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Page Three

A VIEW OF WHO'S WHO

In this feature, we introduce families who have children with Prader-Willi syndrome,
professionals who are working to help them, or others who are involved in some way. This issue
features a letter from Mary L. Gidge of Yakima, Washington, concerning her son, Scott.

Scott was born January 7, 1960, after a normal pregnancy. He was not as active as my
first son (now 17) and a daughter (now 12), both normal and healthy, but other than that, no
difference.

The doctors knew immediately that something was wrong, and I was not allowed to see him
for three days. He was out in an oxygen tent for a week and tube fed for three days. I went
daily and learned to feed him. Still the doctors didn't know what was wrong; only that he was
very weak. He weighed only five pounds and eleven ounces, very thin from the neck down, but had
the face of an angel.

We brought him home after a month. He was fed with preemie nipples, as he didn't have
enough strength to suck from regular nipples. He never cried until he was six months old, so I
set an alarm for his feedings every two hours. He smiled and cooed like any other baby and was
very happy.

He could not hold his head up until he was seven and a half months old. He had un-
descended testes, very small hands and feet, and blond hair that grew straight up. When we
would hold him for any length of time, his legs would turn blue because of poor circulation.

When he was five months old, we took him to the University of Oregon Medical School in
Portland for three days of every test possible. They could only come up with weak muscle tone,
nothing else. We took him later to Children's Orthopedic Hospital in Seattle and heard the
same thing. Apparently at this time no one had heard of Prader-Willi.

He did not learn to walk alone until he was two years, eight months old, but figured
out his own mode of transportation. He would sit on his fanny, put his hands on his ankles,
and scoot! He got everywhere! He used a walker when he was a year old.

He was potty trained at two and a half and completely dressed himself at three.

We treated him as a normal child, since we didn't know what his problem was, and he
responded in kind. He learned to talk at an early age and spoke beautifully until he had his
tonsils out at eight. He now speaks in a nasal tome. I believe this is due to his lack of
muscle tone, and he was afraid or unable to use his voice properly.

He was always a delight, always smiling, and loved everybody.

He began to get heavy after age two, and his doctor put him on diet pills, but they
did not seem to help. When he was two and a half he weighed 32 pounds, when he was four, 50
pounds, and at five and a half he weighed 62 pounds. We took him to a doctor who treated obese
adults with great success. He lost eight pounds, but it was a drop in the bucket compared to
what he needed to lose.

He would go to neighbors, eat whatever was in sight, and was fantastic at sneaking
food--so far our only major problem. He once went to a neighbor's patio--the table set, the
mother inside-—and ate all the cottage cheese salads. The desire to eat was uncontrollable.

He started kindergarten at five and repeated the class two years. He was slow to learn,
but loved school and the children loved him. He was in a regular class, but they seemed to
understand.

When he was eight he was bussed to a special education class. Math made absolutely no
sense to him, but he had a fantastic memory and learned all the answers, but could not reason
why. Two years later he learned to read--what a thrill! We believed he would not--at least not
that early. His printing was perfect; his writing less thdn perfect.

When he was in his twelfth year, I had a call from his doctor who said, "Mary, I think
I've found what is Scott's problem.'" In the Journal of Pediatrics was an article on Prader-Willi
syndrome. There was a picture with this article that looked exactly like Scott. If -1 didn’t
know better, I would have sworn it was my son.

(To be continued in next issue.)
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