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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.
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