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Unseen Light

A Family’s Story of Love, Loss, and Living with Stargardt Disease

When her vibrant young son began to struggle with reading, Puja and her family assumed it was a passing challenge — a normal phase every child faces. But what began as squinting at schoolbooks and slipping grades soon turned into an emotional storm of unanswered questions, countless doctor visits, and a diagnosis that would change their lives forever: Stargardt disease. A rare genetic condition. No known cure. A slow fading of vision... and childhood.

Told through raw emotion, tender memories, and moments of aching honesty, Unseen Light is the true story of one family’s journey through confusion, grief, guilt, and ultimately — resilience.

It is the story of a mother and father learning to accept what they cannot change, while still fighting for what remains. Of a little boy adjusting to a world that no longer looks the same. And of a younger sibling born into a family still healing, still hoping.

This heartfelt memoir is for every parent who has ever felt helpless, every child who has been misunderstood, and every family navigating the invisible weight of a rare condition. With grace and courage, Unseen Light reminds us that even when sight dims... love sees everything.
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A message from the heart — to parents, to children, to you.

Dedication

To my son —

whose strength in the face of darkness became our guiding light. You taught us how to see with love when vision fades.

And to every parent walking silently beside a child’s unseen struggle

—
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MAY YOU ALWAYS FIND courage in the shadows and hope in the smallest joy
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Chapter 1: The Bright Beginning
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The house was filled with laughter and the easy chaos of family life. Sunlight spilled through the windows, catching in the dust motes that danced above the kitchen table.

Rohan, barely five, was the center of it all — his wide smile and endless curiosity lighting up every corner. He loved drawing colorful pictures, chasing butterflies in the garden, and reading his picture books aloud with his mother.

His parents watched him with pride and joy. Life felt full of promise, simple and beautiful.

“Look, Mama!” Rohan shouted, holding up a drawing of a smiling sun and a rainbow. “I made this for you!”

She smiled, hugging him tight. “It’s wonderful, sweetheart.”

School was new, but Rohan thrived. Bright and eager, he soaked up letters and numbers, impressing his teachers.

But as the months passed, small changes began to surface.

One afternoon, Rohan struggled with his reading homework. The letters on the page seemed to blur and swim before his eyes.

“I can’t see the words clearly,” he whispered, frustration creeping into his voice.

His mother leaned closer, squinting at the page herself. “Maybe you’re just tired, beta. Let’s try again tomorrow.”

But the trouble did not fade.

Rohan began avoiding reading, losing interest in his favourite books. Homework became a battle, tears replacing the once- bright spark in his eyes.

Concerned, his parents took him to the doctor. Tests were done, but the cause remained elusive.

“His eyes appear healthy,” the doctor said carefully, “but we will keep monitoring closely.”

Uncertainty settled over the family like a heavy fog.

By the time Rohan turned six, the sparkle in his eyes had dimmed. Schoolwork became harder. His enthusiasm waned.

At night, his mother found herself whispering prayers, clutching her hands tightly.

His father paced silently, restless and worried.

They wondered — had they missed something? Could they have done something differently?

The weight of helplessness pressed down, and guilt crept in. If only we had noticed sooner.

If only we could fix this.

But the answers were nowhere to be found.

And Rohan, their bright boy, was slowly losing the light he once carried so freely.
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Chapter 2: The Unspoken Fear
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The waiting room was cold and quiet, the ticking clock marking each agonizing second. His small hand was warm in mine, but inside, my heart was freezing.

The doctor entered, face serious but gentle. Words spilled out slowly: Stargardt disease. No treatment. Progressive vision loss.

It felt like the world stopped.

I blinked hard, fighting the tears threatening to fall. How do you hear your child’s future is uncertain? How do you swallow a pain so vast it crushes your chest?

My husband’s hand found mine across the chair, tight and trembling. His eyes mirrored my own — disbelief, sorrow, helplessness.

Questions raced in my mind: Did we miss the signs? Could we have done something? Was this our fault?

The doctor spoke of monitoring, low vision aids, the hope for research — but it was a thin thread against the storm inside me.

That night, after tucking Rohan into bed, I sat in the dark, tears quietly falling.

I whispered apologies I couldn’t say aloud.

“I’m sorry, my son. I’m so sorry I can’t protect you.” My husband sat beside me, silent but broken.

We were lost in a sea of fear and guilt, drowning in helplessness.

Yet, beneath the sorrow, a fierce love burned — a promise to fight, to hold him close no matter how dark the road ahead.

That day, while puja cooked in the kitchen and Rohan sat quietly trying to read, Raghu stepped outside and dialed a number he’d copied from an online forum.
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"Hello, I’m looking for a clinical ophthalmologist... yes... for a rare macular condition... Stargardt disease..."
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The answer was familiar: No known treatment. You may try low vision aids. Genetic consultation, maybe...

He thanked them politely. Hung up.

Then leaned against the compound wall and stared at the sky.
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"What kind of father can’t fix what’s breaking his child?"
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His hands trembled, but he walked back inside with a composed face. When Meena looked at him searchingly, he kissed her forehead.
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