About Nephrotic Syndrome
(presumed minimal change disease)
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What is nephrotic syndrome?

Nephrotic syndrome is a kidney disease.  It happens when the kidneys malfunction and let proteins from the blood go out in the urine.  These proteins work like sponges.  They help keep water inside the blood vessels.  When the proteins are gone from the blood, water leaks out of the blood vessels.  Then it goes into the skin.  This water causes swelling.  People with nephrotic syndrome have three main problems: 
· Protein in the urine, and
· Swelling, and
· Low protein in the blood.

What causes nephrotic syndrome?

Many kidney diseases cause nephrotic syndrome.  The most common one in children is called minimal change disease.  No one knows what causes this.  We think it might involve the immune system.  The immune system normally fights infections.  In some people it may attack the kidneys.  Nephrotic syndrome is not contagious.  You can’t “catch” it from someone else.

How is nephrotic syndrome treated?

The main treatment is a drug called prednisone (in tablets) or prednisolone (in a liquid).  Sometimes doctors prescribe a diuretic (water pill) to help with the swelling.  Most children can stay at home.  A few children have to stay in the hospital for a few days.  Your child will take the medicine until the protein is gone from the urine.  Then he or she will take smaller doses of the medicine for a few more weeks.  You can test your child’s urine at home.  A doctor or nurse will teach you how.  It’s easy.

Your child should not get certain vaccines while taking this treatment. He or she should not get live vaccines such as varicella (“chicken pox”) or measles-mumps-rubella (“MMR”).  Most other vaccines are okay.  Ask the doctor before your child gets any vaccines.

Avoiding salt will help reduce the swelling.  Don’t add salt to your child’s foods.  Try to give your child foods that are low in salt.  Children taking this medicine may want to eat a lot.  Give your child healthy, low-fat snacks.  Your child should eat a normal amount of protein.  Your doctor or dietician can tell you more about low-salt foods and healthy snacks.  
Children with nephrotic syndrome have a higher risk of getting infections.  You must call your child’s doctor right away if your child:
· Has stomach pain
· Has a fever (temperature greater than 101° F or 38.5° C)
· Is around someone who has chicken pox
Will it come back?
Many children with nephrotic syndrome will have several episodes during their lives.  When nephrotic syndrome comes back, it’s called a relapse.  These relapses are treated with medicine much like the first time.  Relapses often happen when the child gets sick with a cold or another illness.  Sometimes they happen when the child is well.  We don’t know what causes relapses.  Relapses usually get better with treatment, the same way the first episode did.  Most children with nephrotic syndrome will stop having relapses during their teenage years.  A small number of children continue to have relapses as adults.  
Will my child need a kidney biopsy?
In a biopsy, a doctor takes out a tiny piece of the kidney.  This piece is then studied with a microscope.  Most children with nephrotic syndrome do not need a kidney biopsy.  Your doctor may suggest a kidney biopsy if:
· Your child has many relapses
· Your child does not improve with treatment
· Your doctor thinks your child might have a different disease (not minimal change disease)
Will my child always have to take medicine?
Most children can stop taking medicine after they get better.  You should only stop the medicine when your doctor tells you to.  It’s very important to take the medicine the way the doctor prescribed it.  If you stop giving the medicine suddenly, your child can become very ill.  If you need more medicine, call the doctor’s office.

Your child will have to start taking medicine again if he or she has a relapse in the future.  
If your child has many relapses, he or she may need a different treatment to help prevent relapses.  There are several medicines available.  
Does nephrotic syndrome cause kidney failure?
People with nephrotic syndrome do not have kidney failure.  Their kidneys just don’t work properly when they lose protein.  Most children with nephrotic syndrome never develop kidney failure.  Most never need dialysis or a kidney transplant.  But a small number of children do.  It’s important to see the doctor regularly.  He or she will watch for any early signs of kidney trouble, and tell you about possible treatments.
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