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Then the Lord said to him, “Who has made 

man’s mouth? Who makes him mute, or deaf, 

or seeing, or blind? Is it not I, the Lord?”  

   Exodus 4:11

“Before I formed you in the womb I knew you, 

before you were born I set you apart.”  

   Jeremiah 1:5 (NIV)

His name was Rob. He was our firstborn. His life 

changed the course of ours and, with God’s direc-

tion, formed us into the people we have become.

We have cleaned the drool marks from the piano, the tele-

vision, and the floors, but the memory of him cannot be erased 

from our hearts or our minds. The questions his life posed, and 

the answers we found, prevail and compel us to share his story 

with others who are searching for meaning in similar circum-

stances. 
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Rob lived for twenty-nine years, seven months, ten days. 

He was born with a rare chromosome abnormality that caused 

severe physical and mental handicaps. He grew to be about 5 

feet 7 inches and weighed only one hundred pounds. He was 

blind in his right eye and had limited vision in the left. He 

had scoliosis, which caused his spine to curve to the side, and 

kyphosis, which bent it forward. All of his joints were mis-

aligned with the connecting bones. 

He had grand mal seizures. He was prone to upper respi-

ratory infections and pneumonia. Because of a deformity in his 

neck, his neck muscles alone held his head and spine in align-

ment. He could not speak beyond a few sounds. He could not 

feed himself without continual assistance and prompting. We 

jokingly referred to his gait as “stagger and lurch.” He could 

not chew. He drooled.

His smile lit up his face and endeared him to anyone who 

noticed. He loved the Muppets; Grover was his favorite. He had 

a great sense of humor and laughed easily. He cried only twice 

in his life, once when I scolded him over a minor incident and 

once, in church, for no reason I could discern. He loved music 

and always wanted a “dance” partner. He gave tight, bony hugs 

that conveyed his heart to each recipient. He knew both the up-

per and lowercase of the alphabet. He used some sign language 

and some Bliss Symbols, simple figures that disabled people can 

combine and recombine for communication.

Rob loved to smell flowers. He was at peace in church 

and seemed to sense a depth there. Backing up while riding 

in a car seemed silly to him and made him laugh. He could 

be very stubborn if he made up his mind to do something but 

wasn’t allowed to do it. He nodded his head in slow jolts when 

answering a question in the affirmative or quick, short, defiant 

shakes to say no. His right index finger was always extended 

with his thumb tucked between it and the third finger.

He enjoyed drawing circles. He thought whispering was 

funny. He liked order in his surroundings and routine in his day. 

He liked dressing up. He disliked the feel of grass on his feet. He 

often rocked as he sat watching television, nodding rhythmi-

cally. He loved sound effects. He loved playing in water, whether 

in a tub, pan, or pool. He poked soap bubbles with his index 

finger or formed them into designs. He could spell his name. 

He loved spinning in circles.

 He was happy most of the time.

“For I know the plans I have for you,” declares 
the Lord, “plans to prosper you and not to 
harm you, plans to give you hope and a future.”  
   Jeremiah 29:11 (NIV)

For ten years, Rob was our only child. With the excep-

tion of hospital stays, a one-week vacation, and a few overnight 

stays, he lived with us and shared the activities of our lives for 

every day of his. We were twenty when he was born and fifty 

when he died. Our hearts were broken on both days. At first, 

because we weren’t wise enough to recognize the blessing he 

would be for us, so we grieved over the loss of the life we had 

dreamed of, the man we thought he should have become. Later, 

after God had revealed His better plan for us and we saw the 

beauty and goodness of His ways over our dreams, we grieved 

the loss of the life we had come to love and value and cherish. 


