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    Dedicated to my husband, children, and family—your unwavering support has been my strength. And to all those who live with Idiopathic Intracranial Hypertension, or love someone who does: you are not alone, you are loved, and this book is for you.
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Author's Foreword
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The brain is an incredible, complex organ—essential to almost every aspect of human function. It allows us to think, breathe, regulate our body's temperature, see, walk, and so much more. But what happens when a disease affects the brain? How do essential bodily functions change? And how does a person adapt to the new challenges that arise?

There are countless conditions that impact the brain, each affecting daily life in profound ways. While some can be cured, others can only be managed. One such condition is Idiopathic Intracranial Hypertension (IIH)—a disorder that changes not just how a person feels, but how they navigate the world.

I write this book not as a medical expert, but as someone who has lived through the realities of IIH. My journey with IIH was further shaped by the COVID-19 pandemic, a time of overwhelming uncertainty and isolation. The challenges of managing a chronic illness during a global crisis added layers of difficulty—but also resilience. If nothing else, I want those living with IIH to know you are not alone.

Throughout these pages, I will share my personal experiences—what IIH means for daily life, how it impacts the body, and the many adjustments it demands. I hope that those reading will gain greater understanding, not only for themselves but for others.
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Prologue
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Life has a way of leading us down unexpected paths. If someone had told me years ago that I would be navigating the complexities of a rare neurological condition, I would have never believed them. Yet here I am, living with Idiopathic Intracranial Hypertension (IIH)—a condition that has reshaped my perspective, my priorities, and my understanding of resilience.

My name is Stephanie, and I currently live in North Carolina with my husband of 18 years and our three teenage children—twin daughters and a son. Life in our household is anything but dull, especially now that two of my kids are behind the wheel and the third is not far behind. Amid the chaos, my family remains my anchor, providing unwavering support as I navigate the challenges that come with IIH.

Interestingly, my background is in Cellular/Molecular Biology, a field I studied passionately, though I never pursued a direct career in science. Instead, I found my calling as a legal secretary, specializing in workers’ compensation, personal injury, and medical malpractice—a role that required extensive knowledge of medical records and complex diagnoses. Little did I know that this experience would become invaluable in my personal life, equipping me with the skills to advocate for myself when faced with my own medical journey.

IIH is not a condition you hear about often. Unlike epilepsy, Parkinson’s Disease, Alzheimer’s, or Multiple Sclerosis, it remains largely unknown to the public. Yet, for those living with it, the reality is profound—marked by relentless migraines, vision changes, and the uncertainty that comes with managing a rare disorder for which there is no cure.

But my story didn’t begin with my IIH diagnosis—it started long before then. From early childhood, I faced medical challenges, including significant hearing loss that required multiple surgeries. By the age of two, I was also wearing glasses, a routine I embraced because my mother instilled in me the importance of taking care of the one set of eyes I had. Her words stayed with me, becoming even more meaningful when I began my battle with IIH.

Throughout my twenties, I struggled with chronic migraines, misinterpreting them for years as sinus headaches. It wasn’t until a doctor recognized them as migraines that I began to understand the depth of what I was dealing with. Managing them required trial and error with medications, including Topiramate (Topomax), which helped until it no longer did—forcing me to seek new solutions.

Then came 2020—the year the world changed. As my family was settling into our new home in a new city, my own health began to take a dramatic turn. A routine ophthalmology visit in late July revealed swollen optic nerves, leading to suspicions of IIH. A few days later, a neurologist confirmed the need for further testing. An MRI and a lumbar puncture provided definitive proof—IIH was the diagnosis.

With an opening CSF pressure of 380mm/H2O, my neurosurgeon made it clear: this was not something I could ignore. Immediate treatment with Diamox (Acetazolamide) followed, along with regular monitoring of my optic nerves and frequent blood work to prevent complications.

What I have learned through this journey is that navigating the medical maze of a rare disease is not easy. But I also know I am not alone. There are others facing the same battles, searching for understanding, support, and validation. If my story can help even one person realize that their struggles are recognized—that there is hope—I will share it with pride.

This is just the beginning.
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Chapter 1: Hidden in Plain Sight: The Signs I Didn’t See
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When is a migraine, not just a migraine but something else going on inside your body? That is the question I was faced with.

For years, I was told that these were simply trigger point migraines, a diagnosis that seemed to fit. The aching knots in my neck, the relentless pressure headaches—everything pointed to tension and stress manifesting in familiar ways. I accepted it as part of my reality, adjusting my treatments, accordingly, never questioning whether something more was lurking beneath the surface.

But the headaches weren't always confined to my temples. Sometimes, an overwhelming pressure would settle at the base of my skull, like a vise slowly tightening. Other times, the muscle aches in my neck would creep in—subtle at first, then growing into a relentless stiffness that no amount of stretching could relieve. It wasn’t just the migraines anymore. Something was shifting, and I didn’t realize it yet.

My doctors and I worked together to ensure my migraines were under control, tweaking medications when needed. For years, this system worked. Until it didn’t.

A Lifetime of Eye Care

On top of managing migraines, I had always been diligent about my vision health. I had been wearing glasses since the age of two, and my mother had instilled in me the importance of protecting the one set of eyes I had.

Yearly check-ups were second nature—photographing the inside of my eyes, monitoring prescription changes, and ensuring everything looked healthy. I knew when my vision was changing and I needed adjustments. It was a rhythm I had followed for most of my life.

So, when I started noticing blurred vision and difficulty focusing, I assumed it was time for a new prescription. Nothing more, nothing less.

The Perfect Storm

Looking back, I wonder—was I unknowingly treating IIH for years without realizing it?

The medications I relied on to keep my migraines in check—specifically Topiramate, commonly known as Topamax—were also prescribed to manage a range of other conditions, including IIH. Was I managing something far bigger than I ever knew?

Then, everything shifted at once:

	My migraine medications stopped working.

	My family moved to a new city, requiring me to find new doctors.

	I was seeing both a neurologist and an ophthalmologist for the first time in this new place.


Had the timing been any different, would my diagnosis have been delayed? Would I have simply kept struggling, assuming it was just worsening migraines?  Had my doctors in my old city overlooked the signs, assuming my migraines were simply a lifelong battle?

I had spent years adjusting, adapting, and convincing myself that this was just my reality. I had no idea that reality was about to change.

A Routine Visit That Changed Everything

Here I was, sitting in my new ophthalmologist’s office in the middle of COVID-19, adjusting to life in a new city. It was supposed to be just another routine check-up—a quick prescription update, nothing more.

I had been experiencing some vision issues, but I assumed that my prescription had changed. After all, I had been wearing glasses since I was two years old, and my yearly screenings were second nature. There was
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