Keeping the Balance

Dietary needs for a person with Prader-Willi Syndrome




PWS is a “starvation syndrome”
——

e Because of the dysfunction in the
hypothalamus, the brain tells the body it is
starving; it must eat

e To a person with PWS, eating becomes the
only means of survival

e Everything is directed towards this
e Knowing how to manage this is imperative



No choice

p— e There is no choice
fonil where food is

Y concerned.
(&(@/6@ e It's as though there is
T. (.} no “on/off” switch

e It is critical to get the
balance right



Having PWS means:
-—

e Without support and
good management,
failure to thrive will lead
to morbid obesity.

e From this...




To...this, in 21 years




Insatiable appetite means:

No ability to control the urge
to eat

If not supervised, would eat
continuously

This will compromise health,
and result in death

This syndrome cannot be
cured or changed by
behavioural intervention

Early Growth Hormone
treatment can help with
management



PWS needs strict guidelines

e A person with PWS (with or
without GHT) can not be
expected to make good food
choices for themselves.

e They will try to convince you
to break their dietary
guidelines

e You must assist them in
keeping to the guidelines




Caloric needs

e \Without GHT, a One apple...
person with PWS sk
needs only one-third e
the amount of or
calories his or her One teaspoon of oil?

peer would eat

e Make every calorie
a ‘working’ calorie

Both have 44 calories each



Growth Hormone Treatment

e Being able to
physically work off
more calories will
make a difference

e Set the goal weight
for age and
measure success
by the scales




PWS without normal growth hormone

e The imbalance in PWS of
having low growth hormone
production means exercise
will be harder for them

e Decreased quantity of
muscle tissue accounts for
the difference in energy
expenditure

e \With low muscle tone, itis
harder to exercise




Counting Calories

e Counting Calories
makes sense

e Keep in mind the
1,000 cal rule

e 300 cals per meal
+ snacks

e 1 calorie =4.19
kilojules




Keeping to the guidelines means menu
planning

e Decide what calorie level the person needs
e Rule of thumb: 1,000 cals per day will help lose

weight

Work out balanced menus
Count the calories
Prepare ahead of time

Always make sure what you say is on the menu is
what they get

If you deviate from the agreed caloric amount, the
end result will be weight gain



Know exercises to burn calories
G

(for person weighing 90-99 kg) (for person weighing 80-89kg)

e Swimming 30 minutes e Swimming 30 mins
burns 360 cals burns 324 cals

e Walking ssxmmy 246 cal e Walking 234 cals

e Lawnmowing 318 cals e Lawnmowing 285 cals

e Vacuuming 186 cals e Vacuuming 165 cals

e Dancing (easy e Dancing 249 cals

aerobics) 282 cals



Calories in + calories out = weight loss
or weight gain

e Breakfast 300 cals e 30 min vacuum 186
e Snack 50 cals e 30 min shopping 177
e Lunch 300 cals e 30 min laundry 189
e Snack 50 cals e 30 min walk 246
e Dinner 300 cals e 30 min swim 360
e 30 min walk 246
e Total 1,000 cals e Total 1,404

= weight loss



Fat is the enemy

e EXxcess energy (ie food
iIntake) NOT burned off
as in exercise will be
stored as FAT

e Fatis the hardest and
the last food group to
burn off. Humans are
hard-wired to store fat
against famine.




Know what calories look like

Aussie Cheese Fries,
with ranch dressing =

e 2,900 calories
e 182 grams fat

e This is a “starter” at the
Outback Restaurant,
USA

1 level tablespoon margarine = 5 grams
182 grams fat = 36 %2 level tabs margarine




Hamburger American style




Freshly Baked Bun
Crisp Chopped Lettuce
Beefsteak Tomatoes
Juicy Bacon
- Gourmet Red Onion

\ Fresh Cheddar Cheese
' 1/2 Pound Beef!
Another Red Onion
More Cheese
Another 1/2 Pound Patty
Another Red Onion
More Cheese
Another 1/2 Pound Patty

More Bacon
Another Red Onion
More Cheese
& Another 1/2 Pound Patty
Gourmet Sauce
Freshly Baked Bun

Double double beef burger

Beef
Bun
Cheese
Bacon
Mayo

2,989 cals
130 cals
84 cals
50 cals
148 cals

Total 3,401 cals



BBQ

e 1 beef pattie 168 cals
e 1sausage 405 cals

e Totalcals: 732
e Total fat 141 grams

(Equal to eating 28 level tablespoons marg)

Freefoto.com



Fish & chips

e Average portion?
e 600 cals
e 56.6 g fat

(Equal to 11 level tablespoons margarine)




Just one won'’t hurt?

480 calories In a
banana nut cake

e 500 calories in one
peanut-butter cookie

e 510 calories in a maple
coffee cake muffin



http://www.google.co.nz/imgres?imgurl=http://kayscreations.net/cart/images/Peanut%20Butter%20Cookie.jpg.jpg&imgrefurl=http://kayscreations.net/cart/index.php?main_page=index&cPath=2&zenid=5f5261d8fc51097444e79b30f39a4f3a&h=103&w=114&sz=15&tbnid=64SToobnEkQJ:&tbnh=103&tbnw=114&prev=/images?q=peanut+butter+cookie+picture&sa=X&oi=image_result&resnum=1&ct=image&cd=2
http://www.google.co.nz/imgres?imgurl=http://www.dixiediner.com/images/Banana%20Nut%20Cake%20lores.jpg&imgrefurl=http://www.dixiediner.com/carb-counters%C3%82%E2%84%A2-german-chocolate-snackin-cake-p-435.html&h=95&w=94&sz=57&tbnid=vUHFt0HQTi0J:&tbnh=95&tbnw=94&prev=/images?q=banana+nut+cake+image&sa=X&oi=image_result&resnum=1&ct=image&cd=2
http://www.google.co.nz/imgres?imgurl=http://farm1.static.flickr.com/186/438701640_a10776bfb4.jpg&imgrefurl=http://tashian.com/carl/archives/cooking/&h=86&w=130&sz=104&tbnid=PncGVICYHUcJ:&tbnh=86&tbnw=130&prev=/images?q=maple+coffee+cake+muffin+image&hl=en&sa=X&oi=image_result&resnum=1&ct=image&cd=3

Coffee at Starbucks, anyone?

e Starbucks coffee ranges
from 380 — 750 calories

e With anything from 15
grams of fat

e (is this really coffee ©?)




Small changes — big results

e Make three small changes a week — lose
200-250 cals from the daily intake

o QOver the course of a year this will result in

weight loss of over 11 kgs i i




Being inventive

Because 1,000 isn’t very " :
much, you must learn to be - &
Inventive |

e Use smaller plates

e Plenty of small pieces look
more than one large piece

e Use free foods to bulk up
meal

e Be decorative with the food

e Consider putting all those
with PWS together at one
table




Snacks

Sticks of raw
vegetables

e Low-fat dips

e “Kebab” cubes of fruit
and veg on sticks

e Freeze fruit pulp and
water as iceblocks

e Weight-watchers low-
fat snacks



Read Labels
o

Check fat content — low fat can mean high sugar
Check sugar content — low sugar can mean high in fat
Remember each is as bad the other!

“Lite” "98% fat free” are only comparative marketing
ploys. Ask yourself, 98% fat free compared to what?
100% fat? No — only compared with the next product.

The following slides are examples of label-reading



Energy = calories

To convert kilojules to
calories, divide by 4
(approx)

Serving size (in
sample) is 62.5¢g

(1 tablespoon = 209)

Note difference
between “ave qty per
serve” and “ave qty per
100g”. Don’t confuse
the two.

INGREDIENTS: go in
order of amount in
package



e These look good!
“08% fat free” but
look at the serving
size:

e Serving size is 1509
of cooked noodles

e 208 calories for one
serve leaves only
92 calories for the
rest of the meal

e 100g (134cal) still
only leaves 166 cals
for rest of the meal




—" —

a0

Couscous

e Av serve is 100q, or
1500k

Convert to calories:
divide by 4 = 375
e This Is too much for

a 300 cal meal.

Reduce by %4 to 25¢g
= 94 cals leaving
206 cals for rest of
meal




Change cooking methods

Stirfry
Grill
Bake
Microwave
Steam
Non-stick pans




Look for foods low in Gl
o

e Gl = Glycemic Index e Carbs low in Gi

Choosing low Gl carbs lower insulin level,
can help you feel reduce risk of heart
fuller for longer, disease and
Increase energy diabetes, minimise
levels, making body fat and
weight loss Increase energy
achievable and levels

sustainable



Alghouth low Gl foods often contain more calories,
these are real ‘working’ calories and better for you

e Eat 7 or more e Eat more fish &
servings of fruit and seafood
vegetables daily e Eat lean red meats,

e Low Gl breads & poultry and eggs
cereals, soybeans, ¢ Eat low fat dairy
chickpeas, lentils products

e Eat nuts and seeds
regularly



Examples of low Gl foods

Baked beans
Butter beans (canned)
Chick peas

Natural musel
Porridge

Apple

Banana



Decreased calories are good for
everyone

e Low-fat milk, sugar substitute
e Too much fruit = too much sugar
e Eat more salads, raw vegetables

e Clear soups with pasta, rice, vegetables, tsp
Vegemite

e Avoid butter altogether



Weight Loss programme

Keep goals realistic

e Rule of thumb: 1-2 kg
loss per month is fine

o Keep weight steady if
still growing

e Little and often is better

e Drink plenty of fluids

e You be reasonable —
they often can’t!




Exercise often

e Hidden exercise

Swimming
Walking
Horseback riding
Gym

Agua aerobics
Hiking

— Climbing stairs

— Park further away

- Hanging out washing
- Housework!

-~ Window-shopping

e Make it fun

Games




Locks are a safety measure

e Keep all food places ® Locks are a safety

secure. measure
e Leaving unlocked e The bottom line for

cupboards will freely available food

mean failure — they for a person with

will be pilfered PWS, is death.



What does 1,000 cals look like?

BREAKFAST (300cals)

e 1 cup (309) low-fat
cereal

e 1 small banana
e 1 glass milk




1 sandwich (thin Vogels
bread) spread with
marmite, few chopped
walnuts and coleslaw

Coleslaw in pottle
(small)

1 piece fruit
1 low-cal drink




Morning & afternoon tea

e 1 pottle low-fat yoghurt

e 1 low-fat muffin (509g) or
fruit

e Platter of free foods:
gherkins, celery,
cucumber, sliced
tomatoes, peppers,
carrots or mushrooms
with low-fat dressing




Dinner

Chinese Chicken & beansprouts
with walnuts

e 50g chicken stirfry with lemon,
herbs, mushrooms, dash soy
sauce, add handful beansprouts
& sprinkle with 15g chopped
walnuts

e 1 cup of seasonal vegetables
e Salad if desired
e Total for the day: 913 calories




Special Occasions

Plan well in advance — plan
with the person, working out a
party menu that looks good, is
healthy, and won't break the
calorie bank!

e Check out Weightwatchers
and other dietary plans

e If possible, increase exercise
to help balance extra calorie
Intake




Remember...

Accept that food dominates their lives
Change everyone’s eating habits — it can only be good for them!
Stay away from processed foods

Introduce whole and raw foods that take longer to digest

Do NOT leave unsupervised around food

Bulk up meal with “free” foods (salads, raw vegetables)

Use smaller plates

Make food attractive

Clear away food after meal

Stick to a routine

Do not use food as a reward or punishment

Do not set person up for failure



Never forget...
S

e The hand is quicker than the eye
e A lie saves face

e Unless you see chocolate around the face, it
hasn’'t happened!

e Try to balance ‘nicked’ food with the diet
e Pick your battles...

e Age appropriate responses

e Don’t set yourself up for failure



