and cries. Every time I have gotten together with her, she says the same thing, “I look at all these typical kids, and then I look at my son and ask ‘why’—of all kids, why him, why us?” My response has become predictable. I tell her it is okay to visit that place, but one cannot live there. Truth be told, I hate visiting that place. It is depressing, and it does nothing to heal my daughter. It also does absolutely nothing for my energy level. Who knows specifically why her son or my daughter is affected? Why me? Well, then again . . . why not me? Perhaps my child was chosen because I will be part of the ranks to search every corner of the universe for a way to heal her and others like her. Perhaps because I am someone who will not be bullied into silence and will fight hard for what is best for her. Perhaps because I will take an active part in finding a cure for autism and learning how to prevent it in the first place. Perhaps kids with autism are here to make us become responsible inhabitants on the earth. There are so many food allergies and chemical sensitivities that perhaps these kids are here to green the earth and bring us back to responsible, sustainable living. Yes, it’s true. I tend to look for the bigger spiritual answers. Who knows what specifically makes one child vulnerable and not another? One thing is for sure: autism statistics are on the rise, and it is terrifying. Something must be done.

  I have come to realize that there will always be two perspectives: a positive one and a negative one. You can consciously choose to be in one or the other. For me, this road needs to be positive. My daughter deserves that, and I deserve that. I have been blessed with a very happy, beautiful little girl whose smile melts my heart and whose laughter makes my spirit soar. She has an impish sense of humor and loves to surprise you. I don’t want to miss a second of her due to worry, negativity, or fear. Nor do I want her to sense the negativity and believe that it is somehow about her as a person. She is nothing short of amazing. She has blessed my world, and I feel honored to be her mother. I believe and know, with the deepest sense of knowing there is, that she will be okay. I know that I am being guided to take the next right step for her. I may flounder from time to time, but the guidance always comes. I need only to pause and listen to the wise whispering within. Anxiety and panic drown out sage intuition. Choosing not to participate in chaos quiets the fear and allows me to know what to do next. Trusting that is key.

  I am learning to keep positive people in my life and limit the time I spend with people who are negative. I cannot afford to give any of my energy to negativity. I cannot afford to waste a moment to doubt or fear. Fear, after all, is only false evidence appearing real. My daughter’s recovery and well-being are too important, and so are my own health and well-being. I read something each day that empowers and grounds me in a peaceful place. Whether it is an excerpt from Don Miguel Ruiz’s The Four Agreements or Barry Neil Kaufman’s Happiness Is a Choice, I make sure to read something affirming, even if it is two in the morning. It makes an enormous difference in the quality of my life. Even now, as I write, I can sense the difference. Naming off the various problems I am working to solve as I weave through the maze of recovering my daughter sends tension through my shoulders and stomach. Focusing on choosing happiness, making empowered decisions, and trusting in divine guidance leaves me feeling peaceful and focused. It is important to stay in today. It is the only point of power we really have. Giving our energy to positive efforts manifests a positive, happy future. It is simple quantum physics: like energy attracts like energy. Take the next right step for your child, and trust it while making sure to enjoy the moment.

  Putting this into practice is really not all that difficult. Consciously choosing to underscore the positive makes such a difference. My daughter recently went through a sizeable regression. We were treating her for cerebral folate deficiency. After an amazing initial two weeks, it all crashed headlong into disaster. Nothing seemed to be working to turn it around. It would be easy to feel discouraged in this situation. In the midst of this regression, I opted to highlight the good things: she was progressing in her play; she was feeding her baby dolls and lovingly putting them to bed; she was putting her “little people” down the slide while gleefully exclaiming, “Weeee!” At the end of that day, I felt so much better that I had reveled in the positive while acknowledging the challenges rather than vice versa. Sharing that with people who understand gave me an additional boost.

  In the beginning, this road felt very lonely. My friends all had typical kids and really had no frame of reference for understanding the path I was on. The couple of local people I met who had kids on the spectrum were so overwhelmed by it that they could barely move. I turned to the Internet. The Internet connected me with some incredible people. There are many forums out there that will assist you in healing your child. I found that some of the forums are fraught with insults and arguments as some people have trouble believing that there is more than one trail to the top of the mountain. I limit my time in such places. Essentially, I started out on some Yahoo! groups, found another message board or two, and ultimately landed on Facebook. I connected with a group of people using classical homeopathy to heal autism. We shared our stories and problem-solved together. Eventually, a fairly sizeable group of us realized that we needed to be creative and combine many therapies in order to fully heal our children. Thus, The Thinking Moms’ Revolution was born. “TMR,” as we call ourselves, came together to share our knowledge of biomed, homeopathy, energy medicine, conventional therapies, and pretty much anything and everything that we had knowledge of. We have talked about camel milk, goat yogurt, kefir water, Mito cocktails, BioSet, CEASE, homeopathy, doctors, lawyers, schools, Son-Rise, ABA, speech therapy, MRIs, probiotics, enzymes, and of course, poop. There is something so special about this group of people and the collective wisdom and compassion we share. Becoming part of this extraordinary group was the first time I ever felt truly at home on this journey.

  TMR is an exceptional, uplifting group. It does not matter if it is one in the morning or one in the afternoon, there is a Thinking Mom (or Dad) there ready to help. If you need emotional support, problem solving, opinions, marriage counseling (yes, I got some), or supplement help, you will find it with them. I had traveled this road for a long time very much alone, and although I did not mind that, it was a pretty lonely journey. My friends did not understand what my life was like, how exhausting it can get, or what I do. They could not understand why it was not possible for me to spontaneously take my child to a park in the middle of a noisy city and then eat at any old place. Sensory issues and special diets confound them. The idea that it is impossible to predict whether my child will have a stellar or disastrous day eludes them. Making plans with friends became impossible. Because of that, you can lose friends on this road. People who are not on this path really do not understand the energy and effort it takes to heal a child on the spectrum. To be sure, the friendship losses are sad. But I am gaining a healthy little girl who is coming back to me, and along the way I am gaining many beautiful friends. TMR members understand it all: no explanation needed.

  The first real-life TMR-fest occurred at AutismOne in Chicago in 2011. Although I was unable to attend in person, I was online every night, reading the details. Twonk took great notes and posted them as a document so that all the Thinking Moms could benefit from the lectures, regardless of whether we were there in person or not. They posted pictures of their first embraces, their first meal together, and their pictures with autism healer celebrities. It was almost as if we were all there together.

  The most amazing experience I had was a mini TMR-fest in my own home. Sunshine was driving quite a distance to bring her son to a specialist in the area. Those of us who lived in the greater vicinity jumped on the opportunity to get together. We chose my house as the location because it has an in-ground swimming pool, fenced-in yard, and sensory room in the basement: all helpful things for kids on the spectrum. We started planning for it a month in advance. Lo and behold, although we had been having a beautiful, dry, sunny summer, it was raining that day. Autism moms are flexible. We swam in the rain; you get wet swimming anyway! Many kids on the spectrum love the pressure of the water on their bodies. It can be so soothing for them. We all laughed and played together. The day may have been raining and gray, but the sun was shining brightly in our hearts. As I sat on the floor in my living room, holding my napping daughter, I glanced around at the children playing and laughing. I heard a conversation about biomed taking place over organic guacamole and tortilla chips in the kitchen. I closed my eyes for just a moment and felt the most incredible feeling of connected peace sweep over me. What a gift! Everyone was comfortable, happy, and at ease. No one had to worry about “what her child might do,” because whatever that child did was just fine with all of us. We talked about mitochondrial cocktails, homeopathy, chelation, CEASE, and speech. We discussed coping, energy levels, progress, and triumphs. We supported each other and loved each other. The feeling of camaraderie was unparalleled and so fulfilling. How I had missed this! How happy I am that we have found each other!

  It does not matter what is happening, this beautiful group of people will be there. Having a bad day? Talk to them about it. Have a problem you cannot figure out? Post about it, someone will have a good idea. When one of us is down, we are always signing on to see how that person is doing. We make it a point to check in on that person and offer support. These people have become my trusted, beloved friends who understand me, my family, and my life. These are people who care with all their being. These are people who breathe life back into me after the day has sucked it all out, and I hope I do the same for them. Need to know about juicing? Tex is your woman. Want to know about Andy Cutler’s chelation? Sugah is your girl. Want to know about stem cells, adrenal glands, IVs, and just so happen to need a good laugh? The Count is your man. Need information on Son-Rise? Ask Princess. Want to learn about LEAP? Talk with Mama Mac. There are twenty-three Thinking Moms and one Dad in total. We laugh, cry, and celebrate together. I do not know where I would be without them, and I am really glad that I do not have to find out.

  It is quite a journey. If you are on this journey, remember a few important things: Highlight the positive, evict fear and listen to your heart, be present in the moment, take the next right step, and find some good friends to connect with. Trust your gut. Rest assured that while I am waiting for The Count to come up with the ultimate autism hack, I will be doing the very same.


  POPPY FLIPS AUTISM

  THE BIRD

  There are three things that can’t be long hidden:

  the sun, the moon, and the truth.

  —BUDDHA

  It was August 2003. I sat on the edge of the tub in my tiny, one-bedroom apartment and stared at that pee stick for what seemed like hours. I was terrified. How could I be someone’s mother? I can’t keep plants alive, and I gag at the sight of dog crap! I never really thought about having kids. I was terrified but in love already. I knew his name right away. I knew I was having a boy; perhaps I willed it. I would make this work.

  Thankfully, I had a good job with great medical benefits when I got pregnant. I found a good OB/GYN right away and made my first appointment. I remember sitting in the waiting room, going through the pages and pages of new-patient intake forms, and answering questions about everything under the sun. I checked the “other” box and filled in the blank: “I have two twin cousins on my mother’s side who have autism.” You see, autism first came into my life a long time ago when it was still this rare enigma of a psychiatric disorder. The shift in causation theories was just turning from the cold “refrigerator mother” theory to the theory of bad genes. It wrecked my family’s world back then, but that’s a story for another time. Let’s just say I was well aware of autism from the start.

  During my pregnancy, I craved sautéed spinach and garlic and would eat entire pints of grape tomatoes in a clip. Morning sickness was minimal, and overall I felt better than I had ever felt. I took my prenatal vitamins and never missed a doctor’s appointment. I was so excited to start this chapter of my life. When I started to look into pediatricians, I decided on one who was recommended to us. There are a lot of things I’d like to call him, but I’ll try to keep it clean and just use Dr. Soprano. Slicked back hair, Cuban shirt . . . the whole nine. But I liked him. I trusted him. I decided he would be the guy.

  April 2004. The big day came. I checked into the hospital at 8:00 a.m. to bring my sweet boy into the world. I was completely unprepared for what was about to ensue. I was going to be induced. No big deal at all. They do it all the time! Trust the doctors . . . they know what they are doing, right? The nurses struggled with the IV, leaving both my arms bloody and feeling like chopped meat. They finally had to use a vein in my hand and got the Pitocin drip started to induce labor. Then the pain came. Like a freight train. Like nothing I had ever imagined it could be. They also loaded me up with antibiotics because I was a strep B carrier. Again, just routine procedures for cases like these. Not to worry.

  “Here, honey, let us give you a little something for the pain. We use it all the time.” Stadol. An opiate. Yeah, I wish I knew then what I know now. It put me on my ass! I was so out of it that I would pass out in between contractions. This went on for hours. At midnight, my OB came in and said they were giving me another dose of Stadol to get me through the night. If I hadn’t given birth by morning, we would have to do a C-section. Trust the doctor. I look back, and it makes me sick to think of the toxic soup my poor baby was swimming in.

  Within a half hour, I was fully dilated. My body was ready to rock and roll, but my brain was drowning in opiates. I don’t remember most of the delivery. It consisted of pushing and nodding out. It was a horrible experience. I was completely out of control of my own body for the birth of my first child. But finally, he was here. It was like the moment they cut the cord I came out of the fog. The nurse handed me this little creature wrapped up like a glowworm, and I saw this perfect little face. My sweet baby boy. Sheer perfection. Within minutes, they swooped him away to the nursery and gave him his necessary shots. Trust the doctors. They know what they are doing.

  I had already decided that I was going to bottle-feed. After all, I was bottle-fed. We were all bottle-fed. The doctor said it’s just as good as breast milk. J took to the bottle, did his first poop, and was cleared to go home. I think back to those first few days home and curse my naivety. I was sitting on the couch with this little peanut. So new, so tiny, so wonderful. I gave him a bottle, and he chugged it like he had never eaten in his life. He was sucking so ferociously that the bottle actually made a pop sound when I pulled it from his mouth. I sat him up a bit and rubbed his little back for a burp. He let one rip . . . followed by a stream of projectile vomit that could fill buckets. Holy shit! I sat there stunned and in shock. I had never seen anything like this before. He didn’t cry or make a peep, and actually looked relieved and relaxed. I called the doctor immediately. He said it was just a dairy intolerance and advised me to just switch to soy formula. This type of vomiting continued throughout his first year of life. But the doctor was not concerned . . . babies spit up. No big deal. Calm down, mom. Don’t worry about it. J also began developing sores on his body that would go from a small hive to an open wound. One on his hand. Another on his ear. One on his thigh. Each time, off to the doctor we went. Here, just put this cream on it and give him some antibiotics. It’s nothing to worry about.

  This scene played out numerous times. We were at the doctor’s constantly for colds, coughs, or sores, and each time we left with a prescription for antibiotics. A few times we got a bonus deal and left with our scheduled vaccinations. Must keep on the sacred schedule! And let’s not forget the poop. It was (and is to this day) of a foul, yellow, soft-serve consistency. Frequent and abundant. Again, don’t worry. Babies poop. Other than this, J was perfect. He hit all his milestones on time. He slept through the night. He was an easy baby. Very calm and mellow. He rarely cried. I thought I hit the baby jackpot! My house was cleaner than it ever was. This mommy stuff was a piece of cake!

  In October 2005, I found out I was pregnant again. This pregnancy was much different. I was sick all the time. I had heartburn constantly and would puke from the smell of garbage on the street. I had such bad lower back pain I could barely walk. At the same time, we realized J was not talking like he should. Family tried to assure me. The firstborn always talks late, especially boys. Still, something told me I should worry. And boy, I was worried.

  On our next “well-care” visit, I flat out asked Dr. Soprano, “Doc, I’m really worried that he isn’t talking. Do you think he has autism?” He looked at me and smirked. Looking back, it was at that moment that he diagnosed me with NMS (neurotic mommy syndrome). “Look at this kid!” he replied. “Does he look at you? Does he hug and love you? Does he answer to his name? This kid doesn’t have autism! Now here, hold his leg while we give him his shots.” Phew! That’s a load off my mind! If the doctor says J’s fine, he must be fine, right?

  The time came to check into the hospital for the arrival of the new guy. I learned my lesson last time and refused Stadol, but I was still induced with the Pitocin and given antibiotics for the strep B. I remember every moment of the delivery and was present in the experience. It was very different from the first go-around. When my second son arrived, I looked at his little face and thick dark hair and was in love all over again. O was here. I was so excited and anxious to get home so my big boy could finally meet his little brother. The reaction was not what I expected. J cried instantly at the sight of him. He gagged when O would drink from a bottle. He could barely stand to look at him, like the baby creeped him out. There was no bonding. No connection. This was way beyond an adjustment to a new sibling period. It broke my heart. J was supposed to be my little helper with this new baby, but he could barely stand to be in the same room as him. By the way, the words still were not coming like they should have. All he would say were numbers. He would read numbers off of everything, but that was it.

  He’s fine. Boys are late talkers. He’s fine. Why does he keep banging his head? He’s fine. He really loves lining up his cars. He’s fine. The firstborn always starts late. He’s fine. He’s fine. He’s fine. I kept telling myself this.

  During this time, we relocated from a major metropolitan city to a rural mountain town to run a business. And when I say rural, I mean rural. Big mistake. Living in the boonies stuck in the house with two kids while neither of them is talking yet . . . I was freaking out. I figured J wasn’t going to talk while he was stuck in the house with O and me, so I decided I would enroll him in the little preschool in town. Some peer interaction and modeling should bring him right out of his shell. I expressed my concerns to the director, and she agreed that it would be good for him. She also assured me that the fact he wasn’t potty trained yet wasn’t an issue for enrollment. She asked that I bring him in and give it a try.

  It was a few days before Halloween 2007. We snapped pictures, put his new backpack on, and headed to school. I felt so hopeful. This was going to be what he needed. He would be fine. Off he went. No problem. No protest. That’s my boy; go with the flow. When I went to pick him up that afternoon, the director and the teacher asked if I had a minute to talk. I remember sitting at the small kid table across from them, saying, “You think something is wrong too, don’t you?” They nodded, and the director said, “Yes, we do.”

  I remember that moment like it was yesterday. I got a wave of relief that I wasn’t crazy, instantly followed by the feeling of being kicked in the gut and having the air knocked out of me. Fuck. I was right. Fuck. Now what?

  I am forever grateful to those women though. Validation. They are the ones who got the ball rolling on assessments and therapies for J. They also agreed that O should be evaluated and got early intervention going for him. I owe them so much.

  Frantic, I called my mother and brother. Until this point, they thought I was a bit crazy and worrying about nothing. When I told them what the director said and that we were going forward with evaluations, they were devastated. My brother sobbed. The next day, they were both at my doorstep. They rallied around me immediately and have never stopped. Without them, I’m not sure where we would be. My brother walked in and hugged me tighter than ever before. He said he was so sorry that he ever doubted me and would never question me again. He was so upset that I knew something was up and no one listened to me. This was Lesson #1 in autism. Trust your mommy gut. I would never doubt my mommy-gut again. Ever.
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Bytes from the Count

I'm an engineer, specffically more of a computer hacker
type. Got an obscure problem? Need an Innovative solu-
tion? That's my specialty. A friend asked me to help with a
problem at work and was marveling that | was able to fix
her problem without knowing or understanding how her
overall system worked. | told her thats the problem .. .
You can't sit back and take the time to understand how the
‘whole thing works. A good hacker dives In and zones in on
‘what needs to be fixed. Usually, the fix needed Is not the
obvious fix. Out of the box thinking Is standard matter of
course here.

Sometimes | think docs and sclentists st there and
overanalyze the problem . .. develop theorles, test cases,
conduct clinical trials ... like | sald, trying to understand
the overall problem. Screw all that. | have one kid that
needs to be fixed. And 'm on my quest for the ultimate
hack. The autism hack.






