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DAVID’S STORY
“My name is David Harris. I am 40 years old 
and I have classical PKU. I am a first generation 
PKU’er which means I was born before PKU  
was known to be diet-for-life. I was taken  
off-diet at the age of 6. I struggled through 
school and always wondered why things were 
so difficult for me.”

“Then it happened. I saw a TV show that  
said PKU was diet-for-life and what happens to 
your body when you are not on diet.  That day  
I knew I had to get myself back on a low protein 
diet and drink a PKU formula.  It took time to 
re-learn the diet and adjust my eating habits, 
but when I went back on diet my life improved 
and now feel a lot better.”

You can do it—and Nutricia is here to help. 
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PKU Q&A KNOW YOUR PKU FACTS
• High phenylalanine (PHE) levels may  

cause long-term and often permanent 
damage to your brain as well as other 
serious medical problems.

•  Regaining control of your PHE  
levels at any age can help reduce the 
effects from high PHE levels; such  
as tiredness, difficulty concentrating,  
and mood changes.

•  Returning to the PKU diet or improving 
your PKU diet is beneficial at any age.

• Just eating low protein foods without  
a PKU formula is not an acceptable way  
to manage PKU.

Please answer the following questions:

Did you follow a strict low protein diet and drink  
a PKU formula when you were younger?

Have you ever felt like there are limited choices  
in PKU formula?

Do you ever feel tired, foggy or irritable and wonder  
why or if it could be related to PKU?  
 
Have you lost contact with  your metabolic clinic? 

Do you just avoid meat and other high protein food,  
but don’t drink a PKU formula?YES NO

YES NO

YES NO

YES NO

YES NO

IF YOU ANSWERED YES TO 1 OR MORE OF THESE QUESTIONS, 
THEN THIS BOOKLET WAS WRITTEN FOR YOU.
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PHE buildup (high levels) and/or low  
levels of tyrosine (TYR) can cause:
• Difficulty concentrating 

• Feeling tired, moody or in a fog

• Tremors in hands, fingers, feet or legs

• Poor memory, short-term recall or general forgetfulness

• Trouble focusing at work or school

•  Difficulty following directions and problem solving

• Anxiety, phobias or depression

Many of the problems associated with being off diet can be 
minimized or may go away once your blood PHE levels are 
back in an acceptable range. 

“I was trying to be like a normal kid and struggled with my old product. I 
was very moody, emotional and always irritated.

Now back on diet, I feel great, I feel awesome, I feel a lot more alive, I have 
a lot of energy and I am very passionate of what I do on a daily basis. 

It is really important to stay on diet to stay on track with everything.”

René, 36 – PKU 

RENÉ’S  
STORY
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PKU - LET’S REFRESH
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WHAT IS THE PKU DIET?

The PKU diet is a diet that is low in whole protein. It is needed to  
avoid the dangerous buildup of PHE in the body and the symptoms 
that result. 

All foods (other than pure fat, oil and sugar) contain some protein 
and PHE. Meat, chicken, fish and dairy are examples of foods high 
in protein and PHE. Other common foods such as bread, pasta, rice, 
potato, corn and peas also contain a fair amount of protein and PHE.

Where do I get a quality source of protein?
Just eating a diet low in whole protein would not cover the body’s 
need for protein. So, to meet total protein needs, the PKU diet also 
includes PKU formula. This will be your main source of protein per day. 
PKU formula provides a source of safe protein with little or no PHE.

NutriciaMetabolics.com
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Your formula will make up the majority  
of your daily protein intake. Your healthcare 
professional will be able to tell you the 
amount that’s perfect for you. 

In Canada, all provinces cover PKU formula and low  
protein foods. You can check with your metabolic clinic  
which products exactly are covered under your provincial  
metabolic program. 

Contact your dietitian or a metabolic clinic.

GET STARTED  
TODAY!
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Most fruits and vegetables are naturally low in protein and should 
be the biggest part of your diet. There are also special low protein 
foods that have been modified to be lower in protein such as low 
protein pasta, crackers, rice as well as cake and baking mixes. They 
are optional in the PKU diet, but they provide more variety and 
make the PKU diet more appealing and interesting. 

LOW 
PROTEIN 
FOODS
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‘’Look for that motivation in a mom, brother, sister, dad, grandma or something. Go for 
it and do it! 

In a clinic everyone has your back, every person that you see they will try to make you 
better. Go with them, they are the experts and they are guiding you.” 

“Returning to the PKU diet was the best thing I ever did for myself and my family.”

David, 40 - PKU

René, 36 - PKU
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TIPS FOR MAKING PKU FORMULA 
PART OF YOUR LIFE

Make a daily routine
•  Your body does best when it receives 

nutrition in small amounts throughout 
the day. Aim to drink your PKU formula 
3–4 times per day.

• Have trouble remembering? Set an 
alarm on your phone or use an alarm 
app to remind you to take your  
PKU formula. 

• Consider a diet journal so that you can 
keep track of your intake throughout  
the day.

Start the day off right
•  Breakfast is an important meal of the 

day so be sure to have a serving of your 
PKU formula in the morning.

•  Mix your PKU formula the night before 
if mornings tend to be a hectic time.  

• You can blend in fresh or frozen berries 
to make a smoothie.
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Visit LowProLiving.com  
for recipes and mixing ideas. 
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Plan ahead
• Mix your formula in advance. Most  

PKU formulas can be refrigerated up  
to 24 hours after mixing.  Just remember  
to shake before you drink!

• Try a ready-to-drink PKU formula to  
save time.  

Don’t leave home without it
• Make your PKU formula portable if your  

drink is not available in convenient single 
serving packages. 

•  Find small plastic containers or bottles  
that can hold 1–2 servings of formula that 
you can take with you. 

• Pre-measure the powder and add  
water or a flavored drink when you are 
ready to have your PKU drink; or consider 
a product in pre-packed pouches.

TIPS FOR MAKING PKU FORMULA 
PART OF YOUR LIFE TIP: Use a clean, re-usable container that is 

not see-through  if you don’t want others to 
know what you are drinking.

16 PKU IS DIET FOR LIFE 17IT’S NEVER TOO LATE



18 19IT’S NEVER TOO LATEPKU IS DIET FOR LIFE

TIPS FOR MAKING PKU FORMULA 
PART OF YOUR LIFE
Have a back-up plan 
•  Keep backup PKU formula in a convenient 

place to use as needed in case you forget 
or leave home without it. 

For example...

 - In your bag or purse
 - In your desk at work
 - In your personal locker
 - At the home or your parents, friend or 

significant other 

Don’t run out
• Set a day during the month to check the stock 

level of formula and low protein foods.

•  Leave yourself at least a 2-week supply  
of formula; just in case there is a delay in  
your shipment. 
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Be creative
•  Freeze your PKU formula for 1–2 hours and eat 

it with a spoon. 

• Mix formula into a cold, store-bought beverage 
while on the go.  

‘‘I have phenylketonuria, but I try to make it fun. Try out new products, try 
new dishes, have fun with it, enjoy it. You got to go on, try it out and stay 
positive all the time. Give it a chance!” 

René, 36 – PKU
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TAKING THE NEXT STEP: 
AS EASY AS 1-2-3

1 
2 
3 

Call a metabolic clinic and find a PKU formula to match your needs

Set a menu of low-protein meals, stock up on fruits and vegetables 
and set specific times for drinking your formula 

Talk openly with friends and family and meet other people with PKU 
(join a Facebook group or attend a PKU event) 
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Set small goals, like drinking  
your formula 3 times a day. 
Celebrate your successes  
and set new small goals!
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