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what Is
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What is Prader-Willi Syndrome?

Prader-Willi Syndrome (PWS) is a complex medical condition that
affects both boys and girls from the moment they are born and
continues to affect them throughout their lives.

People with PWS have multiple disabilities which include:

. an obsession with food and eating from about the age of two
years onwards (hyperphagia)
poor muscle tone (hypotonia)
learning difficulties, varying between mild and severe
lack of normal sexual development (hypogonadism)
emotional instability and lack of maturity in social skills
short stature

Why is it called
Prader-Willi Syndrome?

A syndrome is a group of features that occur together to characterise a
disorder. The characteristics associated with PWS were first described in
1956 by three Swiss doctors: A Prader, H Willi and A Labhart - hence the
name.

Why do people have
Prader-Willi Syndrome?

People do not catch Prader-Willi syndrome, nor can they grow out of it. It
is a genetic condition caused by an abnormality on chromosome 15. It is
rarely hereditary, usually being caused by an accidental occurrence at the
time of conception, neither parent being to blame. It can therefore occur

in any family and normally only one child is affected. The birth incidence is
thought to be about 1:22,000, and it is believed that many people are still
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undiagnosed. However, as awareness and knowledge grows,
more and more children are now being diagnosed at or shortly
after birth.

What is it like to have
Prader-Willi Syndrome?

After birth, babies with PWS have difficulty with sucking and
feeding and may not thrive well in the first few months of life.
Walking and talking milestones usually occur later than average.
Between the ages of two and four years, the appetite increases
and, in the vast majority of cases, results in an obsession with
food and eating. This almost continual hunger is probably due to
a disorder affecting the hypothalamus in the brain.

People with PWS also have poor muscle tone and an abnormal
body composition and use up less energy than most other
people. This, combined with the effects of overeating, means
that if a person’s food intake is not controlled, gross obesity
results, which can become life-threatening from an early age.
However, with proper dietary management and controlled
access to food, people with PWS are able to keep within
reasonable weight levels. Growth hormone treatment has also
been shown to help both muscle tone and stature in children
with PWS for whom the treatment is appropriate.

Most people with PWS have learning difficulties, although in
many cases these are relatively mild. They are usually warm,
friendly and loving, but they may also have temper tantrums or
rages, and many have obsessive or stubborn traits in speech
and behaviour.

People with PWS need life-long support to reach their full
potential, but when this is in place, they can make a valuable
contribution to the community in which they live.
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Contact for Information

For further information about our work

Tel. 01332 365676 Fax. 01332 360401

Donations

We are grateful for all donations towards our
work. Cheques should be made payable

to “PWSA (UK)” and sent to the contact
address.

The PWSA (UK) is a registered charity, formed
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Reg charity no. 284583
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