PRADER-WILLI SYNDROME

Hyperphagia, Metabolism & Nutrition

The hallmark symptom of PWS is hyperphagia — an
insatiable drive to eat. At the same time, metabolism is a
third to half the rate it should be. People with PWS can
gain a substantial amount of weight on considerably
fewer calories, so the diet of someone with PWS must be
low in calories while ensuring essential nutrients:
protein, carbs, fat, vitamins and minerals.

PWS is not an eating disorder; symptoms are caused by a
flaw in a part of the brain that regulates hunger, satiety,
and metabolism. It is critical to maintain food security
which includes environmental barriers to food such as
locks on the refrigerator and food pantries, no access to
money with which to purchase food items, and
continuous supervision to ensure absolute control of food
intake.

Use this brochure to better
understand how to read food labels

— Take it with you to the grocery store to I

help you prepare healthy snacks and
meals for your loved one with PWS —
as well as your whole family

Helpful Tips

To manage weight there must be good control of food
serving sizes and portions. Measure and weigh foods until
you can recognize a typical portion by sight. Use measuring
cups, spoons, and a food scale to measure out exact
quantities of all the foods you prepare. In time, you’ll
recognize what a half-cup of mashed potatoes or 3 ounces
of fish and other meat looks like and you may be able to
stop measuring.

Be mindful of what and how much liquids are consumed.
Although milk and juice have important nutrients and can
be part of a healthy diet, they have calories—and calories in
liquids can add up even faster than calories in food. Your
best beverage choice is water. Many persons with PWS
refuse to drink plain water, but adding even a bit of
flavoring, such as fresh cucumber or lime or strawberries,
often does the trick.

Remember, even a small decrease in calories and a small
increase in physical activity can help maintain or lose
weight!

Prader-Willi syndrome (PWS) is a complex genetic disorder
identified in 1956 by Swiss doctors A. Prader, H. Willi, and
A. Labhart. Pronounced PRAH-der WIL-ee, PWS occurs
randomly in 1 in 10,000 to 15,000 births, is one of the ten
most common conditions seen in genetics clinics, and is the
most common genetic cause of obesity.

Prader-Willi California Foundation was established in
1979 as a non-profit 501(c)(3) public charity and is the only
organization dedicated exclusively to serving the needs of
Californians impacted by PWS. PWCF is comprised of
parents, extended family, friends and dedicated professionals,
and is supported solely by dues and donations.

Our Mission Individuals with PWS should have the
opportunity to pursue their hopes and dreams to the full extent
of their talents and capabilities. The success of people with
PWS depends greatly upon the knowledge and support of the
community around them. PWCF provides individuals with
PWS, their families, and professionals with a state network of
information, advocacy and support services.

Our Vision A full life without limits.

For more information about PWS, to join, or to make a tax-
deductible donation visit www.pwcf.org or call 800.400.9994.
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USE THE NUTRITION FACTS
LABEL TO EAT HEALTHIER

serving, but many packages contain more. Look at the
serving size and how many servings you are actually
consuming. If you double the servings you eat, you
double the calories and nutrients, including the 9% DVs.

* When you compare calories and nutrients between
brands, check to see if the serving size is the same.

Calories count, so pay attention to the amount.

* This is where you'll find the number of calories per
serving and the calories from fat in each serving.

* Fat-free doesn't mean calorie-free. Lower fat items
may have as many calories as full-fat versions.

* If the label lists that | serving equals 3 cookies and
100 calories, and you eat 6 cookies, you've eaten
2 servings, or twice the number of calories and fat.

Look for foods that are rich in these nutrients.

» Use the label not only to limit fat and sodium, but
also to increase nutrients that promote good health
and may protect you from disease.

* Some Americans don't get enough vitamins A and C,
potassium, calcium, and iron, so choose the brand
with the higher % DV for these nutrients.

* Get the most nutrition for your calories—compare
the calories to the nutrients you would be getting to
make a healthier food choice.

e The Nutrition Facts Label information is based on ONE

Nutrition Facts

Amount Per Serving
Calories 250 Calories from Fat 110
% Daily Value*

Potassium 700mg

Vitamin A 4%

Vitamin C 2%
Calcium 20%
Iron 4%

* Percent Daily Values are based on a 2,000 calorie diet.
Your Daily Values may be higher or lower depending on
your calorie needs.

Calories: 2,000 2,500
Total fat Less than 659 80g
Sat fat Less than 20g 25¢g
Cholesterol Less than 300mg 300mg
Sodium Less than 2,400mg 2,400mg
Total Carbohydrate 3009 3759
Dietary Fiber 25¢g 30g

The % DV is a general guide to help you link nutrients in
a serving of food to their contribution to your total daily
diet. It can help you determine if a food is high or low in a

nutrient—5% or less is low, 20% or more is high.You can
use the % DV to make dietary trade-offs with other foods
throughout the day. The * is a reminder that the % DV is
based on a 2,000-calorie diet. You may need more or less,
but the % DV is still a helpful gauge.

* To help reduce your risk of heart disease, use the
label to select foods that are lowest in saturated fat,
trans fat and cholesterol.

* Trans fat doesn't have a % DV, but consume as little as
possible because it increases your risk of heart disease.

e The % DV for total fat includes all different kinds of fats.

* To help lower blood cholesterol, replace saturated and
trans fats with monounsaturated and polyunsaturated
fats found in fish, nuts, and liquid vegetable oils.

¢ Limit sodium to help reduce your risk of high
blood pressure.

* Fiber and sugars are types of carbohydrates. Healthy
sources, like fruits, vegetables, beans, and whole grains,
can reduce the risk of heart disease and improve
digestive functioning.

* Whole grain foods can't always be identified by color
or name, such as multi-grain or wheat. Look for the
“whole"” grain listed first in the ingredient list, such as
whole wheat, brown rice, or whole oats.

* There isn't a % DV for sugar, but you can compare the
sugar content in grams among products.

* Limit foods with added sugars (sucrose, glucose,
fructose, corn or maple syrup), which add calories
but not other nutrients, such as vitamins and minerals.
Make sure that added sugars are not one of the first
few items in the ingredients list.

* Most Americans get plenty of protein, but not always
from the healthiest sources.

* When choosing a food for its protein content, such as
meat, poultry, dry beans, milk and milk products, make
choices that are lean, low-fat, or fat free.
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