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ENTRANCE

My name is Benunte Monteiro. I’m a 49-year-old man, not famous, not a public figure, not someone recognized by status, but a man who decided to write honestly about my illness, my pain, my struggles, and the daily challenges of living with Multiple Sclerosis (MS).

MS is a neurological, chronic autoimmune disease in which the body’s own defense cells attack the central nervous system, damaging the brain and spinal cord. “Multiple Sclerosis is a neurological, chronic, and autoimmune disease... causing damage to the brain and spinal cord.”

This book shares information about the disease, but more importantly, it reveals the steps, choices, and emotional journeys I face every day, with my family, with the public, and at work. MS forced me to walk two long roads: the journey toward an accurate diagnosis, and the journey toward acceptance. Both required changes in my personal and professional life.

I want to show that MS is not a declaration of incapacity. It is a challenge, one that affects my family as much as it affects me. The diagnosis brought psychological and emotional impact, including a period of depression as I adjusted to a radically different life. My family felt that impact too. Acceptance required immediate changes to avoid irreversible damage, but it also required building a supportive environment and a healthy mental state.

I will write about being a husband and a father, about raising a son with Down syndrome and a young daughter, and about wanting my children to see me simply as their dad, not as “a dad with MS.” I want to give readers reasons to smile despite their struggles, and to show that even with illness, life still holds purpose.
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This book is not an apology. It is an invitation, to understand, to reflect, and to see what chronic illness looks like from the inside.

Structured around common misconceptions, laziness, weakness, unreliability, this memoir takes readers into the daily realities of a disease that does not announce itself. “Living with this disease means carrying limits that don’t announce themselves.”

The narrative follows my life after diagnosis, exploring not only physical symptoms but the psychological toll of being misunderstood by family, friends, and society. Each chapter pairs an external moment of judgment with an internal reckoning: learning to ration energy, navigating shame, and transforming anger into clarity.

This is not a story of recovery. It is a story of adaptation. It examines how love can unintentionally wound, how productivity becomes a moral weapon, and how dignity is reclaimed by rejecting false narratives.

I wrote this for the people who love me but still don’t fully understand, and for a society that makes quick judgments about lives it never pauses to examine. This is not a request for sympathy. It is a correction.

Read it slowly. Read it honestly. And if you recognize yourself in these pages, stay.

Chapter Outline,  Built Around Misconceptions
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Chapter 1: “The Word That Stuck”
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Being judged and called lazy directly or indirectly, and how a single word reshaped how others saw me, and how I began to see myself.
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Chapter 2: “What You See vs What I Carry”
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Explaining the invisible symptoms, the internal negotiations, and the exhaustion no one witnesses.
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Chapter 3: “Family Means Well”
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How love can turn pressure, advice into judgment, and expectations into quiet harm.
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Chapter 4: “Rest Is Not a Reward”
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Why rest is medical, necessary, and often misunderstood as giving up.
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Chapter 5: “Productivity Is a Privilege”
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How society measures worth, and why those measurements fail people with chronic illnesses.
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Chapter 6: “The Cost of Proving I’m Not Lazy”
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Overexertion, flare-ups, setbacks, and the damage done by constantly trying to appear ‘normal.’
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Chapter 7: “Anger”
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Where it comes from, why it’s justified, and how it became clarity instead of destruction.
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Chapter 8: “Shame”
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How repeated judgment turns inward, and the slow work of undoing it. 
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Chapter 9: “What I Need You to Understand”
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Clear, direct education for family, friends, and society, without apology.
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Chapter 10: “Living Anyway”
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Not a triumph story,but a truthful one. What living looks like now.
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Finding one’s purpose is a lifelong process of self-discovery, connecting talents, passions, and values to something meaningful in the world. But that search becomes far more complex when you live with a chronic illness like Multiple Sclerosis.

My goal in writing this book is not to ask for sympathy. It is to create understanding rooted in empathy. I want readers to see the daily waves that people with MS face: emotional exhaustion, the quiet resilience, the love that doesn’t clock out, and the unseen battles that repeat every single day. As I wrote, “This disease brings confusion, hope, setbacks and the strength it takes to face and deal with it.”

MS remains a medical mystery. It is an autoimmune disease in which the body mistakenly attacks the myelin sheath, the protective layer around nerves in the brain and spinal cord. I often compare it to an electrical wire with damaged insulation. When the coating frays, the signal weakens, slows, or fails to pass at all. That is what happens inside my body. Some days the messages travel correctly; other days they don’t. And when they don’t, the result is fatigue, imbalance, pain, or cognitive fog.

Most people don’t understand the symptoms or the progression of MS. Many still don’t know what it truly is. That lack of awareness is dangerous because it leads to judgment. When I began walking more slowly or stumbling, people, including family, assumed it was laziness, not illness. “Walking stumbles... tend to think it's laziness and not a disease.”

Living with MS means having needs that differ from most people my age. It also means facing myths and misconceptions that make the diagnosis scarier than it needs to be. Life is unpredictable, and illness can rewrite your story without warning. But every human being carries a strength they often don’t realize they have until life demands it.

The emotional impact of a chronic illness is profound. Fear, sadness, worry, and helplessness arrive quickly. The diagnosis disrupts not only my life but my family’s. Depression, anxiety, denial, and trauma can follow. How deeply these emotions take root depends on personality, behavior, and the support system around you.

MS forced me to change my habits, my expectations, and my plans. It required me to adapt to new demands and to face limitations I never imagined. It brought moments of crisis and moments of clarity. It pushed me to redefine my priorities and to find a new balance in a life that no longer looked like the one I had planned.

MS is often called “the disease of a thousand faces” because no two people experience it the same way. In my case, motor difficulties became part of daily life, like spending several minutes trying to button a shirt, something I once did without thinking. “I have motor difficulties... which is something that, before having the disease, I had no idea was possible.”

I once had a life project, a vision










































































































	Immunology - study of the body's immune system; The disease of Multiple Sclerosis results from an abnormal immune response that causes inflammation and damage to the central nervous system. Many cells can trigger this abnormal immune response. Two important of these are T cells and B cells (pfeizer.com). 

	Epidemiology - study of disease patterns in large groups of people; the researchers noticed that Multiple Sclerosis occurs more frequently in areas far from the Equator. They also noted that people born in an area with a high risk of Multiple Sclerosis who migrate to a region or country with a lower risk before the age of 15 years become at risk for their new region. These data suggest that exposure to some environmental agent before puberty may predispose a person to develop the disease (pfeizer.com). According to my neurologist, having low levels of vitamin D in my blood for a prolonged period will be a risk factor for developing Multiple Sclerosis. Vitamin D contributes to immune function and may protect against autoimmune diseases.

	Genetics - to identify changes in the genes of people who develop Multiple Sclerosis; people with first-degree relatives (parents, siblings, and children) with Multiple Sclerosis are more likely to receive the diagnosis. The risk is especially high for someone who has a twin with Multiple Sclerosis - in that case, the chances of also having the disease are 25%. But new research is being carried out to better understand the role of the genetic factor in the development of the disease (pfeizer.com).

	Infectious agents - such as viruses. Per Pfizer, a variety of infectious agents may be associated with the development of Multiple Sclerosis, with emphasis on two types of viruses, as research has indicated that previous infection with them increases the risk of Multiple Sclerosis. They are:


	Human endogenous retrovirus.

	Epstein-Barr virus, which causes mononucleosis.
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