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foreword

by Julia E. Bradsher, PhD, MBA

Over the past ten years, as I have worked in the world of food allergies and anaphylaxis, I have encountered thousands of people who are living with and managing their own or their child’s food allergies. Some of those I have met are truly living life to the fullest both in spite of and because of their food allergies. Sloane Miller, aka Allergic Girl, is one of those people. Sloane brings to this book expertise as an adult living with potentially life-threatening food allergies; as a social worker who works with adults, children, and families trying to manage their food allergies; as a true connoisseur of eating out in Manhattan; and, finally, as a gifted communicator. Wrapped around these areas of expertise, Sloane infuses this book with her joie de vivre.

As the CEO of FAAN, the Food Allergy and Anaphylaxis Network, I have the opportunity to speak to a large number of groups and audiences about food allergies and the importance of properly managing them in a number of settings. One of my favorite types of groups to speak to about food allergies are restaurant owners. I had the chance to be on a panel with Sloane about food allergies and eating out, at the International Restaurant and Foodservice Show of New York. During the panel, I was able to experience, firsthand, Sloane’s zeal for making eating out not only accessible but truly a pleasurable experience for people with potentially life-threatening food allergies. In addition, Sloane also provides important insight and guidance on empowering and supporting yourself; navigating relationships with family, friends, and lovers; and being a part of the world in which you live. Whether you are an adult with a food allergy or a parent of an emerging adult, this book is a fantastic resource.

In addition, the book is fun and engaging to read. Sloane intersperses her insightful personal stories and the stories from others to illustrate the points she makes about managing and living with food allergies. She provides practical information in a style that makes you feel like you are sitting right there with her in a conversation.

There is an increase in the number of people with food allergies, and there is also a growing awareness of food allergies and their seriousness. For some, you are learning for the first time that your child has a potentially life-threatening food allergy. For others, you are an adult who has been living with food allergies your entire life, or you are an adult who has just learned that you have an adult onset food allergy. Regardless of your situation, Sloane Miller has written a book that is both practical and personal in providing you with insight, knowledge, and firsthand recommendations for how to navigate the world of food allergies. I hope you will use this book as a resource as you, too, live your life to the fullest.

Julia E. Bradsher, PhD, MBA, is the chief executive officer of FAAN, the Food Allergy and Anaphylaxis Network in Fairfax, VA.





a note to the reader

Many passages in this book are based on my memory. To the best of my ability, I confirmed these memories with outside sources. When there has been a consolidation of conversations, time or events, places or people’s names, it was to protect the privacy of family, friends, and coaching clients. As for medical details, to the best of my knowledge they are accurate at the time of this writing. Consult with your personal physician and/or allergist as to the best course of action for you.
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prologue

Yes, I am braver than I was. You asked me if I had changed; I have changed in that way.

—Catherine Sloper, Washington Square by Henry James

Do you feel that? Is my face . . . bumpy?”

“Mmm, I dunno,” LT said as he nuzzled my neck.

“But it feels . . . itchy.”

LT wasn’t paying much attention. How could I blame him? I adore kissing, too. It’s like the best conversation you’ve ever had, and with the right partner I just want to “talk” all night.

That evening, LT was at my house for dinner. We had dined and were lounging, feeling relaxed and content. It was the perfect time for a kiss, or a few hundred. Deep, tongue kisses. Soft pecks. Exposed skin was fair game for affection. The date was heating up, and my skin was tingling all over from excitement. Or was that itching?

At first, I dismissed my unbelievably itchy face and neck as a fleeting reaction to beard stubble. However, what had been a slight tickle quickly progressed to a throbbing wave of itchy insistence—adamant, unrelenting, and getting worse.

I brought LT into the bathroom, and we looked in the mirror together. In the bright light of the tiled room, I was shocked to discover that I was covered in hives. Big welts and small pinpoints; my mouth was a Vandyke of red. My cheeks, both sides of my neck, my clavicle, and my right shoulder—everywhere LT had kissed me—was covered. I was also wheezing. Forget about looking hot; I looked like a smallpox victim. I was stunned.

It had been three years since I’d gotten hives from kissing someone. The last time, the rash from the salmon-tinged saliva trail had gone away on its own, quickly, and there had been no wheezing.

Not this time. Now there was no time for feeling embarrassed. I had to figure out what was going on and make it stop.

I have food allergies. I’m allergic to tree nuts and salmon.

Earlier that evening, I had casually informed LT about what to do in case of a food-allergic reaction. I showed him where my medications were kept, showed him the autoinjector of epinephrine and how to administer it, and mentioned that Benadryl is the first thing I should take if I was feeling allergic.

Because I was feeling extra relaxed, I revealed to LT the allergic signs that only someone who knows me extremely well would recognize. “I may not realize that I’m having an allergic reaction,” I said. “I may just start itching. Or red hives may show up that you’ll see before I do. I may start clearing my throat or may start complaining of itchy ears. If you see or hear any of that happening, tell me to take Benadryl.” How prophetic.

Now, in the bathroom, I gazed dumbstruck at my red and bumpy self. LT, who was putting cold compresses on my neck, had been saying, “Take your antihistamine.” I ignored him, intensely focused on my face and neck and not on the increasing symptoms. He finally insisted, “Please take the Benadryl, you’re starting to freak me out.” Thank goodness he had paid attention.

I took the little pink pill and used my rescue inhaler. While we waited for the effects to kick in, we talked through the possible causes. What had he put on his face that day? Dove soap and Neutrogena—no problems there. We ate dinner together—take-out food from a restaurant that I know and trust. His dish contained neither nuts nor fish. The server, knowing my allergies, specifically told me that LT’s dish was safe for me, too. Then we ran through what LT had eaten earlier that day.

Cashews.

Only a few, in a trail mix and hours earlier. Since then, LT had eaten a cashew-free meal, which, according to current research, is the best way to rid one’s mouth of a potential allergen. But this reaction wasn’t because of proteins in his saliva; there was cashew residue in his beard.

Thirty minutes after I took the antihistamine and used the rescue inhaler, took a cool shower, and applied some topical cortisone cream, the bumps started to smooth out and the wheezing subsided. LT stayed the night to make sure things didn’t flare up, and, well, we were still on a date. However, it wasn’t exactly the kind of date either of us had had in mind.

the food-allergic community

Thirty years ago, severe food allergies were a rare diagnosis. Now, according to the Food Allergy and Anaphylaxis Network (FAAN), the accepted number is that twelve million of us are diagnosed with food allergies, which is one in every twenty-five Americans. (FAAN extrapolated this number from a combination of data from the Centers for Disease Control and Prevention and the National Institute of Allergy and Infectious Diseases, then applied those studies to U.S. Census Bureau data.)

More and more Americans are going to their doctors and allergists with complaints of adverse reactions to food or suspected food-allergy concerns and receiving a diagnosis of food allergy. (A May 2010 New York Times article stated that up to thirty million Americans believe they have food allergies.)

The American Academy of Allergy, Asthma and Immunology (AAAAI) states on its Web site that the most common food-allergic reactions can include hives, a rash, or red itchy skin; a stuffy or itchy nose; sneezing; itchy and teary eyes; and respiratory distress. Other reactions can include vomiting, stomach cramps or diarrhea, and angioedema, or swelling. The most severe allergic reaction, however, is anaphylaxis (shock), the signs of which can include throat tightness, wheezing, trouble breathing or swallowing, hives or swelling, vomiting or diarrhea, a dip in blood pressure or loss of consiousness, and possibly death.

Ninety percent of food-allergic reactions are the direct result of ingesting foods common in the American diet: eggs, milk, wheat, peanuts, tree nuts, soy, fish, and shellfish. For millions, ingesting even a speck of any of these foods can mean a mild to severe immunological reaction. The U.S. Food and Drug Administration (FDA) states that there are 125,000 hospitalizations annually due to food allergies, and 14,000 of these are due to anaphylaxis.

According to a study published in the Journal of Allergy and Clinical Immunology, two hundred Americans die annually from food allergies, but this number is considered by the medical community to be the result of gross underreporting.

To avoid severe allergic reactions, millions of adults opt out of life’s pleasures: kissing, dinner dates, social engagements, holidays and other celebrations, business lunches, and traveling to far-flung destinations—in other words, anywhere that food is involved, and that’s pretty much everywhere. Even when they opt in, food-allergic adults are often actively fearful, anxious, or nervous. They can also feel ashamed, embarrassed, marginalized, isolated, lonely, and different because of their dietary restrictions. They often suffer in silence.

the allergic girl

That was me until a few years ago. I was born allergic, and a certain part of me simply accepted that this was my lot. When I was a child, I didn’t advertise my food allergies to friends, extended family, schoolmates, or, when I was older, dates and boyfriends; it was a secret shame. With food allergies, environmental allergies, and allergic asthma, my body betrayed me at every turn. I’d invariably get sick from the food, the dust, or someone’s dog. I rarely disclosed that I was ill. I did my best to handle it on my own; however, I was an allergic time bomb. It was never a question of if but always of when.

The worst part of having allergies was, and still is, being blamed for it. The prevailing feeling among casual acquaintances and even extended family has been that I was responsible for being allergic, that I could somehow control my allergic reactions, that I was faking the severity of an allergic response, or, worst of all, that I just wanted the attention.

There is no fakery here. I’d love to be able to eat anything I want at any time; however, that’s just not how it is. The kind of attention that food allergies elicit is not the positive kind. It’s a white-hot spotlight on a vulnerability. It’s all eyes on you. No one wants that kind of attention. No one wants to be allergic to food.

So how did I go from being a shy, ashamed allergic girl, whose closest childhood friends often didn’t know she had food allergies, to the Allergic Girl in the above story, who told her date how to take care of her in an emergency, who had an allergic reaction that did not prevent a romantic sleepover, and who then got a thank-you call from the guy the next day? (It’s a feat, I know.) This is the journey of this book.

please don’t pass the nuts

I started a blog called Please Don’t Pass the Nuts in August 2006 to find others like me who are dealing and coping with food allergies and food intolerances. A licensed social worker since 2000, I opened a private food-allergy coaching, consulting, and advocacy practice, Allergic Girl Resources, Inc., in 2007. Then, in 2008, I launched my membership-based food-allergy dining club, Worry-Free Dinners. The blog, the private consulting and coaching practice, the dining club, and this book all serve one goal: to assist the food-allergic community members to live their best lives.

I hear one question over and over: How does a food-allergic person live a full life dictated by what he or she can’t eat? My goal in writing this book is to tell you the basics of exactly how I do it and, most important, how you can, too. My premise is simple and actionable: Once you take your needs seriously, others will, too. Said another way, once you realize that you are entitled to your feelings, that your health is paramount and your medical needs are valid, those around you will support you.

The actions based on my premise are as follows:


1. Connect to your food-allergy needs without shame, embarrassment, or apology.

2. Communicate those needs clearly, assertively, and graciously.

3. Recognize that you have options and that there is always a way to get what you need.


I have organized this book into three parts. The first part is about you, your medical diagnosis, creating a positive doctor-patient relationship, and connecting to your feelings about your diagnosis. The second part is about the four most important relationships in your life: family, friends, lovers, and food. The third part combines your self-awareness, your support systems, and your new relationships and launches you into real-world scenarios scripted from my life and the lives of my generous food-allergy coaching clients and blog readers.

The concepts and strategies contained in this book are meant to grow with you. They are big and bold and may be unfamiliar or even daunting. Take these strategies step-by-step. Reread a sentence or a section. Try something out a few times, make it your own—as the recording artist Missy Elliott says, “Flip it and reverse it”—and then go to the next step or suggestion.

go boldly into your new life

I’m a practice-what-I-preach mental health–care worker, writer, advocate, and blogger. I dine out, I attend family events, I travel, and I date—all while having food allergies. Because I utilize the tools of education, self-awareness, and a support system, my experiences are successful and enjoyable. This is the result of a lifetime of hard work to get to a happier, healthier, expanding place. My suggestion is to start where you are now. Let the book sink in. Claim your food-allergic past and get ready to move on to your bright food-allergic future.





part one

you





Chapter 1

the allergic girl

Oh, food, Wonderful food, Marvelous food, Glorious food.

—Lionel Bart, Oliver!

I love food. I mean, I really love food. I love picking out a perfectly ripe avocado, its subtle green flesh creamy and glorious. I love roasted asparagus in the spring with olive oil, salt, fresh lemon zest, and lemon juice. Still-warm mozzarella from my local cheesemonger. Braised short rib, the meat fork-tender. Baked Rome apples à la mode. Onions and mushrooms frying in butter. Lamb chops. Toasted (okay, burned) marshmallows. Root beer floats. I could go on.

Some of my happiest and most satisfying, comforting, and sexiest memories have centered around the buying, making, and consuming of food.

But some of my scariest and most life-threatening, traumatizing, frustrating, and infuriating moments have also centered around the buying, making, and consuming of food.

I hate food. The prospect of going to a new restaurant sends me into a little panic. What will I be able to eat? What if I can’t find anything? What if the server gives me the eye roll when I tell him or her about my allergies?

I dread going to dinner parties when I don’t know the host or the menu. I’ll simply have a bite before I go as insurance, but it’s still kind of a drag.

What if my date just ate sushi and leans in for a big wet kiss? Do I lean back and say, “I don’t think so”? Oh, that’s a huge turn-on.

I despise not being able to pop anything I want into my mouth without thinking about it.

Holidays involve too much work. I know Aunt Bea meant well, but no, I can’t pick the nuts off the Jell-O mold, and no, using the same now-nutty spoon from that Jell-O mold to serve me some mashed potatoes doesn’t work. I’ll pass, thanks.

Love, hate, dread, joy—my relationship to food is complex, colored by both trauma and pleasure. You too? I thought so.

flying blind

Most of the food-allergic reactions that emerged after toddler-hood (like salmon, eggplant, and melon) took me by complete surprise. I continued to eat the foods to which I was allergic, thinking small, kidlike thoughts such as “This must just be me,” or “I’m eating this in the wrong way,” or “This is how you’re supposed to feel when you eat that food: your throat itches, your ears itch, and you can’t swallow,” or “This is all just normal, right?” I was in a sea of alone, an only child with lots of thoughts and internal explanations for what was happening. Many times I didn’t tell anyone I was having a reaction—I didn’t know it was an allergy.

On a basic level, I had no idea how food allergies worked. None. This wasn’t something that was taught in school. I don’t remember a doctor telling my parents or me much, except to keep me away from tree nuts. There was no Internet, and it never occurred to anyone to look up food allergies in the library—not that there were any kids’ books about food allergies. I knew I had to stay away from tree nuts, and that was it. No one explained what to watch out for, what a food allergy is, how it affects you, or what to do in an emergency. There were no national consumer-support organizations. Autoinjectors of epinephrine weren’t marketed until I was in middle school, and even then no one prescribed them to me. It wasn’t medical negligence; it simply wasn’t medical protocol.

Ironically, by the time I was diagnosed with allergic asthma at age four, I was well educated by my doctor and my parents. I used that education, common sense, and firsthand experience shrewdly. It told me what to avoid, when an attack was coming on, and what to do in an emergency. But food allergies? Beyond maybe taking an antihistamine, there was little education, guidance, or assistance. When it came to food allergies, I was flying blind. Everything I ate was a potential allergen, and more times than not, as a child, I was allergic.


online support

There are now excellent and reliable consumer-friendly resources available online for food allergies. Use them through your food-allergic journey to find board-certified allergists, medical information, chef cards, emergency plans, and much more.


	American Academy of Allergy Asthma and Immunology (AAAAI.org)

	American College of Allergy, Asthma, and Immunology (ACAAI.org)

	Anaphylaxis Canada (Anaphylaxis.ca)

	Asthma and Allergy Foundation of America (AAFA.org)

	Food Allergy Anaphylaxis Network (Foodallergy.org)

	Food Allergy Initiative (FAIUSA.org)





my allergic history

The family story is that when I was switched from breast milk to cow’s milk, I developed a rash on my cheeks. My pediatrician, Dr. W., recognized this as a milk allergy, and I was switched to a soy formula. (The milk allergy disappeared by the time I was a toddler.) The FDA says that 90 percent of food-allergic reactions happen in response to eight common foods: eggs, dairy, wheat, peanuts, tree nuts, fish, shellfish, and soy. According to allergists, however, a person can be allergic to anything at any time.

My next allergic reaction, which I remember distinctly, was when I was two years old. I was at my Bubby’s (grandmother’s) house on Long Island, and there was an open jar of mixed nuts on the kitchen counter. I zoomed into the kitchen, grabbed a handful of nuts, popped them into my mouth, and zoomed out. When I ran back into the kitchen a few minutes later to grab some more, my Bubby was there, waiting. She looked at my face, and her eyes popped out of her head like a cartoon character. My lips and face had blown up. Immediately, she rushed me to the pediatrician in town, who gave me liquid cortisone, diagnosed me as allergic to tree nuts, and said, “Stay away.”

That was the sole prescription and the only information we had for years.


food allergy defined

According to Dr. Matthew Greenhawt, MD, of the Division of Allergy and Clinical Immunology at the University of Michigan Medical School, “A food allergy is a clinical disorder based on clearly defined, repeatable symptoms that are directly attributable to a specific food ingestion. These symptoms must occur within a specific time period related to ingestion or contact with a particular food. The most important part of making such a determination is the clinical history—what actually happened or happens when a particular person ingests or comes in contact with a particular food.”



a cheater’s tale

I did try a tree nut again—once, and on purpose. I was eight years old. It was at a family dinner in an Italian restaurant in New York City’s Little Italy, and I ordered tartufo for dessert. I remember asking if it had nuts, and the server said, “Filberts” (hazelnuts). I ordered it, anyway, out of earshot of my mother. I wanted to try it, to see if I was still allergic to nuts. Tartufo is two or three flavors of ice cream, and there can be fruit or nuts in the center. It’s often enrobed in chocolate. Mine arrived, and I bit into the ice cream and some of the filbert. I had only the tiniest amount.

What happened next was a blur. There was a frenzied dash through Chinatown to find an open pharmacy that carried an antihistamine. We ended up at the local emergency room, and I was wheezing. I was given a shot of epinephrine, and then I sat on a hospital bed, white as a sheet and shaking, while I was observed. The wheezing subsided and I was out of danger, but I had learned my lesson. I was still allergic to tree nuts, no cheating allowed.

fish, vegetables, and fruits

I discovered, through ingestion and very distinct reactions, that I was allergic to fish (salmon, in particular), melon (cantaloupe and honeydew), and eggplant. When I was sixteen, during a medical intake with an allergist, Dr. M., I casually mentioned that I was having an odd reaction when I ate salmon. Dr. M. did a prick test and said the fateful words that I’m sure many of you have heard about your allergic reactions: “You are the most allergic person I’ve ever seen to salmon. Promise me you’ll stay away from it.” I’ve had no problem keeping that promise.

Eggplant gives me the same funny throat feeling, itchy and allergic. I found that out while eating vegetable couscous at a restaurant when I was a preteen. Many of the nightshade veggies (tomatoes, potatoes, eggplants, and bell peppers) don’t sit well with me. Eating a ripe tomato can give me what I call funky mouth: it feels as though I’ve eaten a razor blade. Bell peppers can give me a funny feeling on my palate, but with potatoes I’m fine. Some of the fruits with pits (like peaches, nectarines, and plums) give me that itchy-mouth feeling, especially when they are ripe; tropical fruits, such as mangoes and pineapples, do the same. Cooking the fruits can help, but sometimes it doesn’t. My issues with pit fruits may be related to the time of year they are consumed; this is called oral allergy syndrome.


oral allergy syndrome

According to the American Academy of Allergy, Asthma, and Immunology: “Oral allergy syndrome (OAS) is a reaction to certain raw or fresh fruits or other foods that occurs in people who have been sensitized to airborne pollen. The syndrome is caused by a cross reactivity between airborne pollen proteins (tree, grass, weeds, plants) and proteins in fruits or vegetables. In people who are already allergic to pollen, the body’s immune system sees a similarity between the proteins of pollen and those of the food, and triggers a reaction.”



allergy testing

When I was two and diagnosed as allergic to nuts, there were no reliable blood tests available. Skin tests (either a scratch or a prick test) were available, but I was and still am very topically sensitive. My pediatric allergist, Dr. F., focused his education and treatment suggestions on my then moderate asthma; food allergies weren’t a strong focus. He suggested a food challenge in his office that I declined. It was too scary, especially after the filbert incident.

At sixteen, I switched from pediatrics to an adult allergist’s office. Dr. M. did a series of scratch tests based on my allergic history. I reacted immediately and severely to all of the allergens he tested. It took three days to recover: three days of huge welts, antihistamines, and the use of my inhaler. The tests confirmed all of my childhood allergies as intact and intense. He did not suggest a food challenge.

Testing alone never tells the full food-allergic picture, however. An allergist told me an illuminating story. He blood-tested himself for ragweed and was shown to have the highest response possible to that common allergen. However, he had never experienced an allergic reaction to ragweed. You can test positive for an allergen and yet never experience a reaction. Allergy testing can give you a sense of an allergic possibility, but it’s nothing definite. When I did the scratch tests with Dr. M., they were based on my allergic history and confirmed what I already knew: I was highly allergic. The bottom line is that no single test, other than a direct food challenge (eating a suspected allergen under direct medical supervision), can diagnose someone as food allergic.

From elementary school to high school, I uncovered more food allergies through ingesting new foods. Subsequently, there were more foods to avoid and more coping skills required to get through a day: negotiate a sleepover or figure out how to stay safe on a school trip or during sleepaway camp. I became an expert Allergic Girl on how to avoid my allergy triggers whenever possible, how to explain my allergic needs to others, how to cook safe foods for myself, and how to advocate to those around me.

panic is no picnic

As I aged and developed strategies to cope, I also developed a juicy case of generalized anxiety. It’s natural to feel panicky after a severe allergic reaction. It’s also natural to be concerned about when the next one might crop up. Danger lurks in an unlabeled walnut brownie at the school dance or in a nutty mole sauce at the Mexican restaurant. In my adolescence, I was panicky about an anticipated allergic reaction and an actual allergic reaction. Sometimes they were one and the same and thus very difficult to distinguish.

Feelings of panic only exacerbated the food-allergic symptoms, masked them, or created symptoms that might not have been there (see chapter 3). With a lot of personal work, dietary vigilance, a great support system, and the strategies I will delineate later, I am able to manage the anxiety and do everything I want to do.

allergies now

When I was growing up, I was the only food-allergic kid I knew. There were no 504 plans that allow a child with a severe food allergy to be protected under the Individuals with Disabilities Education Act (IDEA) by requesting a nut-free environment at school, for example. I carried my inhaler in the pocket of my school uniform. There were no autoinjectors of epinephrine for me at the nurse’s station or anywhere else. If I had any reactions at school or on a playdate, I was the one who was responsible for taking care of it.

My teachers, though sweet, wouldn’t have known what to do; there was no food-allergic safety training. There were no cell phones for reaching parents in an emergency, just services or secretaries with whom to leave messages. It’s undeniable that things have changed radically in a generation.

The question remains: Why are there so many allergies worldwide, and why now? The answer is murky even within the food-allergic medical community. As of this writing, there’s no consensus. As an allergist colleague said to me recently: “It’s real, it’s documented, and it’s happening. We just don’t know why.” Dr. Matthew Greenhawt MD, of the Division of Allergy and Clinical Immunology at the University of Michigan Medical School, supplied me with six current possible theories about why there are so many food allergies diagnosed now:


	Awareness. Part of the rise in the rate is due to better awareness of the issue, which has increased the number of individuals tested and diagnosed.

	Better hygiene. With less infectious disease, the body may be shifting away from cytokines (immune factors) that fight infection to cytokines that promote allergy formation. Evidence for this theory is seen in sub-Saharan Africa, where there are high rates of infectious disease but low rates of allergy and asthma. In Westernized countries, the opposite is seen.

	Pollution. Smog and diesel exhaust are known to promote allergy-forming cytokines among chronically exposed children. This may contribute to the rise in rates among inner-city populations, for whom exposure to such particles is greater than for those who live in suburban or rural areas.

	Food processing. Technological advances in food preparation may be increasing the expression of certain food allergens.

	Timing of introduction of food. There is great debate about whether babies should eat high-risk allergens in their first year or wait until they are older. The introduction of such foods in the first year of life may be associated with lower rates of allergy, although there is no clear consensus.

	Genetics. Given that allergies and asthma do tend to run in certain families, there may be a gene or a set of genes that contributes to this. There may also be genes that suppress allergy and asthma. One’s environment may influence what genes are expressed, further confounding this theory. For now, however, there is simply no firm answer to why there is a food-allergy epidemic.


treatment options: buyer beware

So here we are. Millions of us have adverse reactions to common foods. What’s the treatment? The best and only treatment available right now is avoidance. That’s it. Once you’re educated on how to do it, it’s free. However, with the increase in diagnosis and the inevitable increase in major media attention, there’s been a marked increase in hucksters offering promises of saving you from certain food-allergy discomfort or disaster. More and more snake-oil salespeople are waiting to prey upon the food-allergic community’s deepest fears and grandest hopes. Like good rainmakers, they say what anyone would want to hear: “I have the cure, treatment, or answer.” The old adage is true here: If it sounds too good to be true, it probably is. Resist the temptation to believe, buy, invest, try, sample, or in any way participate in food-allergy treatment scams.

Remember, as of right now there is no cure for food allergies.


food-allergy research

If you’re interested in learning more about the current food-allergy research, or even being part of a human trial, the following hospitals are part of Consortium of Food Allergy Research (CoFAR), cosponsored by the National Institutes of Health (NIH) and the National Institute of Allergy and Infectious Diseases (NIAID):


Duke University Medical Center

Johns Hopkins University

Mount Sinai Medical Center, Jaffe Food Allergy Institute

National Jewish Health

University of Arkansas for Medical Sciences



For further information on CoFAR, contact the Statistical and Clinical Coordinating Center at (301) 251-1161 or at cofar@emmes.com.


You may have heard of some “cures” on the horizon from the medical community or through national media outlets. These cures are in fact therapies or treatments to lessen the severity of a potential reaction. The trials look promising, but as of right now, no treatment can eliminate food allergies.

Your best tools for staying healthy and reaction-free in the present are education, common sense, body awareness, emergency medications, and plans for multiple life scenarios. Education comes in many forms, including reliable medical information and an excellent allergist. Not all doctors are created equally, though. Finding the right doctor—and, in this case, allergist—is a process that is well worth undergoing.


allergic girl’s food-allergy basics


	A food allergy is the immune system’s response to a food that the body perceives as foreign and dangerous.

	The FDA identifies eight common foods that cause 90 percent of food-allergic reactions, but someone can be allergic to virtually anything.

	Typical food-allergy symptoms are itching, hives, swelling skin, flushing, wheezing, coughing, swelling of lips or throat, vomiting, diarrhea, a decrease in blood pressure, shock, and throat closure. In very rare cases, these can lead to death.

	It is vital that you never downplay, ignore, dismiss, or disregard a food-allergic symptom, reaction, or response.

	There is no clear consensus on why there are so many allergies now, but it is real and it is documented.

	Effective food-allergy treatments are being researched, but currently there is no food-allergy cure.

	The most effective food-allergy treatment is strict avoidance of the allergens.









Chapter 2

team you

I’m going to take your blood pressure, so try to relax and not think about what a high reading might mean for your chances of living a long, healthy life.

—David Sipress, cartoon “Blood Pressure,” New Yorker, January 4, 2010

Click clack, click clack were the sounds of my mother’s heels on the tile floor as we rushed to the office of Dr. W., my pediatrician. The office was down an interminable hallway, to a first-floor converted apartment in Peter Cooper Village in Manhattan. I hated going to the doctor’s office, and my mother practically had to drag me down that hallway.

Dr. W. was the first to recognize that I was an allergic girl. My mother says that when I was an infant and developed a rash on my cheek, he immediately recognized it as a milk allergy, and I was switched to soy milk formula.

The apartment’s former living room, now a waiting room, was perennially in shadow even though it faced the renowned Peter Cooper gardens. Your eyes needed to adjust quickly, or snap, you’d step on the toys strewn about on the floor. Two plastic, color-rubbed-off-in-all-of-the-worn-places rocking horses were suspended on large metal coils that creaked and whined; headless dolls in various states of disrepair and loved-up use, plastic parts of toys of yesteryear, and half-torn books were the detritus of this well-used, well-worn, pediatric doctor’s waiting room.

Also in the big former living room was the desk of nurse A. She was Dr. W.’s foil. Whereas he was a gruff, no-nonsense doctor, she was a sweet and gentle nurse. He was tall and slim and wore tweeds (no lab coats) and wire-rimmed glasses; she was petite and curvy and wore a starched white uniform, her brown hair in a stiff blow-and-set. Some people just go together, and Dr. W. and Nurse A. just went together.

Dr. W. was intimidating. When I went into his office, he looked me straight in the eye and asked me how I was and what was wrong. Not many adults did that; I would discover later that not many pediatricians did that, either. My mother remembers fondly that Dr. W. seemed to forget her name, but he always remembered every detail about my health history and health care. I recall that even made a house call once when I was very little and very ill. He was conservative with medication and relied on time-tested practices; he wasn’t experimental. Even though his demeanor seemed stern to me, every visit ended with a small plastic toy, the flash of a wry smile, and a very firm cheek pinch. Every single visit, without fail.

In hindsight, Dr. W. was the model of an excellent old-school pediatrician: calm, conservative, and trustworthy. His office consisted of one doctor: him. He had one nurse who managed the office, the patients, the payments, and the incessantly ringing phone. Dr. W. retired from fifty years of medical practice when I was ten years old, so we were forced to find a new pediatrician. Little did I know what a precious commodity doctors like Dr. W. were and still are.

nameless in a group

From ten years old until I left for college at seventeen, I was with a pediatric group at the nearby teaching hospital. I did not have the luxury of a regular doctor. When I came in for appointments, I was given to whatever doctor was available. The office space was clinical and impersonal. There were definitely no presents at the end of visits and no pinches on the cheek. I often saw Dr. B., a soft-spoken person and an asthma specialist. He usually spoke directly to my mother, asking her about my symptoms or my care; he rarely addressed me directly.

uncle doctor

When I came home from college, I needed an internist. I didn’t want a repeat of the experience of a large impersonal group of rotating doctors and office staff. I wanted a doctor who would know me the way Dr. W. did. I also wanted a doctor who would listen to me without judgment, who would be trustworthy and old-school. I wanted a doctor who wouldn’t put me on hold with Muzak or, worse, a phone messaging system.

Through a doctor friend of the family, a pulmonologist’s name was proffered: Dr. S. The first time I walked into the ground floor of his Upper East Side brownstone, a kindly bearded man gave me a jaunty hello. (Was that the doctor?) The office was homey and not clinical. There were plenty of magazines to flip through, and sunlight streamed in the bay windows. The friendly man was wearing khaki pants and hovered over the nurse’s station. He and the nurse, in the white lab coat, were engaged in friendly banter. Clearly they liked working together; they were at ease around each other, and there was no tension in the office. I overheard the man in the khakis (yes, that was the doctor) ask who the next patient was.

I said, “I’m a friend of Dr. J.’s, and I think I’m next.”

Dr. S. said, “Ah, but of course,” in a silly accent and then “Okay, see you in a bit” as he zipped into the back rooms.

I could tell immediately that this doctor liked being in his office. He was a generally happy guy who was slightly informal yet still professional. Bonus: He had a personality. Extra bonus: His office consisted of just him and one nurse–office manager who handled everything. That was ringing some deep doctor bells I didn’t even realize I had.

That first visit was in 1994. Dr. S. has been my primary-care physician ever since. Whether I call to ask a quick medical question or for an emergency, he picks up the line with a reassuring “Hello-o-o-o, Sloane! What’s up?” During my annual exam, we usually chitchat (how’s the family, how’s work, did you have a nice holiday, did you read this new book?) before I go over my list of questions, issues, and concerns; it makes for a much more pleasant appointment. He has seen me through bouts of bronchitis and bouts of anxiety; I’ve seen him at synagogue and bumped into him on Broadway. He’s like an uncle who happens to be my doctor. This has been a long-term and successful medical partnership for Team Sloane.

team you defined

What is Team Sloane? For that matter, what is a Team You? Team You is a network of supportive individuals who assist you in getting to the next happy step in your life. Reading this book qualifies; ergo, I am now part of Team You. Your family can be part of Team You. Loyal and loving friends are definitely part of Team You. Your romantic partner is a member of Team You. Your fantastic boss and your excellent coworkers can be part of your team. Your drinking buddies, your poker buddies, your book club, your racquetball club, your Sunday brunch girls, your Saturday basketball boys—they can all be part of Team You.

A crucial aspect of Team You, and the one that we are going to focus on right now, is your medical Team You. For those of us with food allergies, creating and maintaining a crack medical Team You is simply the best way to coordinate care. Whether you’ve had food allergies a long time and know what your allergies are or you suspect you have a food allergy and need a correct food-allergy diagnosis, everyone can use some help finding a great allergist to round out Team You.

The American Academy of Allergy, Asthma, and Immunology suggests on its Web site seeing an allergist for the following reasons: “If you think you are having an allergic reaction to food; for any allergic reaction that has an unclear cause; to confirm a suspected allergy; if you have limited your diet based on possible allergy to foods or additives; for advice on the best treatment and avoidance measures for food allergy; and for advice on ways to prevent potential food allergy.”

I will add that you want an allergist with the most experience with food allergies as possible. You want an allergist who’s upbeat and not all doom and gloom about a food-allergy diagnosis. You need an allergist who knows about reliable food-allergy testing and is able to execute those tests accurately. You need an allergist who can further educate you and your loved ones about food allergies and what to do in an emergency, who can create a plan of food-allergy action, and who will be available for questions or in an emergency.


finding an allergist

You can find a qualified board-certified allergist through these reputable sources:


	American Academy of Allergy, Asthma, and Immunology: www.aaaai.org

	American College of Allergy, Asthma, and Immunology: www.acaai.org

	American Medical Association: www.ama-assn.org

	Your medical insurer or managed-care provider




the allergist works for you

It is a truth universally acknowledged: no one likes going to the doctor. As kids, we’re dragged kicking and screaming into doctors’ offices for the requisite pokes, prods, and shots, priming us not to like them. Very often, the moment we step over the threshold of any doctor’s office, we’re instantly time-warped into the childhood dimension: no power, no voice, no clue.

How do we stop shrinking into the floor when we enter the doctor’s office? How do we stop becoming six years old all over again when our names are called to go into that little cold room? How do we take some control back over our health and our health care? As an adult, you have the power to choose the individual you want to help you get into (or stay in) the best health possible. Choose an allergist for Team You (or any medical health professional) by keeping some of the aspects described below in mind.

Doctors Are People, Too

Generally speaking, doctors have the drive to help and to heal complete strangers. They go through rigorous training and education to gain specialized knowledge, expertise, and experience, all to service that initial drive to help. (Also generally speaking, most doctors are scientists at heart.)

After all of that training, though, at the heart of it doctors are still people. They have biases, strengths, weaknesses, blind spots, annoying quirks, and tics. They can be sympathetic, funny, and creative; they can also be impatient, exhausted, and dismissive. Some doctors say the right thing to calm you down, give you the right medication in the right dosage, are excellent diagnosticians, know when to refer you to a specialist, and are super-duper people.

But not all doctors are compassionate or intelligent. Remember, they’re human, not superhuman. Doctors are people first, with emotional baggage, family issues, societal pressures, and gaps in their medical knowledge. Most doctors, although perfectly lovely people, may not be bubbling over with personality. Some may not have great eye contact, and some may not have much capacity for small talk. This is not a reflection on a doctor’s abilities, just on his or her social skills.

So along with understanding that doctors are people, too, it helps to recognize that the people who are drawn to the medical profession are not necessarily Mr. or Ms. Outgoing Social Butterfly. A retired well-known surgeon at a big New York City teaching hospital once told me, “The doctors with the biggest practices usually have better personalities but not better training.” It’s something to keep in mind.

The Ideal

As a Team You member, your doctor or allergist should listen to you and take note of your presenting problem; educate you about your disease, illness, or condition; and give you good advice and good specialist referrals. He or she should make time for you when you’re sick, treat you with respect, listen to you about what you need and what your problems may be, and work in cooperation with you to help you find the right solution for you. You have the right to a doctor who listens to your needs and devises a plan you can understand and follow, whether you’re being cared for in a community health center, a free walk-in clinic, a city-funded hospital, a managed-care physician’s office, or a private doctor’s office.

honesty is your main tool

The main role you play in Team You is to be honest with yourself about what kind of doctor you relate to best and then to talk with your medical team honestly about what you need. It sounds simple, but sometimes the simplest advice, like “Be honest,” is the most difficult to implement. Part of being honest is knowing more about yourself and your feelings about doctors, health, and health care. Your job is to keep chipping away at it, be as honest as you can whenever you can, and then chip away some more.

Your ethnic background, your culture, your financial status, your family’s views, your personal values, and your belief system all enter the mix when you’re thinking about health, disease, treatments, cures, and medicine. Everyone is truly an individual, and the differences should be examined and respected.

Having a medical team is an ideal way to reach a goal of health; however, there are myriad ways to reach that goal. While honoring your belief systems, your values, your cultural heritage, and your background, consider your feelings, your objectives, and your ideals pertaining to health, disease, and medicine. It’s worth thinking about some historical interactions with doctors and your family’s overall impressions of the medical community as well.

Ask yourself some questions: Does your family believe in going to the doctor for a wellness visit? Does your family believe that you should visit the doctor only when you’re sick and not beforehand? Would family members tease or even shame you now because you want to go a doctor for an evaluation? What would your family think if you said that the doctor is a member of a team that works for you?

Think it through; bring up some memories about the doctors of your past and how that is informing your feelings and behavior toward doctors now. You may be surprised to find that you have more memories or feelings about a doctor’s visit than you thought. Make a list, if you’re moved to, either mentally or physically. Talk with a safe friend (see chapter 5 about how to create safe friends), a sibling, a cousin, or a parent about the doctor. Keep in mind where you have been, where you are now, and where you want to go in your relationship with medical professionals.

further questions to consider

Now that you’ve thought about who you are in that little examining room, let’s talk more about the person sitting across from you. Who is this doctor, and who, in your ideal scenario, do you want him or her to be? (We may not achieve the ideal, but it’s good to know what the ideal is.)

What qualities do you admire in your work colleagues, your boss, your parents, or your significant other? What kind of communication styles work well for you? Are you a tough-love gal? Are you a break-it-to-me-softly guy? Do you need lots of direct eye contact? Does too much eye contact make you uncomfortable? Do you need a doctor with a sense of humor? Would you rather see a doctor who is all tests and research? What about age, gender, and ethnic background? Do you want a seasoned professional, or do you prefer a newbie with all the latest tricks at his or her fingertips?

Do you prefer the kind of doctors you see on television, hear on the radio, read about on the Internet, or listen to on podcasts? Do you want a doctor with famous patients? Do you want a doctor who is actively doing research on your ailment? Do you care where your doctor went to undergraduate, graduate, or medical school? Do you prefer a doctor who wears a white lab coat and has books and degrees in his or her office? Do you like a doctor who wears street clothes, makes notes on a computer, uses social network media, is a big e-mailer, and gives you his or her cell phone number for emergencies? Whom do you want on your team? What sort of Team You teammate works best?

what kind of patient are you?

As the Caterpillar asked Alice in Alice in Wonderland, “Who are you?” Do you secretly hope that the doctor can just fix everything? Do you think that whatever the doctor says is mostly dictated by the pharmaceutical companies? Do you come in with reams of Internet research and challenge everything the doctor says? Do you find that you’re struck mute the moment you step over the threshold and have to struggle to remember why you’re even there?

There’s no judgment here, just ask yourself: Who are you when you get into that room? Think it through; bring up some memories about the doctors of your past and how they inform your feelings and behavior toward doctors now. You may be surprised that you have more memories or feelings about a doctor’s visit than you thought.

get some referrals

How do you find this new member of Team You? Word of mouth is one of the better ways to find an allergist, but just asking around won’t get you the answer you need. When you ask friends for a recommendation, dig a little deeper. Ask some probing questions about why your friends like their doctors, not just “Are they ‘good?’” Good is relative; what’s good for one person (“She has the best magazines in the waiting room”) may not be good for you. So go ahead, put on your Magnum P.I. mustache and get to the bottom of why this doctor is the one everyone loves.

Group e-mails for doctor referrals are easy to do and work well. Here’s a sample e-mail:

Dear All,

I’m looking for a new allergist. Do you have one who you think is the best? If yes, can you tell me a little about why he or she is the best? For example: Does he return your calls promptly? Does she have a nice office staff? Is his office conveniently located? Does she have good professional referrals? Is he an excellent diagnostician? Can she pinpoint what the issue is and treat it? Does he have a kind bedside manner? Does she take your concerns seriously? Is he an active listener? Does she explain your diagnosis in language you can understand? Specific details would help me greatly. Thanks so much!

Best, Sloane

If you want to send out a social-network message, that can be equally effective. Gather the names of specialists and start doing some Internet searches. If a name comes up more than once, that might be an indicator that this is a doctor you would like.

interviewing doctors

Now that you have gathered a few names from different sources, it’s time to interview these doctors. There are two ways to go: indirectly or directly. Read through all of the options presented below; on some days you might feel like just showing up and assessing, and on other days you’ll be ready for a bolder approach. Both approaches are effective, and both will let you know whether this is the right team member for you.

Indirect Interviews

The easiest and least invasive sleuthing tool is an Internet search. Many doctor referral sites will ask for a fee, but often, if you dig a little deeper, you can find the right information without paying a fee. Here’s what you’re looking for: Where did the doctors go to medical school? Where did they do their internships and residencies? Are they board certified? (Don’t go to any doctors who aren’t.) Do they do research in your topic area? Have they written any articles you can access? Are there peer or patient reviews available? Does your medical insurer have online information about these doctors? Some insurers have started internal rating systems, so look for that information online as well.

The second indirect source is the doctor’s office manager. These people have often been working at their offices for years and have fielded the kinds of questions you’ll be asking. Ask to speak with the office manager directly (not the receptionist) about where the doctor trained, how many food allergy patients the doctor sees, office hours and after–office hours availability, any hospital affiliation, any recent publications, maybe even other patients you could talk to. If the office manager has none of this information, that could be telling; maybe the office has high turnover, or maybe it means nothing. The bottom line is that talking with the office manager can be less intimating than asking the doctor directly about these issues.

A third source of indirect but incredibly valuable information about any medical professionals—how they work and if that will work for you—is what their offices say about them. From your first Internet search to your first phone call, every step of the process will give you information about a doctor’s practice. When dealing with new medical professionals, use all of your senses and your gut. Trust your intuition. “Spidey senses” aren’t just for the cartoon character; you have them, too. They’re excellent. Use them.

When you call for an appointment, be aware of the following: Does the office staff talk to you respectfully or hurriedly? Does the office keep you on hold longer than one minute? Does the staff seem efficient or confused? Do you get the sense that the staff is doing you a favor by giving you an appointment? Or do you sense that the staffperson answering the phone is patient and listening to your needs and doing his or her best to squeeze you in?

After you have made an appointment and arrive at the physical space, look around the office. Is it tidy, warm, and friendly? Is it cold, chaotic, disorganized, or grimy? Are the magazines in tatters, or are there at least three crisp copies of your favorite magazine waiting to be read? The front desk is the front line, an extension of the doctor. What is the staff like in person? Are the people friendly, warm, and caring? Is there a high turnover, or have the same people been there for years?


great doctor, less great office

Sometimes the office is not a reflection of the doctor’s training, abilities, or personality. My allergist in high school, Dr. M., was a doctor’s doctor and trained many of New York City’s best allergists. He was an elegant man: his lab coat was bright white and pressed, his shoes were always shined, and his thick lustrous hair had not one strand out of place. His demeanor was calm and generally sunny, he talked to me directly and kindly, and he was a conservative clinician. I felt very good about his level of care.

His office, however, was one of the worst I have ever encountered. The wait to see him, even with an appointment, was typically four hours. I once waited six hours for my regular appointment; the staff was that disorganized. The cause seemed to be his office manager, who was also his wife. Whereas he was elegant, she was slovenly; whereas his hair was perfectly coiffed, hers made her look like a character from Jim Henson’s Fraggle Rock; whereas he was all smiles, she was testy, grumpy, and wheezy.

The patient files, supposedly confidential, were spread everywhere in high, messy piles: on her desk, on her chair, and on the floor in a maze impossible to navigate. And she chain-smoked; a lit and ash-dropping cigarette dangled from her mouth at all times. The smoky office was certainly not conducive to happy lung health for we, the allergic and asthmatic patients. As much as I liked, respected, and trusted my allergist, I (and my lungs) couldn’t tolerate the state of his office. After college, I looked elsewhere.



Who actually sees you? Are you being shunted off to a physician’s assistant or, worse, to a partner whom you’ve never heard of rather than the doctor with whom you made the appointment? How many people do you have to go through to get to the actual doctor? Do you feel as though you’ve entered a Kafka novel: a labyrinth of white coats and no answers forthcoming?

Once you are brought into the little examining room and are face-to-face with the doctor, what do you feel: nervous, taken care of, intimidated, or at ease? Is the doctor prepared to talk to you? Does he speak to you in doctorese or in plain English? Does she answer your questions or simply tell you what she is going to do and leave the room? All this information will affect your relationship with this potential Team You member.

Direct Interviews

If you are ready for a bolder approach when looking for your best medical Team You member, I suggest interviewing the doctor. If you’ve never interviewed a doctor, I won’t lie to you: it’s not the most natural thing to do. Many of us feel intimidated or freeze up when talking to a doctor. It’s understandable. They seem to have all of the answers to your problems in that manila folder of theirs. I have a coaching client whose blood pressure always shoots up when she sees her doctor. Another client forgets what the presenting issue is the moment he steps into that little white room. Again, it’s very natural: doctors see this all the time.

Going to a doctor’s office knowing that this person is a potential Team You member will help with the interview process. If you’re wondering how a doctor will interpret being interviewed, the answer is that it depends. Some doctors might be offended; some doctors will take it in stride. Their reactions are just more information for you to consider about what kind of team member they would be. Try it; you can know only if you try. Ultimately, talking frankly with health-care professionals will give you the information you need to choose the right doctor for you.

What you ask your potential new Team You member depends on what your priorities are. Therefore, it’s vital that you have a sense of what those needs are before you walk into the examining room. Go back to the section “Further Questions to Consider” and think through some of the answers or talk with a friend about what you really need in a doctor-patient relationship. Two important sample questions for a new doctor are the following: What is your experience pertaining to food allergies? How can I get in touch with you if I need you after office hours or on the weekends?

be honest with your doctor

Once you’ve selected a doctor, remember what I mentioned previously: your role in this partnership is to speak to your medical team with honesty, forthrightness, graciousness, and respect, with the full expectation of having those qualities reciprocated. A team works best when built upon a foundation of honesty. Your medical team can give you a proper diagnosis only if there is a real and honest assessment about what is going on with you.

On December 14, 2009, the New York Times confirmed the need for honesty in doctor-patient relations: “The importance of effective communication in that setting cannot be overemphasized. Accurate diagnosis and treatment of medical ailments depend on the doctor’s clear understanding of the entire person who sits before her.” Your medical partnership must start with honesty. Speak up about what you need, and more often than not your medical team will be able to help you in the right way.

If you feel uncomfortable, uncared for, unheard, or shunted off; if your calls are not returned, among other impolite transgressions: leave that office and take your business elsewhere. Yes, you read correctly. This is a business and you are the consumer. Equally important: this is your health. You are in control; the doctor is there to help you. If you have been honest about your needs, if you have spoken directly and with courtesy to your doctor and his or her office staff and have not had that reciprocated, go elsewhere. It is worth the time and the effort to find the right person to join your team. More than worth it, it’s vital to your continued good health.


talking to your doctor

Once you’ve made an appointment with your new doctor, it’s best to come prepared. How do you even get a doctor to talk to you for ten minutes in this world of managed care? I asked Clifford W. Bassett, MD, FAAAAI, FACAAI, faculty, NYU School of Medicine and assistant clinical professor of medicine and otolaryngology, the Long Island College Hospital, SUNY Downstate Medical Center, New York, for his tips for making your visit efficient once you get into that little room with someone you like and trust.


	Have a summary of your past and recent medical symptoms and complaints written clearly, including a broad history of care, test results, and medication lists.

	Have some clear goals and objectives with regard to your active health issues.

	Understand the many benefits of a preventative approach to a variety of health and wellness issues.

	Have an updated list of current medications and supplements as well as names, addresses, and contact information of your active medical practitioners.

	Ask for recommendations to specialists who will explain and simplify the successful management of your specific health care concerns and illnesses.

	Have some knowledge about your insurance and pharmacy program formulary plans to know which are preferred medications before visiting the pharmacy.




diagnosis: head stuff

One of the first truly honest (and a little embarrassing) conversations I had with my primary case physician Dr. S. happened over the phone about two years after my first visit to his office. I called him at six o’clock in the morning, on a weekend, from a pay phone in Vermont. It was my first winter at graduate school. My chest had been tight for days, but that morning I woke up feeling as though someone were sitting on it. I wasn’t wheezing, and I wasn’t congested; I had no cough, no fever, no phlegm. I had brought my own bedding, and there were no animals in the dorms, so I probably wasn’t allergic. I used my rescue inhaler, but it did nothing to alleviate the tightness. It felt like an emergency.

I called Dr. S.’s service, which connected me with the doctor. After he came on the line with a very sleepy “What’s wrong, Sloane?”, I described my symptoms (chest tightness), where I was (Bennington, Vermont; graduate school), and how long the symptoms had been going on (a few days). Dr. S. said, “I don’t think it’s asthma. I think it’s head stuff.”

Once I realized he was right—I wasn’t wheezing but simply anxious and tense—I laughed with relief. I was able to relax, look at my situation calmly, and start having fun. A moment of embarrassment and vulnerability with my doctor cleared the path for the recognition of what was happening with my body and helped me to form other honest relationships with medical professionals. This short conversation positively reinforced that I would not be judged for my stark honesty, but I would be helped.

hi, i’m sloane, and i’m med phobic

Fast-forward to 2009, at the office of Dr. N., a pain-management specialist who utilizes both Western and Eastern techniques. After having years of honest conversations with Dr. S., I took another, even bolder step. I wrote on Dr. N.’s intake form, “No medication allergies known, but am med phobic.” After going through a childhood filled with daily asthma and allergy medications, I really don’t like taking medication if I don’t have to or if there are alternatives. (However, I always take prescribed asthma or allergy medications.)

Writing “med phobic” on an intake form is personally revealing. It’s also not something I’m particularly proud of, but I’m working on taking new medications and not worrying about improbable side effects or unlikely medication allergies. Writing “med phobic” on a form that stays in my medical file forever gave me an internal pang of vulnerability. I wondered whether this new doctor would judge me, or worse, think I was going to be a difficult patient and treat me differently (make that a double pang). All that judging was possible and even probable.

However, if I hadn’t written “med phobic,” if I hadn’t been completely honest, and this pain-management doctor had prescribed pain medications and I didn’t take them, I’d simply be a noncompliant patient. The doctor would not have been able to do a whole lot, in terms of my prescribed course of treatment. So even though I felt silly or even a little ashamed about this aspect of myself, I knew that this information would be vital for helping this doctor to help me.

The direct result of this level of honesty was that when discussing treatment options, the doctor offered two. One option was a painful series of steroid injections that have a 50 percent chance of eliminating pain and have serious side effects. The other was acupuncture, which is noninvasive, nonmedicinal, without side effects, and proven to be very effective for pain. I chose the latter, and because I had told my doctor that I was med phobic, he understood my decision without pressuring me.

Thus, a moment of vulnerability on my intake form smoothed the way for having a more open conversation about my pain treatment, rather than having a doctor who would recommend all kinds of medications I would never take. Bonus: Dr. N. told me that my honesty was helpful to him as a tool to better understand me and my needs. He even thanked me for that level of honesty.


are you “med phobic”?

If you feel overly anxious, distressed, nervous, or avoidant about taking medications, I suggest you do the following:


	Talk through all of the treatment options with your medical provider.

	Talk through the possible versus the probable side effects with your medical provider.

	Use Internet searches about new medications judiciously—sometimes the information does more harm than good.

	If feasible, try the first dose in the doctor’s office.

	Learn to recognize the signs of anxiety and panic versus the physiological side effects of medications. (See chapter 3 for more about anxiety.)

	If anxiety about a medication (new, old, rescue, or emergency) is interfering with normal life functioning, consider seeing a mental health professional for an evaluation.





allergic girl’s prescription for team you


	Set out to create the best medical support team possible at this moment in time.

	Recognize that doctors are people, too. They have good days and bad days, strengths and weaknesses. Find a doctor who suits you best.

	Create insight into what kind of patient you are and what kind of doctor would be best for you.

	Do your homework to find a qualified medical professional. Assess your potential candidates and their offices for suitability.

	Be honest with yourself and with your doctor; it’s the best way he or she can help you.

	Arrive at medical appointments prepared with questions, research, medical history, and current needs.

	The food-allergic patient needs a correct diagnosis, disease education, an emergency plan, medicine prescriptions, instructions on how and when to use the medications, and consistent, available follow-up care.

	If you are newly diagnosed, an allergist will help to educate you about what food allergies are, how they affect you, and what to look out for when you’re having a reaction.

	If you’ve had food allergies a long time, an allergist will create an emergency plan with you, talk about how you will keep yourself safe in multiple scenarios, and test your current reaction severity.

	Don’t be afraid to shop around to find a doctor who suits you best.
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