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Gentle reader, I can help you. I have knowledge not otherwise available about the contaminants and toxins in your everyday life. I see our world clearly, and I will tell you what I see. At the same time, I will tell a parallel story about my own life so that when you learn the price I paid for clarity and wisdom, you will trust that my voice is a true one.


Seven years ago I was incapacitated by intolerance to fragrances and other common chemicals, and even now I am impaired. Due to my illness, I have lost vocabulary. But the disabled also have important stories to tell, and I have found the words to tell this story.


I am a middle-aged white woman and my malady has made me unemployable. I groom myself without flair and wear undistinguished clothing. Sometimes I walk the single long block from my house to the post office wearing the same pilled charcoal gray hoodie and dark plaid pajama bottoms that I just slept in. Such is the tolerant nature of my small Western Massachusetts town that I do not feel judged for my appearance. I have lived in this town for only a few years, but I am happy here in a way I haven’t been since childhood.


I am lucky in this local acceptance of oddity because I carry with me, wherever I go, a half facepiece cartridge respirator that looks sort of like a gas mask. The cartridges keep out many common airborne chemicals and fragrances, so I put it on before entering the post office or library, or if a diesel truck drives by, or if someone who has used dryer sheets passes near me. People in this kindhearted town might do an inadvertent double take, but their expressions remain friendly and they do not stare. If people cannot see your face, at a subconscious level they worry there is something wrong with you. Sometimes I am sad there is a barrier between me and these lovely people, but the reality is that I am broken and their subconscious suspicions are correct.


One day in 1964 when I was a baby, my parents found me unresponsive. They rushed me to the hospital, and the doctors thought I was dying. I was in a coma for several days, and I stayed in the hospital for several weeks. After my parents took me home, it was close to a year before I explored my environment as I had before the illness, and, for many years afterward, I was an unusually quiet and reserved child. The few times this event was discussed within the family, my parents told me that the doctors were never sure what had caused the illness.


My whole life I had fatigue, bad sleep, noise sensitivity, and lack of physical stamina. Sometimes there were periods of nonspecific ill health that were more acute. Despite academic accomplishment, I left college twice abruptly, and, despite professional promise, I left jobs abruptly many times. I was fired from jobs for episodes of disconcerting behavior. I had trouble maintaining friendships. For long periods my life was a painful and exhausting struggle. Neither I nor anyone around me ever made a connection between my impairments and the early illness.


Then, in 2010, when I was forty-eight and working as a mid-level accountant, I became seriously ill from a job workspace I had just moved into. Over the next few years, as I struggled to carry on while suffering terrible neurological symptoms including extreme fatigue and insomnia, loss of memory, inability to find words, depression, and the inability to recognize common objects, I finally pieced the puzzle together. The illness when I was a baby must have been from a chemical exposure, which weakened my nervous system and other aspects of my health and created an underlying chemical intolerance. The toxic job in 2010 forced me to solve this mystery, but the repeated exposures in that workspace gave my nervous system a second, severe, and, this time, crippling chemical injury. I was left with a new and permanent intolerance to chemicals commonly found in just about every car, workplace, shop, mall, theater, restaurant, medical facility, government office, and mode of transport. Now I am largely housebound, and even at home I must be careful about exposures to incoming mail, cleaning products, dust, personal care products, and food additives.


I see the world more clearly than other people, and I mean the actual, tangible world. Other people contentedly get into their cars, but I see toxic boxes on wheels conveying hapless families who are unwittingly ingesting damaging gasses from interior car components. I stop to chat with a neighbor who smells of laundry products, and I see a hormone-disrupting cloud emanating from her clothing and attached to her wherever she goes. Looking at a photo of new housing, I see commercial-grade paint, caulk, and plywood all oozing volatile organic compounds, carpets oozing formaldehyde and off-gassing glues, and sofas and soft furnishings oozing formaldehyde and other toxic chemicals. In advertisements for air fresheners or laundry scents, I see pure cynical evil. There is no one minding the shop, meaning to a great extent no one is ensuring that our products are safe.


I want to tell my story and help others see their environments at work, home, and school more clearly. I want to make some sense of my life so far. I know I must stay home so that I’m not made ill, and I must find contentment and joy within the constraints of my disability. Part of my contentment will come from sharing what I have paid such a high price to learn: that there are invisible toxins all around us that are changing us as organisms and as people.





Chapter 1 - The Questions
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After decades of illness, sometimes low-level and sometimes acute, I finally have more days of wellness than days of illness. This current period of relative health has freed my mind from the linked imperatives of managing my illness and struggling to survive. Now I can consider what I want to do during the rest of my life and who I can yet become. When I am ill, in addition to feeling awful, I am burdened by the sense that this life is passing while I am a sad shadow of my true self. And I have been ill so much that I don’t know who I am anymore. What are the core qualities that I still possess, that are truly of me, that can define a future life of happiness and joy?


If my problem had only been family emotional trauma, of which there was plenty, I believe my native gifts of resilience, cheerfulness, and creativity would have allowed me to have a full life. Had I not received the neurological injury as an infant and had I instead possessed basic health, I would have traveled widely and made many friends. I would have been extremely fit. I would have had a rich career with the usual bumps due to gender-based societal bias, and I would have had children.


Instead, in addition to having troubled relationships with family members, I repeatedly became impaired from exposures to different home and work environments. The impairments manifested as a collection of chronic symptoms that were never properly diagnosed but were instead attributed by my parents to character weakness and vague personality deficiencies. Many people have immediate and temporary adverse environmental responses, such as from allergies. With me, the effects of an environmental exposure were delayed, long-lasting, and, until 2010, subtle. Since my early teens, I also had severe premenstrual symptoms and debilitating menstrual pain, which my parents blamed on my inability to manage my own stress and anxiety. I now know that the painful menstruation was also caused by the neurological and adrenal damage I suffered as a baby. Because my nervous system needed a long time to recover from any particular exposure, because the exposures were overlapping and the effects were delayed, and because there was an additional layer of pain and fatigue caused by my monthly period, it was impossible for me to connect the dots and identify what was wrong.


The exposures compromised my nervous system, including brain function. During the occasional episodes prior to 2010 when I was more acutely ill, I lost memory, language, and the cognitive ability to accurately self-assess and self-diagnose. Doctors never grasped the whole picture. As years passed, despite making good grades in school and then working hard in jobs, I was unable to achieve contentment and ease because I slept badly and felt ill to some degree almost all of the time. Long-term fatigue and malaise gave me chronic low-level anxiety and probably low-level depression. Despite my affection for my family and my calm determination to achieve scholastic and professional success, my parents followed a script in which any misfortunes I suffered were due to my own emotional and psychological weaknesses. Because I was ill so much, my connection to the world was tenuous, as if there wasn’t a place for me in it.


Instead of seeing myself as psychologically impaired, I need to see myself with extreme and disciplined clarity as someone whose true nature and capacity for wholeness are destroyed by environmental toxins. These exposures are the enemy of my true self. When I have an adverse exposure, my core is eroded just as water erodes a riverbank. We are all temporary lumps of flesh in a chemical soup, but for me there is no shell to protect me from the chemicals, which enter my body and immediately disrupt my neurological balance and make me ill, tired, and brain foggy. This injury defines me. My existence will be garbage and my entire life will be a wasteland of despair if I continue to be ill as I have been in the past. I can never have a normal life and must instead dig deep for what self-determination and strength I have left, to build an unconventional new life according to my own rules.


My condition is not widely understood, and only recently have doctors been persuaded by my self-diagnosis. The term multiple chemical sensitivities (MCS) is often used for debilitating conditions that have their roots in allergic reaction, but my own condition has never been associated with an allergic response and is instead a result of a single severe chemical exposure. This initial triggering chemical exposure damaged my nervous system and, in combination with later exposures, ultimately gave me a broad-based intolerance to fairly low levels of fragrance and other common chemicals. Under the umbrella of MCS, the best specific description for my condition is probably toxicant-induced loss of tolerance—TILT, a term coined by Dr. Claudia Miller. In this book, I have shortened this term to simply “chemical intolerance.”


Can I look back to a time when I was whole? My early high school years were the last time I felt truly alive and free of the sense that life was at least some degree of burdensome struggle. Back then I was accepting, accommodating of the foibles of others, and unquestioning of my parents’ hands-off approach to raising their children. Because my intentions were good, I believed in the good intentions of people around me. I felt safe, not necessarily every day in our home, but in the future because I believed that the love within the family and the basic goodness of its members would persevere intact. I saw a future with these people. It seems contradictory that at a time of family turmoil I could have been happy and content, but I thought the upheavals were only temporary hiccups within our superior clan.


There were aspects of my parents’ lives, like their clothes, hobbies, financial status, or how they talked to each other or to my siblings, that I noticed but believed were none of my business. Whereas then I did not judge or interpret these details, now I know they are truth signifiers. If I want to understand who I can yet be after the devastation of my illness, I need to understand who I was before I became ill. I need to study the snapshots, read the letters and other documentation, and remember signs and signals that I previously ignored. Then I can answer questions that never occurred to me until I became so ill when I was forty-eight. Did my family keep information from me that could have helped me manage my illness, decades before it crippled me? Their disregard is obvious to me now, but it wasn’t then. What were the reasons for this disregard? I have lost so much throughout my life. Were these the people who took it from me?
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People close to either the beginning or the end of their lives seem less attached to life and also less attached to people around them. We are more inclined to accept vague explanations for the mechanics of their passing over. No one knew exactly why my father died in his early eighties, and, if my seventy-fouryear-old husband died tomorrow, despite his glossy and robust bulk I doubt anyone would feel compelled to cut him open and root around inside looking for an explanation. Babies often die from mysterious or falsely attributed causes. What is the point of teasing apart that tender and sad dead flesh to put a technical label on such a tragedy? Better to gloss it over with a vague explanation, and let the bereaved parents go home to lick their wounds and tend to their living offspring.


In mid-1964, when a clean-cut, well-spoken couple took their limp baby to a university-affiliated hospital in Toronto and told the doctors that they had no idea what had happened, no one disbelieved them. My mother and father were appropriately distraught, and I showed no signs of physical abuse. This sad event would just be yet another mysterious infant death with no lessons to be learned, the doctors thought.


At the time of my illness, my father had a fledgling academic career as a history professor and my pregnant mother was working toward a doctorate degree in psychology. Although they had both suffered traumas and losses during childhood, they had built a strong marriage, had many friends, were both extremely healthy, and looked forward to vibrant professional lives. I now believe it is possible that between the time Mom and Dad found that I was ill and the time they delivered me to the medical professionals, my parents concocted a cover story for what they thought would be my death. According to this theory, when they found me, they also recognized with horror within our living space the chemical that had poisoned me. Why incur permanent social shame and career damage from admitting that your negligence killed your child, if the child is already a writeoff because it is almost a certainty she will die?


My second theory is that initially they didn’t know the cause; therefore, they didn’t lie to the doctors in those first moments. This second theory has them figuring out the true cause at a later date. The first theory depends on them being almost certain I would die, because if there were a chance that revealing the true cause could have helped the doctors save me, my parents would have confessed. If, on the other hand, they only suspected the cause at first and became convinced of it later, after I emerged from the coma for example, or even after a few years during which I seemed fine, then at that point there would have been no point to admitting the truth. I was better, wasn’t I? I will never know and will not try to prove which of these scenarios is true. The lie is the important feature, whether it occurred immediately or at a later time.


Now that I have diagnosed my illness and learned to manage it by staying home to avoid the chemicals that make me ill, my new relative health and mental strength have given me a fresh view. If I can prove that my parents hid the true cause of my childhood illness, then I can repudiate their explanations for my disrupted past life. If I can prove to myself that they lied, then I will know it wasn’t my mind that was impaired for all those years—it was my body. I didn’t leave college repeatedly, lose jobs, and have friendships fall away because my personality was damaged or weak. These things happened because I was ill. If I can recast my past, I will claim a place for myself in the world.


I don’t have much concrete evidence of their lie, just a few fragments from long-ago conversations. I must instead dig deep into old relationships and impressions. It is painful, even vaguely nasty feeling, to go back and pick off old scabs, shift around old wormy shite. But I have never been afraid of heavy lifting or a dirty job. I can bounce back from this.





Chapter 2 - The Big Life
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In his prime, which lasted many decades, my father had the look of a shorter, more leanly muscular, and more handsome Cary Grant. He had a movie star’s ability to gather the attention of others to himself, and he never doubted that this attention was justified. I inherited from Dad the tendency to have several ambitious projects cooking at the same time, the ability to think strategically and on a large scale, and an absolute absence of laziness. Like him, I don’t think the usual rules apply to me, although the two of us expressed this personal belief in vastly different life choices.


Dad liked to show off his beauty and physical prowess. There are many snapshots of him holding one of his babies high above his head with one hand, both baby and father laughing with delight. He loved to throw naked babies in the air and catch them. My father liked to be around other attractive people. Early in his marriage, when he and Mom got together with couples who were friends of theirs, they would all meet at parks, beaches, and playing fields so the men could play frisbee. The men were trim and tan with short hair, and they took off their shirts in the sun. Think Southern California young academics in the early 1960s, meaning chinos, low-profile sneakers, and white T-shirts or white collared shirts for the men, and effortless, pretty, gathered dresses for the women. While the men hurled the frisbees across great distances with a lot of yelling, encouraging each other’s showmanship, their women sat on blankets, looking like flowers and tending to the food and the babies. No hippy style yet; not ever for my dad, who for his whole life maintained a classic look.


Bicycles were a passion for many athletic young men of that time and place, and my father developed a lifelong love of distance bike riding. Since he had the flexibility of an academic schedule and Mom to look after things at home, one summer he was able to take time off and ride a bicycle by himself across the country from California to coastal North Carolina. Then later, he rode down the West Coast from Canada to Mexico, and a few years after that up the East Coast from Key West to the tip of Maine; in his early middle age, he rode across the country from East to West. When the family all lived together, he frequently came home with scrapes and bruises from falling off his bicycle. I have no memory of him wearing a helmet during those years.


By the time my parents had four children under the age of eight, they had settled in a university town in the Deep South, where Dad had a tenure-track job teaching history and Mom was a psychologist. Dad continued his exuberant lifestyle. He loved “the car auction,” a local institution, and came home with curiosities like a WWII-era military troop bus shaped like a large beetle, a Korean War–era ambulance, and a stylish red benchseat convertible. In the early years, he also loved motorcycles. For everyday use, he bought cars of dubious mechanical reliability at the auction for almost no money and then “fixed” them himself. Throughout my childhood we pushed these clunkers down the street when they wouldn’t start, Dad running along and pushing from the driver’s doorway while steering with one hand and then jumping in when the engine turned over, all with loud shouts and flourishes. Mom’s mother came for a visit when Mom was pregnant with my younger sister, Amy, and Dad was delighted later when my older sister, Kirsten, told the story of Grandma’s horror when Mom helped to push a car down the street, leaning forward with her large belly hanging. For Dad, the retelling of this story celebrated our virtuous eccentricity as a family. Another time when he was by himself in a car, the brakes failed while he was going downhill. He lost some teeth when he had to stop the car by driving it into some bushes. This story was not celebrated. I don’t remember ever using seatbelts as a child.


Dad dressed beautifully, in a sort of Brooks Brothers meets luxury bohemian style, and whether he was at leisure in jeans and a T-shirt, giving a lecture in jacket and tie, or on a long run with a buddy, he always looked like five million bucks. He bought himself camera equipment, nice watches, stereo components, classical music records, and art books. Since there weren’t enough calories or high-protein groceries in our house to support his exercise regimen, he ate large lunches by himself or sometimes with a colleague in pleasant local venues like the university faculty club, a steakhouse, or a seafood restaurant.


Dad had a keen eye for quality in decorative objects, rugs, and furniture. Our homes weren’t large, but the common rooms were elegant in the Arts and Crafts style, with oak floors, large, richly colored oriental rugs, dark furniture, and golden glowing area lights.


My father had an aggressively adventurous spirit and believed he could live large in the world, not through overconsumption, but in terms of working hard, planning hard, and grabbing large opportunities as they presented themselves. He was able to discern and exploit hidden value in assets that he acquired for little money. When I was about ten years old, he began to buy investment properties in our hometown, starting with a four-unit apartment building across the street from our house. Even though he and Mom didn’t make large salaries, he was good at saving money and had opportunities over time to purchase individual houses or small multiunit buildings to advantage. He intuited the power of positive cash flow and leverage in the very early 1970s, long before the explosion of published real estate wealth-building guidance.


Around 1975, he learned that the university wanted to offload a beautiful and well-built seven-unit apartment building that was right on campus. He worked out a deal where his collection of early twentieth-century art glass and pottery, acquired for low prices in junk stores, would go to the university’s art museum as one-sixth of the purchase price, in partial exchange for the building—Tiffany, Rookwood, Grueby, all that shit. This elegant piece of real estate, acquired for no cash down, threw off wheelbarrows of cash for many years, funding his children’s higher educations and his own longer-term wealth.


He wrote and published many books, competed in many marathons and triathlons, and spoke several European languages. He traveled solo widely, often swinging through Brooks Brothers in New York City when he was en route to or from Europe. In addition to the art glass and pottery, he accumulated other strategic investments in the form of art collections: bronzes from around the turn of the twentieth century that he bought in European auction houses and antique and vintage ethnic textiles. In late middle age, he started prospecting for a certain type of jade that he found in riverbeds in Central America. He traveled to a remote jungle region dozens of times, and to find this jade he made long treks into the bush accompanied by hired men with large and visible guns, and burros to carry out the rocks.


My father wanted to see himself as in command of his life, able to go anywhere and do anything. In his self-focus, he did not reach out to his children to teach them or help them to have large lives like his. His pursuits were solitary. Whatever he learned from his adventures, he kept to himself.


After Dad’s death, my brother, Hunter, and I conjectured that his late-life dementia had been caused by the repeated bluntforce traumas to his head from bicycle accidents, car accidents, and other random impacts from his active life. He was often gesturally impulsive when executing a repair around the house or to his vehicles and was not careful with chemicals or dusts. He had an aggressive denial of the reality of risk.


Just as we as a society do not bear the full cost of the materials produced to support our experience centered culture, my father did not personally bear the full costs of his expansive life. I believe my initial chemical injury was caused by bicycle parts soaking in solvent inside the family’s living space, or something similar. It was his living large, heedless of the dangers to himself and others, that laid waste to my life.


We as a society are focused on being as big as we can be, doing as much as we can, owning the nice things. My father’s unspoken motto was “He who dies with the most shit, wins.” From my chemical intolerance, I have learned that all of the stuff, meaning the clothing, the hobby equipment, the cars, the air in airplanes, the dry cleaning, the packaging—all of it— is toxic. Being around it causes a gradual deterioration of our health and therefore of our true selves. We are in active denial of the toxic nature of much of what we consume and experience in our quest to have big lives. Instead of being bigger in the world, trying to have more vibrant, stimulating, and experiential lives, we need to become smaller and do less to be healthy and to help our children be healthy. This is not a spiritual issue, but a practical one. We must offload products, activities, materiel, and experiences because these things are making us and our families sick.


Here is one example: Everyone wants carefree sexuality and stylish mobility, which are aspects of a life lived large. So women go on the pill and buy a new car. Modern pharmaceuticals have innocuous names, but they are powerful chemicals that affect multiple body systems. We are chemical beings, and these medications disrupt our chemical balance. Even if you don’t recognize the listed potential side effects within yourself, it is a guarantee that the adverse effects to your body are on a spectrum. If the potential side effects include neurological disruption such as insomnia and depression, then the medication is making your sleep just a little worse, affecting your mood and cognition at least a little bit.


Birth control pills allow for carefree sexuality, but important studies have shown that women who take the pill are much more likely to have depression. Are birth control pills your own gateway drug, leading to sleep aids (which used to be called sleeping pills) or mood stabilizers (which used to be called antidepressants)? How can we imagine that these medications, with their complex and cumulative impacts, are not weakening us and making us more likely to need yet others for the maladies of later life?


ADHD and asthma drugs for children bring the gateway medication effect to younger lives. And why these drugs in the first place? Because of the toxins in your car and in similar indoor environments, most likely. When you open your car door, there is a smell, right? If we imagine, when we are pregnant, that this smell is not affecting the development of that tiny tender agglomeration of cells attached to our bloodstream, then we are exercising aggressive ignorance and denial in the pursuit of a consumerist fantasy. At the same time that cars and many other products have become stinkier, there has been an explosion of ADHD, asthma, and childhood cancers. There is no one minding the shop. No one is being held responsible for the damage done to the infant in the car or in your womb when you are in the car, because commercial pressures have prevented adequate testing of closed-car air quality.


There is a connection between the youthful desire for a carefree sex life and a nice car and, later on, your ill health in middle age and your child’s ill health. On a practical level, if you want to be undiminished as a middle-aged person and want your child to be a whole and healthy person, you must live a smaller life. The stuff and the experiences all around us, which we are falsely told are signifiers of a large life, are making us ill in subtle ways; they are diminishing us.


When a small child is left in a hot car and dies, we ignore the obvious super-heated cloud of plastics, synthetic and coated fabrics, foams, and electronics, and blame the stupid parents for the heat exposure. Those benighted fuckers aside, we could force car manufacturers to clean up their toxi-boxes by gathering and publishing proof that the infants died from a combination of poisoning and heat, not heat alone. Remember the cloud of stench that emanates from your car on a hot day. Open your mind to the smell of your car, the chemicals oozing from your dry cleaning, and subtle aromas coming from the packaging and plastic products in your house. She who lives with the least shit, wins.





Chapter 3 - The Mask
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My mother’s father was a civilian engineer supporting the US military. In the early 1940s, he was in a plane that disappeared over a remote region of Canada. He left behind a young wife who then had to go to work, as well as three girls under the age of ten: Cynthia, the oldest; my mother, Polly; and Gloria, the baby. After the loss of her husband, my grandmother became deeply reserved, maybe even cold. My mother is by nature generous and cheerful, but she also carries sadness and anger from the loss of her father when she was a child. Mom avoids confrontation and strongly denies unpleasant realities. She possesses a sort of deep feminine charisma, and people tend to automatically feel affection for her. Those close to her, such as her sisters and her children, work hard to protect her from discomfort.


My relationship with my father was fraught, and the final breach between us occurred when I was twenty-four over a box of family snapshots. At intervals over the next twenty-seven or so years, until his death, he sent me three small packets of photographs, including some random ancient negative strips, as vain attempts at reconciliation. Recently, as I reviewed what family documentation I have, looking for clues, I put these negative strips on a flatbed scanner. One image spoke to me so strongly that it was as though my father had thrown me a bone from beyond the grave.


The black-and-white photograph shows a group of five people, three adults and two children, relaxing on wide wooden steps in front of a house. They look like graduate students or young faculty outside their slightly raggedy off-campus housing. It is late summer. I recognize one adult and one child. Only the small child crawling up the steps in the middle of the frame and looking back over her shoulder is facing the camera. This small child is me at two years old. A couple of yards away, seated with her legs crossed and in profile, my mother is holding an open magazine but gazing away without purpose. She is a tall woman with graceful arms and legs and strong looking yet slender hands and feet. Her hair is pulled back in a long braid, and this accentuates her vulpine features. She is wearing a sleeveless tent-like dress that looks defiantly homemade, and she is at least six months pregnant. Next to her on the step is a drink can with graphics evocative of beer, but I can’t quite read the writing and so maybe it is not alcoholic. She is twenty-eight.


Some people have different smiles for the camera than they do in real life. My mother in this snapshot has the closed-mouth, lips-only smile that was her signature. A smile can be a smokescreen to distract people from discerning one’s true personality, mood, or intentions, and my mother used her smile for these purposes in photos and from day to day. The odd thing about this particular photo is that she actually seems to be suffering. There is tightness around the edges of the smile, and she looks tired, with hollow eyes. She is a young healthy woman, but she looks careworn, even haunted. I blew the image up on my computer screen and studied her face. It wasn’t hard for me to imagine, and then become convinced, that this young woman had recently suffered a nasty shock. My mother, who had envisioned a certain marital and family life of happiness and joy, was struggling to reconcile her dreams with a new, brutal, and deeply unpleasant reality.


When I was almost two years old, my family was living in an apartment in Toronto. My father worked at a Canadian university and tinkered with bicycles, cars, and motorcycles. I believe my parents were happy. They had two healthy children and another on the way. Without leading disordered lives, they enjoyed the early 1960s relaxed social mores. My mother loved being pregnant and breastfeeding, and my father took many sympathetic and joyous snapshots of his family.


Then this terrible thing happened. In the Toronto apartment, there was some exposure or event, and my parents found me unresponsive and close to death (they thought). They took me to a hospital, where I stayed in a coma for several days. I was kept in the hospital for many weeks afterward. My nervous system had been badly damaged by something that my parents later told me was an unknown agent, but which I now believe they knew was a chemical exposure in our home. It can only have been terrifying for them, both the initial illness and then not knowing for about a year whether or not I would fully recover my mental faculties.


In this photograph, I see in my mother’s face not only the recent horrific illness of one of her children, but much more. I see a woman in a struggle to reconcile her loyalty to her husband and her desire to maintain the marriage with the damage caused by his carelessness. I see grief over the loss of me, since she lacked the emotional and moral core to both forgive her husband and reconnect with the child she thought was going to die. Above all, I see a mask that fails to distract from her anguish, a grotesque smiley face that became her cover and her crutch for the rest of her life. In photo after photo I peer into her face, trying to make contact with the person she was, and I can’t get any purchase. There is the smile but nothing behind it. As she was in real life, she is distant, a shell of a person, struggling to assemble the simulacra of a meaningful life and present herself as the whole, balanced, and loving person she wanted to be.
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We all have faith that dangerous substances would not be allowed in our food, food packaging, car interior components, clothing, personal care items, mattresses, furniture, and children’s toys. This is not true. For vast swaths of the items we are in close contact with every day, there is insufficient regulation, testing, or oversight. As one example, as late as 2014, Johnson & Johnson’s “No More Tears” baby shampoo had formaldehyde precursors in it—“precursors” meaning chemicals that did not need to be listed on the label as formaldehyde but which chemically converted to formaldehyde immediately during use. It is cynical, and even insane, for baby shampoo to have formaldehyde in it. Scratch the surface on almost anything you touch, wear, or drive in, and it contains substances that are known neuro-disruptors, hormone disruptors, or other types of toxins.


One of the freeways by which these toxins make their way to us is through fragrance. Fragrances are insufficiently regulated. Manufacturers are not currently required to list the ingredients in fragrance, and they use known toxic agents and also untested chemicals as fragrance components. Fragrances are used as a cover for noxious smells, which are otherwise an indication that we should be careful, and also as soulless counterfeits of freshness and quality. Fragrances are used as disguises to prevent people from discerning the true nature or condition of the laundry, or the bathroom, or the chemical laden consumer product. If our laundry is not truly clean and fresh, we should allow ourselves to discern the remaining indications that the clothes aren’t completely clean or completely rinsed, and then wash the clothes properly. If our bathrooms aren’t truly clean, we shouldn’t create a cloud of cloying toxic smell as coverup but instead should bear down and clean the bathroom thoroughly, as well as ventilate sufficiently. If you don’t use air freshener in the toilet, you allow yourself to avoid the smell of poop in a natural way; whereas, if you use air freshener, you breathe in poop freely and deeply without knowing it.


I recently ordered some packets of tiny beads as a craft supply from a small online retailer. The little plastic bags had the bead descriptions handwritten on them in felt-tip pen. I smelled fragrance and contacted the seller to see where the smell was coming from. I wanted to take effective action to contain the fragrance and not allow it to make me sick, as this sort of fragrance always does. The seller said the felt-tip pen contained the fragrance. I then realized that manufacturers were using fragrance in a deeply cynical way, namely as a masking agent for smells that otherwise would alert us to danger. We and our children know to avoid certain strong chemical smells, like the smell of whiteboard markers, which once made me sick for three days. But if a cloying “fresh scented” masking fragrance is added, not only are we not alerted to the underlying ink chemicals, which are bad for us, but we also are exposed to unregulated and untested industrial fragrances, which are toxic in their own right.


Fragrance science is complex, highly advanced, and highly monetized. These substances are assembled from a surprisingly high number of ingredients, to stimulate our response at an animal level into acceptance and even enjoyment. But this is a trick played on our olfactory and neurological responses, a Trojan horse suggesting freshness and cleanliness but actually delivering toxic garbage. We as consumers and parents must purchase fragrance-free products whenever we possibly can, and we must push for our workplaces, schools, medical offices, and other environments to use only fragrance-free products.





Chapter 4 - The True Nobility
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My life feels flat. There isn’t anyone I look forward to being with. There isn’t anything I look forward to doing or any place I look forward to going. There isn’t anything I want to accomplish.


I loved gardening, and now it leaves me uninspired. I loved birds, and now I consider a flock of hens or a pet parakeet with ennui. I enjoyed society, and now people annoy me. I wanted technical knowledge and professional success, and now these both seem pointless. I used to feel joy and exhilaration during a yoga practice, and now my daily exercise regimen is an obligation. I am going through the motions.


I long for the houses I grew up in, even though those were not happy homes. I long for my mother, my father, and my sisters, not as they were, but as I thought they were. Who was I as a child? Can I live embodied by that person rather than the disappointed and tired spirit I have become? I imagined I was self-determining and that my virtues, talents, and hard work would craft a joyous and secure life full of friends and family. I imagined I would be fit and beautiful and would contribute important ideas to the world through some yet to be chosen vocation. Unbeknownst to me, my illness was the unrecognized determinant of almost every aspect of my life. For decades I was a cripple, struggling to build a worthwhile life against fatigue, mental fogginess, chronic bad sleep, and devastating intermittent menstrual pain. I was so wrong about my life prospects that now I wonder who I am.


As a child, I made dolls, clothes for myself, and jewelry. Like a crow, I hoarded shiny or beautiful objects, whether or not they were valuable, and created small assemblages from them. I made friends with animals and smaller children. I knew I possessed attributes that signified future promise.


But instead, over four decades, my scholastic and professional accomplishments, my looks and health, and my friendships were all blasted away by illness. My career was repeatedly disrupted as I left jobs abruptly either because I was fired or on my own because I was miserable. Looking back at the person I was when I had these jobs, I now recognize the cognitive, behavioral, and mood disruptions that were the primary indicators of toxic workspaces. At the time, I would pick myself up, dust myself off, and get another job. I made friends and then alienated them through words and actions that were probably inexplicable and at the very least disconcerting and distancing. My illness caused my parents to view me with distaste, and my siblings internalized my parents’ disregard. Now, in my mid-fifties, despite careful diet and regular habits, I often feel ill. My skin, hair, muscles, and connective tissues have aged in ways not explained by my treatment of them, but fully explained by a diagnosis of chronic, repeated neurological injury.


How is it possible that I kept this vision of my true self in the face of so much evidence to the contrary? I was unwilling to give up my belief in my own potential. Although I sometimes suspected that foods or environmental elements caused me trouble, the effects were varied throughout my menstrual cycle. I had terrible PMS, menstrual fatigue, and pain that were distinct from the environmental adverse effects. My husband is a private person (I’ll refer to him as “Husband” from here on out) so I will not tell his story here, but he had his own chronic health problems due to chemical exposures when he was in the military. Because his were sometimes more acute and debilitating than mine, I was distracted from seeing the pattern in my own life. Neither of us received assistance from family or had independent means of support, and the area where we lived became steadily more expensive and more brutalist. As frequently happens in the Boston area, we had bad luck with neighbors—including some spectacularly poor specimens at one home of fifteen years, where a vindictive son lived next door on one side, and his dull lump of a father lived next door on the other.


If you put a frog in a pot of water and turn the stovetop on, the frog won’t notice the increase in heat or hop out of the pot because the change is too gradual. This is what happened to us. As Husband and I both received professional, health, and situational setbacks, the deterioration in our lives was gradual. We didn’t realize how untenable our lives had become until I became so ill at age forty-eight. Finally, using the regional real estate bubble to our advantage, we were able to leave the Boston area by selling for $750,000 the modest two-family house that we had bought for $300,000. We moved to a small town in Franklin County, Western Massachusetts. I kept my Boston-area professional job for a few more years, working exclusively from home, until I was laid off. We have no immediate money worries, and I have had a chance to finally connect the dots. With complete clarity, I see that every day my top priority must be to not be ill that day. I must stay home and make the best of it.


There are advantages to a limited life, and leisure can be a path to enlightenment. If you stay at home, you will never be in a car crash or suffer the indignities and dangers of airplanes. Reading in the news about travel disasters happening to other people will take on a special sweetness. Since you won’t shop for fun, you can stop giving your friends crap presents, and you won’t get any crap presents yourself. You won’t get a cold or the flu.


If you stay home more, your bowels, meaning your personal fundament, will be happier. The gods among us are not the super-rich or the super-beautiful. The gods are those fortunate few who every day get out of bed, walk straight to the toilet, and drop their dirt cleanly and without strain. The true nobility are those who can drop their dirt on their own schedule, in a comfortable and private spot of their own choosing. Then, these lucky few can bathe if they want or wash their privates with a cloth, not having to exist for long periods of time with a dirty ass. This is what makes you better than other people—not money or nice clothes.





Chapter 5 - Change in Dad
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A snapshot from 1969 shows our full family, all six of us, standing outside in the sun. Dad is beaming at the camera, looking dapper and quite handsome in a nice jacket, striped tie, pressed trousers, and polished shoes. Mom is wearing a sleeveless, kneelength, dark blue silk dress with large white polka dots. The dress is fitted through the bodice and has a full and flattering skirt. She has light makeup and low, pretty heels, and she is good-looking. My sister Kirsten and I, age eight and six respectively, have on girly summer dresses and sandals. I have a plastic barrette in my hair and am holding a large plastic camera by the strap. My brother, Hunter, age four, has on a little plaid lapelled jacket that fits him perfectly, and Mom holds Amy, age two or so. The children’s haircuts give them a tidy appearance. Probably we all got dressed up so that the photo could be sent to Mom’s mother and Dad’s parents.
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