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PREFACE

I was diagnosed with ulcerative colitis in early 2009 after a long, nearly fatal process of testing and trials. First, my illness was called a stomach bug. Then it was called a virus. But eventually, by the time I’d lost so much blood I had to have transfusions, I finally got my diagnosis: inflammatory bowel disease (IBD). Specifically, ulcerative colitis.

The next few years were hard. I lost my career, changed countries, and coped with complications not only from the disease, but from the treatments. 

In 2011, I finally became so ill I had my entire colon removed and was left with an ileostomy. The next few months were a revelation.   I hadn’t realized just how sick I had been until I no longer had a colon. The ostomy itself of course brought a host of other issues (hence why there also a book for that), but for the first time in years, I stared feeling well. That ostomy saved my life, and I was grateful for it. 

The next year I had my ostomy removed and an internal ‘j-pouch’ created (and yep, there’s a book for that too). The recovery from that was long. Much longer than it was with the ostomy. But nearly a year later, I was almost completely med-free, pain-free, and my body had adjusted well to my new pouch. A semblance of normal had finally been achieved. 

Little did I know then that I had not in fact come out the other side. My sweet victory—no flares, no pain, no mind-numbing medications—was short-lived. 

I had been told candidly by my surgeon that I would never conceive. The damage to my insides was simply too great. It was a blow. Although we’d not yet tried to conceive and were waiting for a happy accident, having even the choice taken away was yet another proverbial kick to the guts.

But, in 2014, thanks to a pitcher of margaritas and a cheap hotel room, a miracle happened. Our little boy was delivered by C-section in early 2015. It felt, and still does, like he was my reward for everything I’d gone through.

However, my adorable little bundle also happened to be a catalyst for something much less miraculous. 

A little known aspect of Crohn’s disease is that is can be caused by trauma. I’d heard of this before. A girl I’d attended university with had developed Crohn’s disease as a trauma response to a car accident. An incredibly interesting, but irrelevant, footnote to me at the time. 

That is, until I hauled around 7 ½ lbs of person inside my poor, beleaguered body for nearly ten months and it happened to me. 

My symptoms slowly, but surely, returned. After months of testing and hospital appointments I again got my diagnosis: Crohn’s disease.

I couldn’t believe it. How was that even possible? How do you get both ulcerative colitis AND Crohn’s? Had they made a mistake with my initial diagnosis? I’d already had my entire colon out for goodness sake!

But it was true. And so was my first diagnosis. There is currently two lines of thought on this phenomena. The first is that I am just very unlucky. The second is—and this is early-stage stuff—that ulcerative colitis and Crohn’s may be the same disease, but one that presents on a spectrum. I do not have the answer, and honestly? It doesn’t matter. This is not that kind of book.

And just when I thought I was out…

I was diagnosed with anklyosing spondylitis a couple of years later. 

Even as I sit writing this now, I’m  just going in to month five of bed rest due to osteonecrosis. The bones in my legs are dying. Why? Surely not the Crohn’s, right?

Technically, no. BUT it is due to the medications I’ve had to take over the years. A gift that just keeps on giving.

One of my early reviews on the first edition of this book was from a person who had just been diagnosed. They felt that my situation was an extreme example, and chastised me for what they felt was a lack of empathy, for myself and others. They felt that I was not leaving enough space to grieve, for not allowing people to feel sorry for themselves. 

She wasn’t wrong. 

But she wasn’t right either. 

I’ve thought about her over the years, wondered how she’s been and the course her illness took. I wonder if she understands now what I was trying, albeit in a clumsy way, to say.

Would I have written the book with a less flippant tone? Would I have put a greater emphasis on just how badly we’ve been screwed over by the universe and how unfair it is, had I known what was coming?

Honestly? 

No. I wouldn’t.

Don’t get me wrong; sometimes I hate the person who wrote those books. That perky b*tch and her “It can always get worse” bullshit…I’d happily punch her in the face. 

But she is necessary. 

Much of this book deals with coping with the physical side of ulcerative colitis and Crohn’s, and that’s already a lot. But the most difficult aspect of IBD isn’t the physical parts. The mental and emotional toll is much greater, and much harder to overcome. Getting out of bed everyday is a choice, and one that is very hard to make sometimes. But it must be made, because the downward slope is very slippery and seductive. But more on that later.

I hope this book makes you laugh, and I hope you find it practical. Most of all, I hope it helps you realize that even though your illness may be invisible at times, you most definitely are not. 

 

AW Cross, 2026

 

 

 

 

 

 



 




INTRODUCTION

 

 “You don’t look sick.” 

How many times have you heard these words? Or, “It’s just a stomach bug.” Or perhaps even, “Have you tried thinking more positively?”

If your experience is anything like mine, you’ve probably heard all of these and more. In fact, the sicker you get, the louder and more insistent those voices will become. 

Hell, you might even be saying them to yourself as you descend in the blood-and-tears abyss that is ulcerative colitis and Crohn’s disease. 

“It can always get worse,” you’ll be told, even as your organs are removed.  “It can’t be that bad,” people will tsk, as you linger for years in a cyclical nightmare of pain, diarrhea, and hope, no savior other than medications whose side effects are almost as bad as the disease itself. 

There is no cure, and removing organs—or not—has consequences that last the rest of your life. 

Would it be easier to just give up? 

Of course it would.

But that’s not why we’re here. 

Because although UC and Crohn’s cannot be cured, they can be survived and survived with (some) dignity and even style.

That is why this book series was written: to help you to not only live with your condition but thrive. And it’s possible. I know, because I’ve done it.  If you’re here to wallow in self-pity or make your illness your entire personality, these books are not for you.  If you think you can still be sexy as hell while rocking a diaper…I can work with that. 

The symptoms, diagnosis, and treatment of IBD is not covered in depth here—there are sufficient other resources for that, and I am not a doctor. This book is about what comes after. 

This is your battle plan. 

Whether it’s coping with the physical and emotional toll, building a survival kit or dealing with other people’s ignorance, I’ve got you covered. 

All of the knowledge provided here has been hard-won by my and other’s personal experience. Know that struggling is not failing, and that you will struggle. We all do. This book will not save you. 

But the wisdom provided in it may just help you keep your head above the water.
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YOU DON’T LOOK SICK

 

 

 

THE DARK CLOUD

 

Unless you are an inhumanly positive person (I myself have been accused of this numerous times), you’ve probably noticed that ulcerative colitis (UC) and Crohn’s disease have some downsides, especially during a flare. The physical anarchy and emotional mayhem are devastating, and it can feel like there’s no end in sight. 

FLARES

Near-constant diarrhea, gut-clenching abdominal pain, and alabaster-brow-inducing blood loss.

 

THE NEED FOR CORTICOSTEROIDS

Crazy pills that make you more erratic than the cat lady down the street. Angry? Happy? Sad? Confused? Tired? Giddy? And then you’ll be hungry. Reaaaaaallllllly hungry. But everything tastes like salt. 

 

Except salt, which now tastes like bananas.

 

FATIGUE

You will feel like your days have thirty-two hours now, unless you’re actually feeling great. Then you seem to get only three.

 

GOODBYE BUTT SKIN

No, you didn’t accidentally wipe yourself with steel wool, but thanks to repeated wiping, your skin will scrape off just the same.

 

DEHYDRATION

For every pint of water you drink, three will come out. Dehydration isn’t a huge issue when you are in remission, but since water is absorbed in your colon, during a flare your absorption will be limited. And if you’ve had your colon removed, you’ll have to drink even more. In fact, some of the satellite symptoms of UC and Crohn’s, such as headache, dizziness, and nausea, can be caused or made worse by dehydration. Ask me how I know.

 

SATTELITE SYMPTOMS

Satellite symptoms occur outside of your digestive tract and are the lesser, annoying symptoms you get both as a privilege of having IBD and from the medications you’ll have to take. These symptoms can include skin issues such as tags and sores, eye inflammation, joint swelling, pain, and stiffness, mouth sores, anemia, weight and appetite loss or gain, nausea, and vomiting. And for my female Crohnies, you can unfortunately also experience vaginal Crohn’s. Again, ask me how I know. 

 

MEDICATIONS

Something that is almost as bad the IBD itself are the medications you will have to take. And you will. You will see arguments online about the validity of these medications. Some people will cry ‘Big Pharma,’ some will say you can use natural remedies…I will be very blunt. If you have active Crohn’s disease or UC and do not take the prescribed medication, there’s a very good (if not 100%) chance you’ll die. Simple as. And I have three science degrees that support this, not just personal experience. Shut up and take your medicine. And don’t come off it just because you’re in remission because guess what will happen then?

I’ll go into more detail on IBD-specific medications, such as biologics in a later chapter. For now, just know that those medications can (can, not will, unless you’re unfortunate, then it’s a matter of when) cause a variety of unpleasant side effects including nausea, headaches, dizziness, skin issues, joint issues, and mental health issues. Then you get to take medication to manage the side effects of your medications. It’s as exhausting as it sounds.  

 

NO CURE

At the time of writing, there is no cure for IBD. Having your colon removed with UC does of course remove the major symptoms—pain, cramping etc, but it is not a cure. What it does is simply remove a large part of the battlefield. It is a form of remission that, if you’re lucky, will last the rest of your life. If you’re not, or the surgeons have left behind a rectal cuff, your disease can become active again. 

 

THE CURSE OF THREE

I don’t know if this has even been specifically tested, but anecdotally, it seems that autoimmune diseases come in threes. Some, such as ankylosing spondylitis for example, seem to have a higher occurrence in people with IBD.

 

 

THE SILVER LINING

 

But just like the villain in any great epic, even IBD can be the hero of its own story:

 

GOODBYE CONSTIPATION

Well, for most of us. Inexplicably, sometimes people with ulcerative colitis still get constipated, especially when they are in remission. In general, though, you'll never have to strain again! Just be careful when you cough.

 

GET OUT OF JAIL FREE

Especially if you’re an introvert, this is a godsend. Picture it: anytime you have to go somewhere, and you really don’t want to? Now you have the perfect excuse to cancel. The key here is to keep it dramatic yet classy. Put less emphasis on the diarrhea aspect (not sexy) and more on the internal bleeding (which can sound both devastating yet romantic in a Victorian sort of way). Smile bravely. 

It’s a win-win. You don’t have to go to your mate’s Tupperware party, and she can't say a thing about it without looking like a stone-cold bitch. It is important to use this sparingly, however. If you’re a no-show too many times, eventually you’ll stop getting invited (to the stuff you actually want to go to). 

 

LEGAL, MEDICAL-GRADE DRUGS

You can now take the magical trip you were always too scared/uptight/broke to take. If you have to take drugs anyway, you may as well relax and enjoy it. Responsibly. 

 

SPECIAL BATHROOM ACCESS

Get the key, get the card, get the app, whatever. And use it. Waiting in line is for suckers. 

 

COMFORTABLE ABSENCE OF SELF-CONSCIOUSNESS

There is something wonderfully freeing about having such an unsexy disease. Kind of like after you have a baby or turn forty. Have you ever wanted to stroll leisurely through the changing room at the pool in all your naked glory, but were too shy?

Not anymore. The sheer indignity you will be exposed to throughout the course of your illness will strip you of bodily shame. At first, you’ll likely feel nothing but humiliation as your body betrays you, but give it some time, and before you know it, you’ll be feeling the wind
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