VACTERL Association

By Robert S. Gillespie, M.D., M.P.H.


What is VACTERL association?

VACTERL association is a group of medical problems that tend to happen together.  Some people call it VATER association.  We don’t know what causes it.  The name comes from the first letters of the problems.  They are:

Vertebral changes
Anal atresia
Cardiac problems
Tracheo-Esophageal fistula
Renal problems
Limb problems

Each child is different.  There are many, many possible findings in children with VACTERL syndrome.  This brochure lists only some of the more common problems.  Your child may not have all of these problems.  Your child may also have other problems that are not on this list.    It’s very important to talk to your child’s doctors.  Ask him or her to help you write down information about your child.

	Problem
	Notes about your child:

	Vertebral changes:  Vertebrae are the bones that make up the spine or backbone.  Some of these bones may have an unusual shape in children with VACTERL syndrome. Some children have an opening in the spine that lets the spinal cord stick out.  This is called spina bifida.  You need x-rays to see these problems. 
	

	Anal atresia:  The anus is the opening in your child’s bottom, where the poop comes out.  Anal atresia means the anus doesn’t open.  This requires immediate surgery so that your child can poop.  Usually, the surgeon will create a temporary opening on the belly.  This is called an ostomy.  Later, when your child is bigger, the surgeon can move the opening to the normal place on your child’s bottom. 
	

	Problem
	Notes about your child:

	Cardiac problems:  Cardiac means heart.  There are many different heart problems in children with VACTERL syndrome.  Usually these involve the structure of the heart or the heart valves.   A cardiologist (heart specialist) will examine your child.  He or she will take pictures of the heart using an ultrasound (echocardiogram).  Many children need heart surgery.
	

	Tracheo-Esophageal fistula:  A fistula is a connection between the trachea (windpipe) and the esophagus (the food tube.)  This means that food can go into your child’s lungs, instead of into the stomach.  Sometimes the food tube does not go all the way to the stomach.  This is called esophageal atresia.  Sometimes the windpipe does not go all the way to the lungs.  These problems require immediate surgery, so your child can breathe and eat properly. These pictures show the three most common types of problems with the trachea and esophagus.

Trachea (windpipe)          Esophagus (food tube)
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	Renal abnormalities:  Renal means the kidneys.  Your child might have only one kidney, a kidney in an unusual location, or a blockage in the kidney.  Your doctor will use ultrasound and possibly x-rays to look at your child’s kidneys.  A nephrologist (kidney specialist) may help. 
	

	Limb abnormalities:  Often this involves a bone called the radius.  That’s the arm bone that goes between the elbow and the thumb.  Children often have extra fingers or a bend in the wrist.
	

	Any other concerns:








	



What will happen in the long term?

Your child’s long-term health depends on many different things.  There are many different medical problems which can occur.   However, doctors have many good treatments for these problems.   VACTERL syndrome is not a progressive disease.  That means it does not get worse or develop new problems over time.   But the medical problems your child is born with will need treatment for many years.  Your child will have more doctor visits and surgery than many other children.  But most children with VACTERL syndrome can go to school and do most normal childhood activities.  For the best information about your own child, talk to his or her doctors.

If you might have more children in the future, you may want to talk to a geneticist.  A geneticist is a doctor who specializes in diseases that you inherit.  This doctor can help estimate your risk of having another child with VACTERL syndrome.      

Where can I get more support?

Ask your doctor or a social worker about support programs in your area.  The VACTERL Network (VACTERLNetwork.org) also helps families of children with VACTERL syndrome.
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