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in a rude world

the best time to put
your baby to bed







won’t have a chance to call me some-
thing meaner.

Mommy always tells us that it's not
nice to stare. She says people don't
mean to—they’re just curious about
why my nose is so big and red. She
says it’s okay to tell kids it hurts my
feelings when they make fun of me.

Dr. B says I'm special. But I don’t
see anything so special about having
a nose that’s bigger and redder than
every other kid’s. I think I'm pretty
much the same as any kid my age. I
play with trucks and trains. I dress
up in my firefighter uniform and
pretend to put out fires. I like when
Daddy pushes me high on the swings
at the park.

Another thing I really love is the
circus. Once, some girls behind us
put on clown noses they’d bought. I
turned around and told them proud-
ly, “I don’t have to buy a clown nose
because my nose is already red!”

When Mommy lies in bed with me
before I fall asleep, we do the same
things every night:

We scrunch up under the covess.

We read a book.

We talk about my day.
We say that everything is going to
be okay with my nose. O
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More From Kenny’s Mom....
Our son Kenny was 15 months old when we finally found out that he had a rare
vascular condition called an arteriovenous malformation. An AVM is a tangle of
abnormally connected arteries and veins. Arteries (which carry blood away from
the heart) and veins (which carry blood back to the heart) are usually connect-
ed by tiny capillaries, which slow down the blood flow. In an AVM, however, no
capillaries link these two types of blood vessels. As a result, the vessels become
dilated with biood—and that makes Kenny's nose look red and bulbous. AVMs
are most commonly found in the spine and brain, where they can cause strokes,
but a small number of children are born with facial AVMs.

AVMs are unpredictable and difficult to treat. To contro! bléeding and prevent
permanent damage to the underlying tissue and bone, it's critical to limit blood
fiow to the AVM. Every four to six months, we take Kenny to have a surgical pro-
cedure called embolization. Dr. Alejandro Berenstein (Kenny calls him Dr. B), di-
rector of endovascular surgery at the Institute for Neurology and Neurosurgery
at Beth [srael Medical Center, in New York City, threads a thin catheter into an
artery in Kenny's groin and advances it to the arteries that supply the AVM. Then
he injects glue or alcohol into the vessels to seal them off, temporarily diverting
blood from the AVM. Dr. B says that Kenny’s case has been particularly chal-
lenging to treat: After an embolization, other arteries from nearby areas in his
nose often start to feed the AVM, causing the vessels to refill.

Although removing most of Kenny’s nose and building an artificial one would
dramatically improve his appearance, he probably won't be able to have this pro-
cedure until he is between 15 and 17, when his face is fully developed. If re-
construction is performed too early, the new skin may not stretch as he grows.
In the meantime, we try to help Kenny deal with his AVM as best we can—and
we enjoy every day with our delightful and brave littie boy. —Debbie Breslow

For more information about AVMSs, log on to http;//members.aol.com/djbreslow/
funnyface/index.htmi.




