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Nature and reasons for the condition

Nephrotic syndrome is a condition where the 'filters' in the kidney become faulty
and large amounts of protein leak from your blood into your urine. The main
symptom is oedema ('fluid retention') mainly due to the low protein level in the
blood. Various kidney disorders can cause nephrotic syndrome, some more
serious than others. Treatment and outcome (prognosis) can vary, depending on
the cause.

The two kidneys lie to the sides of the upper abdomen (the loins), behind the
intestines, and on either side of the spine. Each kidney is about the size of a large
orange, but bean-shaped. A large renal artery takes blood to each kidney. The
artery divides into many tiny blood vessels (capillaries) throughout the kidney. In
the outer part of the kidneys tiny blood vessels cluster together to form structures
called glomeruli.

Each glomerulus is like a filter. The structure of the glomerulus allows waste
products and some water and salt to pass into a tiny channel called a tubule while
keeping blood cells and protein in the bloodstream.

Each glomerulus and tubule is called a 'nephron’. There are about one million
nephrons in each kidney.
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What causes nephrotic syndrome?

In most cases there is no known cause of nephrotic
syndrome but research is beginning to provide us with
more information about the actual changes in the
Urinary kidney. Childhood nephrotic syndrome is an uncommon
condition. Every year approximately two to seven
children in every 100,000 develop nephrotic syndrome.
Bladder It tends to be more common in the Arab and Asian
populations and in families with a history of allergies.
maeaate .| Nephrotic syndrome often starts between the ages of
two to five years, affecting twice as many boys as girls.
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What are the symptoms of nephrotic syndrome?

Abnormally large quantities of protein are lost in the urine so as a consequence,
the level of protein in the blood drops. Proteins in the blood usually keep fluids
within the blood stream. When they are lost in the urine, fluid can leak into the
body tissues causing swelling (oedema). Swelling is noticeable especially around
the eyes and lower legs, but can lead to swelling all over the body including inside
the body around the intestines and stomach, which can make the abdomen swell.
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How is nephrotic syndrome diagnosed?

A simple urine test will show high levels of protein present whilst low levels of
protein will be identified in the blood. In a few cases it will be necessary for a
kidney biopsy to take a very small piece of tissue from your child’s kidney to be
looked at under a microscope to find a cause and make a diagnosis. Mostly this is
not necessary especially if they respond well to treatment.

How is nephrotic syndrome treated?

Corticosteroid medication (prednisolone) will be prescribed for your child. Most
children with nephrotic syndrome respond well to corticosteroid treatment. The
protein disappears from the urine and then the swelling is lost within a week or
two. This is called remission. Some children take longer than others to go into
remission.

The term remission is used rather than cure because protein can return in the
urine and swelling can come back. This is known as a relapse. Most children will
relapse once or several times.

Each relapse requires more steroid treatments. Sometimes coughs and colds can
trigger a relapse.

Very occasionally water tablets (diuretics) and protein infusions are given to
control the oedema before the steroids have worked.

Risks & Benefits of treatment

When taking steroid treatment your child should carry a blue steroid card at all
times. If the child becomes ill, requiring a doctor, the card gives essential
treatment details.

Your child will require a course of high dose steroids with each relapse. Not all
children experience side-effects from steroid treatment and any effects are
temporary and will stop when the course of steroids has finished or reduced to low
alternate day doses. Some common side-effects:

« increased appetite which may lead to weight gain

. swollen cheeks resulting in a ‘moon face’ appearance
« behavioral changes such as temper tantrums and aggressiveness
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What do | have to do at home?

You need to test your child’s first urine for protein every morning unless told
otherwise. Normally the testing strips will be Albustix®. There is no need to test
the urine for other substances at home, as this will be done when you attend
out-patient clinic.

It is essential you keep a diary of all your child’s urine results for each day and
bring it with you to each clinic visit. This is very important as it enables the doctor
or nurse to review your child’s progress. A diary is available from out-patients
clinic or if you have a computer, you may wish to make your own. The doses of
prednisolone given each day and any other treatment should be recorded next to
the daily urine result. You may also wish to include any other comments, for
example, their appearance or how they are feeling.

The urine results in the diary will show how your child is responding to treatment
or when they have relapsed. Records that are complete and accurate give the
doctor or nurse a good idea of your child’s general health and progress. If your
child shows ‘protein 3+’ or more for three days in a row then this could mean there
is a relapse and you should contact your doctor or nurse. If they have no protein
(negative) or trace for three days in a row they are in remission and should be
well.

What other treatment may be necessary?

Some children with nephrotic syndrome relapse more frequently and begin to
have side effects from the steroids. In this case other treatments may be
considered. These treatments may help your child have longer periods of
remission and therefore reducing the amount of steroids taken. There are a small
group of children with nephrotic syndrome that do not respond to steroid treatment
and continue to have lots of protein in their urine. It is these children who usually
require a kidney biopsy to investigate what is happening inside the kidney. The
doctor will always discuss the need for further treatment or investigations before a
biopsy or other medications are suggested. You need to encourage your child to
eat a balanced healthy diet. It is a good idea for all members of the family to also
follow a healthier eating plan. A ‘no added salt’ diet is encouraged especially when
they are in a relapse. Avoid adding salt to food at the table and try to reduce the
intake of processed foods for example, crisps, tinned and packet foods.
Information on this is available if required.

Can my child lead a normal life?

Yes. In the past parents have tended to keep children off school when they have
relapsed. This leads to a lot of missed schooling and their education has suffered
as a consequence. In nearly all cases you do not need to keep your child off
school, even when they relapse. We actively encourage activity is possible when
in remission and many children continue to manage a full range of sports and
activities even in a relapse.
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What about childhood illnesses?

Proteins are used in the body for growth and repair and form part of the immune
system. When your child has heavy protein loss in the urine they may be more
susceptible to infections. It is therefore important when they are in a relapse, they
take a preventative course of antibiotic (usually penicillin V) until they are in
remission again. If your child develops diarrhoea and/or vomiting while taking any
of the medications contact your doctor or nurse.

The steroid may suppress the child’s immunity. They could be very unwell if in
contact with chicken pox, shingles or measles. Therefore inform the hospital if
your child has been in close contact with another child with chicken pox, shingles
or measles. Speak to your child’s school about this possibility.

What about immunisations?

Steroids can reduce the effect of immunizations and your child may be unwell or
relapse if immunizations are given without medical advice. If your child is due
immunizations please discuss this with your doctor.

What about holidays?

Unless your child is having complications a normal family holiday should be
possible. Discuss your plans with the doctor or nurse and ensure you take enough
medications with you should a relapse occur whilst you are away.

What is the outlook for children with nephrotic syndrome?

For some children relapses may go on happening for many years, but as they
become older the relapses usually become less frequent and virtually all children
will eventually grow out of it. It is not possible to predict when the relapses will
cease but a relapse is very uncommon if the child’s urine has been protein free for
five years.

There is no risk of developing kidney failure in children with the usual types of
nephrotic syndrome that continue to respond well to steroid treatment.

Page 4



If you have any further questions please contact your
child’s consultant via their secretary by calling the
hospital switchboard on 0151 430 1600.

The secretaries are available Monday to Friday 9.00
am to 5.00 pm

If you need to contact the Department outside of
these hours please phone either:

Ward 3F 0151 430 1616
Ward 4F 0151 430 1791

Whiston Hospital
Warrington Road,
Prescot, Merseyside, L35 5DR
Telephone: 0151 426 1600
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