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Praise for Side Effects May Include Everything


“Real strength isn’t just physical; it’s the ability to keep going when your own body is working against you. I’ve spent my life pushing through pressure onstage, but what Marisa writes about is a completely different kind of fight. Watching my niece grow up with autoimmune challenges gave me a glimpse into that world, but Marisa lives it, and turns it into something powerful. Her important book is a testament to her strength, her resilience, and her ability to raise awareness and help others find purpose and hope.”

—Davey Oberlin, producer/artist for All The Damn Vampires and Korn; @daveyoberlin

“This heartfelt, candid, and often funny survival guide answers the questions we’re afraid to ask about living with chronic illness. Marisa captures the messy realities of navigating relationships, work, and the medical world with honesty, humor, and heart.”

—Beverly Goodell, Executive Director of The Lupus Foundation of New England
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Chapter 1 
The Invitation


Picture it: the two of us, sitting in a quaint café in Paris. I’m shamelessly devouring a gluten-free chocolate-filled croissant like it’s my last meal on Earth while you, being the dignified creature you are, savor your favorite dessert, crumbs and all. There’s laughter, a bit of powdered sugar on the table, and a shared moment of joy and connection—even though we’re about to dive into a conversation that’s anything but easy: How do you move forward when suddenly handed an unexpected diagnosis? How do you navigate the world as you know it, if your entire world has now changed. I don’t have all the answers but I know this: If we can survive these challenging and sometimes uncomfortable conversations around chronic illness, we can survive just about anything.

By the time you find yourself at the end of this book, I want you to feel seen, heard, and lovingly guided by someone who is not only empathetic to your situation but has also walked this bumpy and bizarre road before. Trust me, I’ve been there. And by “there,” I mean that jarring, disorienting moment when your life is flipped upside down by a diagnosis and suddenly, everything—from should I just shave my head now to did I do something to cause this illness—is up 2for existential reevaluation. Because even in the post-diagnosis spirals when we question everything—and there will be plenty—I need you to know this: You are not alone.

Here’s the thing: I want to have the conversations with you that I so desperately needed over two decades ago when I was handed a life-altering diagnosis. Back then, I was woefully unprepared. There was no such thing as social media or even blogs full of information. In fact, there was only one book in the local library on the specific autoimmune disease I was diagnosed with and reading it was like trying to understand an Ikea manual. I gave up after page three. Sure, my doctors gave me the clinical rundown but no one prepared me for how illness could, and would, infiltrate every nook and cranny of my life. No one told me it would shape-shift every relationship I have, alter my career plans, interfere with intimacy, or challenge the faith I have in my own body. In myself.

On LupusChick, the online community I’ve built since that time, I’ve often compared chronic illness to water—how it somehow seeps into every crack, every crevice of life, subtle and unrelenting no matter how hard you try to prevent it from happening. You can jam your metaphorical finger into the dam but somehow water still seems to find a way in—and chronic illness really isn’t much different. At first, you may trick yourself into believing you can compartmentalize it, box it up neatly with a bow between flare-ups or appointments. Swallow the pills and not give it a second thought. But that illusion is going to crumble really fast. And when that denial phase passes, you’ll think, Okay, I am living with (insert diagnosis), so now what? And that’s where I come in. Well, really where this book comes in. To show you how to curate a life of meaning, joy, and purpose even when challenged by illness.
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Because the truth is, chronic illness isn’t going to be a single chapter in your story. It’s the plot twist that redefines the entire narrative that is your life. And its reach? Well, it’s vast and it’s uninvited and the side effects and fallout from a chronic illness can influence everything—from your love life, finances, fertility, and sex life to your diet, career, emotional well-being, the ability to care for loved ones, and perhaps, most painfully, your sense of self. All of this can seem daunting, because it is. So here is what I want you to hold on to from this moment forward: Thriving is not only possible, it’s within your reach.

I am living proof.

Even right now, even with a diagnosis, you are still capable of living a life filled with purpose, joy, and dignity. Even on your hardest day, when your joints are aching and you can barely lift your head off the pillow. On the days when your entire being feels like it’s being held together by a band-aid and some dry shampoo. Even though things can feel so uncertain when a diagnosis gets thrown into the mix, have faith in these words: joy, hope, purpose, healing, and so much more can still be present here, amidst illness.

You are the reason this book even exists. So, if you’re holding it in your hands right now, chances are you’re navigating one of the hardest seasons of your life. Maybe you’re in the middle of that maddening, limbo-like pre-diagnosis period, where every symptom feels like a riddle no one can solve. You know something isn’t right, you know down to the core of your soul that your body feels off, but no doctor has been able to name what ails you. Or perhaps you’ve just been handed a diagnosis and now you’re staring at the words on your medical chart like they’re a foreign language, wondering what they mean not only in this very moment but for your future. Or maybe it’s been some time since your diagnosis but you realize ignoring it 4doesn’t work and you are ready to start living again, better yet—thriving—despite it all. Whatever season you find yourself in, just know I am along for the ride.

I’ve sat in those sterile exam rooms—the ones where the only thing colder than the exam table is the air of uncertainty hanging over the situation. I know first-hand the endless cycle of appointments, tests, and waiting for answers, and I’ve walked out of those fifteen-minute doctor visits with more questions than answers, clutching a pamphlet of basic information that didn’t provide much solace. If any of this sounds familiar, congratulations, you’re in the right place.

There’s no judgment here, no medical jargon to decipher, just real talk about the things doctors don’t always have the time or lived experience to tell you during your fifteen-minute appointment. Let me be clear: This book isn’t about bashing doctors. Some of my doctors have been nothing short of superheroes. Others, well, let’s just say they weren’t my cup of tea. To be honest, I probably wasn’t theirs either. I’m spunky, curious, and question everything (good traits to have for my journalism career). But what I have found is that most doctors are trying their absolute best within the constraints of the deeply flawed, overburdened system they work in. And even at their best, the truth is they cannot prepare you for the day-to-day realities and challenges of living well with a chronic illness.

Textbook treatments plus protocols do not equal or compare to lived experience. Our challenged medical system can’t teach you how to navigate the emotional rollercoaster, the career pivots, the relationship challenges, or the countless little adjustments you’ll need to make to thrive. They can’t tell you how to sit with uncertainty. Or how to manage your body when it feels like a battlefield, or what dating will be like when your meds make you bloat like a blowfish. None 5of this is taught in medical school. It only comes from experiencing it yourself and gaining insights from others who have walked this road before you. And that’s me, right here.

Some days my Instagram can fool people; I look like I have it “all” together, but the reality is that many days I feel like I just rolled out of a dumpster and I am trying my very best. Over the years, I’ve stumbled, scraped, laughed, cried, and raged my way through illness. I’ve had to learn how to craft a new career, keep my marriage, dog, and family (and plants!) alive, all while recognizing I still have worth despite being “sick.” I’ve had weeks where I was too fatigued to stand up, days when I needed a home nurse to shower me because I was so ill, and moments when I’ve cried or screamed in my car outside of the pharmacy because I couldn’t afford my prescriptions.

I’ve had to figure out how to advocate for myself in medical settings, how to balance work and finance with unpredictable health, become a full-time caregiver to an elderly mother, and even just muster up the energy after a treatment day at the hospital to make dinner, all when I could barely roll over in bed. No one prepared me for dealing with the mental toll of a chronic illness or how it would affect my relationships with family and friends. And don’t even get me started on dating, starting a family, or deciding when (or how) to tell my employer about my condition. I honestly didn’t even know if I legally had to tell them. But since my diagnosis day, I’ve discovered tips and tricks that have made life easier, and I’ve also learned what doesn’t work—at least for me. We don’t magically know how to navigate all of these post-diagnosis life pivots just because we suddenly get a name for what is happening to our body. These are the kinds of things you will learn in time through trial and error and from surrounding yourself with others in the trenches, soaking up their knowledge.
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As I’ve sat in the trenches now for more than two decades, here’s the first thing I want you to know: It’s okay if you feel overwhelmed right now. Seriously. I spent more days than I care to count staring up at the ceiling from bed, thinking, How on earth am I supposed to do this? Whether you’re grappling with a new diagnosis or still searching for answers at this very moment, it’s a lot to process—emotionally, physically, and even spiritually.

It’s okay to grieve the life you thought you’d have.

It’s okay to feel angry, scared, or even numb.

All of those emotions are valid and they are part of the journey. It’s okay if you seesaw between emotions because the fact is, when you receive a diagnosis, a grieving process occurs. And no grieving process is linear. It’s not a checklist you try to blow through as fast as possible. In time you may work through the denial and anger phases, and as you feel yourself growing into the acceptance phase of grief, you may get really pissed off again because a symptom kept you from an important event or a flare-up ruined your vacation. This is part of living with an illness, so don’t beat yourself up if you still feel anger, sorrow, or loss in the weeks, months, or even years after a diagnosis. I still see-saw at times through different emotions so many decades later.

But here’s what I’ve learned: We are so much stronger than we think.

Even if you don’t feel that way right now, it’s a fact. You’ve already made it this far and that’s no small feat. Even though your body is struggling and has likely been struggling for some time, it is continuing to fight for you—so I am encouraging you to keep fighting for your body . . . and for your life!

I’m not just here to help you survive.

7
This book is about thriving. It’s about finding ways to adapt and create a life that’s fulfilling, meaningful, and full of joy—even if it looks nothing like you originally planned. It’s about reclaiming your power and learning to advocate for yourself in every area of your life. And most importantly, it’s about knowing you are not navigating this journey solo. There’s a whole community out there that understands exactly what you’re going through and is cheering you on from afar.

In the chapters ahead, prepare to cover a lot of ground. We’ll talk about how to find concrete answers if you’re still in the “What the hell is wrong with me?” phase. We’ll dive into what comes after the diagnosis, from career changes to relationships, sex, and finances—all through the lens of chronic illness. And we’ll tackle other big issues, such as mental health, self-advocacy, finding hope when everything feels uncertain, and even falling back in love with your body.

We are even going to tackle the random questions you might feel too embarrassed to ask, like:

“Why do I literally feel like I’m dying three days before my period?”

“Do I legally have to tell my boss I have a health issue?”

“How do I handle that one family member who thinks I’m faking it?”

“How do I tell my partner I’m too tired/in too much pain for sex?”

“Is it time for me to get myself a shower chair?” (Honestly, these gadgets will save you an enormous amount of energy, so the answer is always YES to the shower chair!)

“What in the world is a functional medicine practitioner and why should I consider one?

8
Yep, we’re going there. Real life, all up in this book. Raw and unfiltered (you can thank my loud, no-filter, and oversharing-prone Italian family for this).

And finally—because nothing says bonding like a healthy dose of vulnerability—I’ve sprinkled bits of my healing journey throughout these pages where I share insights on how I’ve been able to heal in different ways emotionally, physically, and even spiritually. I’ll also share what didn’t work so well or what I felt stalled me in some areas of the healing process.

That being said, recognize that my path won’t be your path: Healing isn’t some magical, one-size-fits-all, straight-line journey. It’s more like a game of pin-the-tail-on-the-donkey—lots of blindfolded trial and error until you stumble on what works for you. Just to be clear, I’m not promising that if you decide to try some of the options I did, you’ll suddenly be cured of your diagnosis.

What I can tell you is this: While I still deal with challenging symptoms of lupus, I’ve seen an undeniable upward trend in my health, strength, and joy over the past twenty years. I’ve gone from barely surviving the day, not knowing how I am going to shower, wipe or feed myself, to actually thriving—to living a life that’s not just about making it through the next twenty-four hours but about finding moments of purpose, laughter, joy and still achieving my dreams.

I know the comeback from a diagnosis is possible because I’ve seen it happen in my own life. I was the girl who was basically sent home from the hospital and told to get my affairs in order, to becoming the woman years later standing on the TED stage sharing with millions that the world needs to start looking at chronic and invisible illness through a different lens.

9
So, consider this book your unofficial guide, packed with hard-earned lessons and “Damn, I wish someone had told me this” moments. Grab your favorite drink (coffee, tea, or hell, a shot of whiskey—that’s my personal fav), and let’s have the kind of honest, empathetic, and sarcastic conversation that can get you through even the hardest days.

Because, let’s face it: Healing is really freaking hard, but it’s a heck of a lot easier with belly laughs, shared wisdom, and a new ride-or-die who actually understands this unscheduled plot twist you currently find yourself in.

I’ve got you, friend.

Marisa

XOXO
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Chapter 2 
The Mystery Years


If you’re reading this, there’s a good chance you’ve felt it—that gnawing, unshakable sense that something in your body just isn’t right. Maybe you’ve been dismissed with a pat on the shoulder and have heard the dreaded sentence, “Your labs look perfectly fine.” Perhaps you have waited months to see a specialist, praying to God or the universe an answer would be granted only to be completely let down, unseen, or worse, gaslit. If this sounds familiar, welcome to what I like to call “The Mystery Years.” It’s a club none of us asked to join, but . . . here we are.

The chronic illness journey often begins long before a name is given to the pain we are experiencing. For me, The Mystery Years began at the age of eight and spanned a staggering fifteen years. No, that’s not a typo, though I wish it were. I often wonder what my life could have been like if only someone had listened. Fifteen years of symptoms that flared and faded like a bad soap opera plotline (I still love you, Telemundo!). Fifteen years of being told I was “too young to be this sick” or that it was all in my head.

Newsflash: It wasn’t. And so, year after year of my single mother being told, “She’s just a delicate child; she has bad allergies, asthma, 12etc.,” the two of us navigated a medical system that often felt like a maze with no way out. We were poor and without health insurance and often—at least that’s how it felt to me—cast aside and treated like a nuisance when we would continue to return because I wasn’t improving.

But here’s the thing: While my journey to a diagnosis was long and lonely, it doesn’t have to be that way for everyone. My symptoms started in the mid-eighties, so comparing that to where we are today, the playing field has leveled up a few notches. Thanks to advances in technology, better awareness, and a growing community of patient advocates, the road to answers doesn’t have to be as excruciatingly slow as it once was. That said, the norm is several years before an accurate diagnosis is made (averaging four to five years for autoimmune diseases, and even longer for rare diseases).1

Why are we still waiting years for a definitive answer? Well, there are several factors at play. These include:


	The fact that many of these conditions mimic one another in terms of symptoms.

	Sometimes our symptoms aren’t outwardly evident by the time we get to a doctor—they often wax and wane.

	Not having the money or insurance to see the right specialist and/or at the right time.

	And in too many cases, we are just flat-out not being taken seriously when we do go to a doctor or hospital.



So, how do you survive The Mystery Years? How do you keep pushing forward when you are physically and mentally spent and ready to throw in the towel? Most importantly, how do you advocate for 13yourself in a broken medical system that often requires you to be your own detective, lawyer, researcher, public speaker, and cheerleader simultaneously? That’s what this chapter is all about.

That Rocky Road to Diagnosis (I much prefer the ice cream)

Living in diagnostic limbo is like wandering through a dense fog. You know your body better than anyone else and you know when something is off. Yet, the lack of validation from our medical system can make you question everything. I knew something was off at that tender age of eight; I wasn’t like my peers. I was pale and yellow-tinged most days, black rings under my eyes, covered in rashes, constantly battling a low-grade fever, and exhibiting clear signs of lupus, including sun sensitivity, body and joint pain, horrific fatigue, and mouth and scalp sores, and still this wasn’t obvious? And let me tell you, the outwardly visible symptoms at that age did not exactly get me VIP admission into the “cool” crowd at school. I was often called “the leper” and “skeletor,” if that tells you anything. Leper was quite unoriginal now that I think about it, but skeletor honestly had a unique ring to it. He-Man was hot Saturday morning material on TV during that time.

If you know anything about lupus, you know the symptoms I was experiencing; the classic symptoms that fall under the criteria rheumatologists use to diagnose the illness. And yet, during countless hospital visits and dozens upon dozens of doctor appointments where I pleaded for someone to “help me,” I was never tested once for the disease. In fact, it was never even mentioned. Again, this was the mid-1980s, when we had nowhere near the technology or awareness of lupus that we do now, but doctors knew it existed. It’s not like I was patient zero. In fact, cases go back to 400 BC. That’s 14right. Hippocrates suffered from the specific symptoms of a concerning skin disease that is now believed to have been the cutaneous (skin specific) form of lupus.2 So, it certainly wasn’t an unknown illness to the medical community. There had been plenty of people diagnosed with it by the 1980s. My guess is, I was way too young for any of them to think autoimmune disease could be the actual problem. While it typically strikes in childbearing years, children are also diagnosed with lupus. My point is that someone should have taken me seriously and dug deeper . . . but who knows, then this book might not exist to help you.

I felt like a human question mark for years, bouncing from one specialist to another, clutching my ever-growing stack of medical records in my Care Bear Trapper Keeper. That’s how we rolled back then. Each visit brought a spark of hope at first—and often, heartbreak as I walked out of another door with no answers.

The reality is that chronic illnesses, autoimmune diseases, and most recently, long-haul COVID coming into the mix, don’t come with neon signs pointing to an immediate diagnosis. Instead, they offer a grab bag of symptoms that overlap with countless other conditions. Fatigue, joint pain, brain fog, rashes—these can all potentially be symptoms of lupus, Lyme disease, fibromyalgia, COVID, or even just a particularly high-stress season of life. Add in stomach issues, and you can start questioning if it might be IBS, IBD, Crohn’s, colitis, or a variety of other diseases. This is why it’s crucial to become your own best advocate to get others to listen. And this “advocacy” requires some responsibilities and effort on your part. But don’t worry—I am going to teach you to be an expert advocate by the time you finish this book.
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The Elephant in the Room: The Heartbreak of Being Overlooked

Before we wrap up this chapter, I want to talk about something I know is absolutely heartbreaking during The Mystery Years. You might be feeling this right now as you endlessly hunt for answers—the weight of feeling invisible. I know how experiencing this can make you feel like you just don’t want to go any further some days.

Let’s not sugarcoat it: Being dismissed is soul-crushing. We are creatures who feel and crave connection, and we all want to be seen. Whether it is from a specialist you’ve just waited months to see or your best friend or your spouse, the mental and physical effects of feeling unseen are real; the frustration, self-doubt, and isolation can feel unbearable.

But here’s the thing: You’re not crazy, you’re not exaggerating, these symptoms are not in “your head,” and you’re definitely not alone. You know your body best and if you know that you know something isn’t right deep down, I believe you, even if your Aunt Karen doesn’t. And we will get you to the other side of this.

So, what can you do for your physical and mental health during these Mystery Years and those moments where you feel like you are going in circles with no answers:

Get Those Feelings Out: Emotions must be reckoned with because if you bottle them up, guess what? They are going to express themselves one way or another, and the last thing you want or need are more symptoms. Write down those epic nope-fest feelings you’re experiencing—physically, emotionally, and mentally. Putting your thoughts on paper can be a powerful way to process them. Sometimes my friends and I plan a girls’ night, pour our rage and sorrow out via pen and 16paper, and then sit outside around a fire with some tea and burn them over a small firepit as a way of releasing the things that we are deeply struggling with. Some read them aloud before burning and there are many tears among the group, and others keep the words to themselves, letting it end on the page.

If you are more vocal and not a fan of fire, maybe belt it out in a song that has lyrics that speak to you in this moment, or talk about your experiences on video. You don’t ever need to post it unless you want to, but sometimes just speaking things out and naming your frustrations can be so healing. If video isn’t your jam, consider a creative outlet like verbalizing it through a poetry slam or pouring it out through painting on a canvas (my personal go-to).

Therapy is a Beautiful Thing: I am likely the most pro-therapy human you will ever meet. Why? Because we don’t have all the answers and sometimes a neutral party with a different perspective can be life-giving, especially when you are dealing with illness. The Mystery Years can often last a solid season in someone’s life and you shouldn’t have to navigate these struggles alone. A mental health professional can provide coping strategies and a safe space to speak your truth. If in-person therapy isn’t accessible, consider online or app-based therapy sessions.

Also, as I tell people in the LupusChick.com community all the time, if you live near a major university or college that has a graduate psychology department, these graduate students must complete a specific number of hours of counseling to graduate. It helps them finish their degree and also helps you with low-cost or no-cost therapy. This is an ideal option for those on a fixed income. Reach out to your local university to learn more.
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Lean on Your Support Network: Reach out to people who “get it.” Major sidenote here: sometimes these “people” will not be your partner or family members, which can be heartbreaking but is a reality. Find the people you are safe to speak openly with, even if it’s a fellow patient you befriended at a support group, in a Reddit thread, or an IG comment section. Even if they don’t fully understand your symptoms or situation or are dealing with a different illness, having emotional support can make a world of difference during these Mystery Years.

Perform an Act of Kindness for Yourself: Whether it’s taking a walk, soaking in a warm bath, or binge-watching your favorite show, find small ways to care for yourself every day. The physical pain, the pressure to find answers, the frustration of not knowing what you are suffering from can eat away most of our time each day during The Mystery Years. So, what is something kind you can do for yourself that takes your mind off illness for a brief moment? Personally, I binged Frasier so many times during my bedridden years, I can still recite many episodes word-for-word. It made me laugh, and my goodness, did my soul desperately need laughter in that season.

I would also indulge in a nice bubble bath where I would self-soothe with circular massages on my chest while focusing on positive self-talk, verbalizing over and over again, “I am safe, I am going to find the answers, and I am going to continue to persevere and get to the bottom of what is happening in my body.” I’ll be honest, I one-thousand percent did not necessarily believe this pep-talk at the time and sometimes it was hard to even get the words out of my mouth, but I kept speaking it forth. I believe it saved me from spiraling into the darkness on numerous occasions.
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Cling to Your Small Wins: Focus on something you can control. I think this is especially important in this season because when we feel like we don’t even have control of our very own body . . . well, we basically feel like we have control over nothing.

For this example, I mean focusing specifically on a task or to-do list item that is within reach. Something that is small and achievable. This could be as simple as scheduling your next appointment or finding an easy to prepare healthy recipe online. It could be Instacarting your family’s weekly grocery list because you simply cannot fathom walking for an hour in the grocery store or paying a bill online. It might be washing your hair or going through mail. These may seem so simple, but in pre-diagnosis time, these tasks often took up most of my very limited energy. During my worst seasons, health wise, “bath and hair wash day” was like a celebrated holiday; it took all of my energy, I needed a nurse to help me accomplish it and I would sleep for the remainder of the day, but I felt refreshed and accomplished afterward. Something like showering—so simple for people who are healthy—felt like an Iron Man competition to me, and you are damn-skippy I marked that “small win” down somewhere!
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