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CHECKLIST: Parents

Psychosocial Issues

School

Peers

Siblings

Manipulation/power struggles
Over-commitment/martyrdom
Overprotection

Family communication
Parental attitudes

Self-esteem

Finances?

Impact of diet on family life*

Realistic expectations

Nutrition Intervention

Use of the following items

* Low protein foods

* Low protein recipe books (V. Schuett)

® Gram scale, bread machine, etc.

* Low protein food lists

Childcare/school/aftercare (see teaching aids/handouts)

® Yearly education of school staff and childcare providers
® Variety at home and school

* Formula intake schedule at home and school’®
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CHECKLIST: Children®

Age Appropriate Continuing Education

Anatomy
Biology
Biochemistry

Genetics

Phe Levels, Growth Charts

Phenylalanine levels
Tyrosine levels

Heights and weights

Daily Living Routine

Weighing, measuring, and preparing formula’
Cooking/recipes?

Diet records’ (see teaching aids/handout)

Psychosocial Issues (see teaching aids/handout)

Self esteem

Siblings

School!®

Peers

Family dynamics and communication!!
Power struggles

Sports/hobbies

Diet For Life

Adverse effects of elevated levels (see teaching aids/handout)
Attitude
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CHECKLIST: Professionals

Sound Educational Strategies 2

D Passive - handouts, posters, videos, etc.
One on one and/or peer supported group
D Interactive - activity sheets, role play

One on one and/or peer supported group

Sound counseling 3

D Empathy
Genuineness

D Unconditional positive regard

Positive focus
D Feedback!4

Empower parents 1>
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EXPERIENCE & THOUGHTS

1. As the child grows and matures, the daily living routines should reflect increased participation in and
responsibility for management of PKU.

2. Delineation of roles becomes an important factor for good compliance. Structure facilitates responsibility and
accountability. As early as Kindergarten, the parent can encourage the child to participate in diet record
keeping.

3. Depending on the state and on the insurance provider, the cost of formula, low protein foods, and laboratory
tests may impact the family dynamics.

4. Has the family returned to or achieved its full potential? Has there been traveling, camping, parental trips
without children? Are all family members’ needs being met; not just the child who is on the diet?

5. It has been our experience that children often finish the formula in the morning “to get it over with” or,
conversely, delay intake until the evening. Without questioning the specific formula schedule this pattern
would not be identified.

6. To achieve free flowing dialogue between staff and children, use age appropriate terminology. The use of fun
phrases can break the ice and the generation gap.

7. How much is the child participating in weighing, measuring, and preparing formula? As age increases so
should the expectations (i.e.: add the ingredients, pushing the blender button).

8. Safety in the kitchen is a major consideration. Level of participation is age and ability dependent. A good
starting point is with reading the recipes and measuring the ingredients. Then move on to greater
responsibility in the kitchen.

9. Diet records are very important in understanding the diet prescription. A child’s participation in record
keeping should start as early as Kindergarten. Encourage finding a middle ground. For example during the
school year, let them be responsible for record keeping on Saturdays, Sundays and holidays. During the
summer months, responsibility could be shifted to 2 days a week. These responsibilities should increase with
age.

10. Begin and maintain discussions about peer pressure, feeling different, and self esteem.

11. The family is the child’s primary support system. Always encourage communication. Invite all people
involved to clinic.

12. Using a variety of approaches to teaching biochemistry, genetics and nutrition are vital to achieving success.
13. The psychologist, Carl Rogers, lists these three qualities in the effective counselor.

14. Provide the family with feedback relating to observations made during clinic appointments. This feedback
can be based on your expectations for the child’s age. Solicit feedback from family regarding clinic
experience as well.

15. Empower parents by keeping them informed on resources that are available to their child. Ensuring their
understanding in all areas of their child’s disease creates an independence and makes interaction with the
clinic more valuable. This places responsibility back into the hands of the family.
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PRINCIPLES OF DIET PRESCRIPTION
Throughout a Lifecycle
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At Every Age, Medical Food Is An
Important Part Of Your Daily Nutrition!
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Chapter Two Handout: PRINCIPLES OF DIET PRESCRIPTION



PRINCIPLES OF DIET PRESCRIPTION
Throughout a Lifecycle
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PRINCIPLES OF DIET PRESCRIPTION

Elementary School Years
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Phe, Nutrients & Calories

MEDICAL CENTER

2 -7 Years

Prescription

MEDICAL CENTER

R 8 Years -

Adulthood

Prescription

If an infant or child eats only what is allowed on a low phenylalanine diet without medical food ,
they would be malnourished in protein, calories, essential vitamins and minerals. The medical food
provides most of the protein needs and daily requirements of essential vitamins and minerals.

Chapter Two Handout: PRINCIPLES OF DIET PRESCRIPTION




DAILY DIET PRESCRIPTION
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2to 7 Years Old

Phe, Amino Acids, Vitamins, Minerals & Calories

: /
2 -7 Years
Prescription /

Name: DOB:
Medical Food/Formula:
Step 1:  Measure Medical Food/Formula:
grams of . Add to hand shaker.
#of grams Medical Food
grams of . Add to hand shaker.
#of grams Medical Food
Step 2. Measure out grams of . Add to hand shaker.
#of grams Milk Source
Step 3:  Add water to make a total volume of ounces or ml
Step4:  Shake vigorously for 10-15 seconds.
Step 5:  Put formula into a clean container and refrigerate until use.

Reqular and Low Protein Food:

mg Phe gm Protein # Exchanges
Circle One

Medical food may provide complete nutrition without any Phe.
Formula with a milk source, in addition to low protein and other solid foods provide
additional amino acids, vitamins, minerals, and calories.

Chapter Two Handout: DAILY DIET PRESCRIPTION
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Spaghetti Maze Key

Chapter Two Handout: SPAGHETTI MAZE
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TEACHING AID
The Stuff Between Your Ears

Objective: To introduce brain anatomy and biochemistry.

How It’s Done
Make a comparison

+ A visual aid, such as cauliflower, is a
good way to introduce the parts of the
brain.

¢ It is important to discuss:

* The location and function of both
white matter and gray matter.

* Providing our brains with good
nutrition throughout our entire life.

* What the effects of not following
their special diet will be.

¢ Just as cauliflower requires nutrients
and energy to grow, so does our brain.
Toxic levels of fertilizer can damage the
cauliflower just as excessively high Phe

Materials Needed levels can damage the human brain.
¢ Paper or plastic ¢ Showing a typical and an atypical
food models cranial MRI may be interesting for older
children.

Chapter Two Teaching Aid: THE STUFF BETWEEN YOUR EARS



TEACHING AID
Body Parts

Objective: To describe the essential functions of the organs in our

body, and to introduce the concept of how they are
involved in Hyperphenylalaninemia.

How It’s Done

This activity can be adapted to a variety
of modes. There are two main options.

1. Have the participating individuals
trace each other’s body onto a
piece of paper and draw their
organs in the appropriate locations.

OR

2. Draw a tracing of a body on a
board or easel of paper and have
the children either draw in the
organs or attach pre-made cut-
outs of the heart and the liver.

+¢ Use this as an opportunity to discuss
the functions of the heart, liver, lungs,
stomach, brain etc. and how they are
or are not impacted by
Hyperphenylalaninemia.

¢ It may also be useful for the older
Materials Needed children to see a fresh liver. These
can usually be obtained through a

¢ Bucher or drawing paper
& Markers local slaughter house.

% Glue

Chapter Two Teaching Aid: BODY PARTS
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Body Parts

Chapter Two Handout: BODY PARTS

51



TEACHING AID
We Are Alike & Different

Objective: To engage preschool and early elementary children in
discussion about how everyone has ways they are alike and
ways they are different, and how that is good.

How It’s Done

Begin a discussion:

+»* Use the handout “We Are Alike & Different” to introduce the terms “alike” and
“different.”

¢ Once all the children have completed the instructions on the handout, have them
discuss their own traits and characteristics.

¢ Ask all participants with brown hair to raise their hand. Count the number of
hands, write the number on the board. Repeat this using other colors of hair and
traits.

% Discuss that there are some traits that we can not see, give examples (PKU)).
¢ Have all individuals with PKU raise their hand. Make is “cool” to have PKU.

¢ Emphasize that both differences and similarities are good.

Additional Activity 1. Read the book We’re Different, We’re The Same.

Additional Activity 2: Ask the participants why they think they have a nose, hair, and
other traits discussed. Introduce the concept of a gene being a recipes or a set of
instructions to make something. Discuss that there are many recipes or genes
inside our body (that we can not see). For example, a recipes or instructions to
make our eyes, ears, hair color. Introduce the concept of a gene or recipe for
PKU. Ask the participants if they can list any other recipes they have.

ST Adapted f March of Di Activity Master 2
We Are Alike & Different apied from Warch or Uimes ACLIVILY Master .

Chapter Two Teaching Aid: WE ARE ALIKE & DIFFERENT




HANDOUT: We Are Alike & Different

Draw a circle around all the children who have curly hair.

Draw a square around all the children who have rosy cheeks.

Draw a triangle around all the children who have freckles.
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HANDOUT: We Are All Alike, Yet Different

Chapter Two Handout: WE ARE ALIKE, YET DIFFERENT



TEACHING AID
Ways We Are Alike & Ways We Are Different

Objective: To introduce the concept of genetic variability and to
achieve an understanding that variability is what makes
cach individual unique and special.

The Long Term Goal is to Achieve
Acceptance of Hyperphenylalaninemia
as an Inherited Trait!

How It’s Done

¢ Discuss the terms “alike” and “different” and use these terms in relation to physical
characteristics and other distinguishing traits.

L)

» Compare physical traits of individuals in the room, pointing out ways participants are
alike and different.

Talk about other personal characteristics such as food preferences and or sports skills.

L 4

J L/
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Have all individuals with PKU in the room raise their hand. Acknowledge this as a
trait that is either shared with other people in the room or as a trait that is unique and
special.

*» Use the Venn Diagram teaching aid to continue discussing ways participants are alike
and different.

¢ Talk about how some traits are genetic, some environmental, and some are a
combination of the two.

Handouts Needed

¢ Ask participants to discuss the benefits of variation. :
Venn Diagram
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TEACHING AID
Venn Diagram

ODbjective: To teach the concept of characteristics and traits being
unique or shared with others.

Your

Unique
Traits

How It’s Done

This activity works well with 2 or more children
Using the Venn Diagram handout:

% In the yellow circle, have each child write down some of their unique
characteristics. Discuss how some of their traits are theirs only, no one else
has that trait, that is what makes them unique.

¢ In the red circle, have each child write some of characteristics that are
unique to others in the room.

¢ In the orange area in the middle, have each child write the characteristics
they share with the others. One shared trait could be their metabolic disorder.

¢ Discuss the value of having unique traits and characteristics as well as having
characteristics that are shared.

Handout Needed

Venn Diagram 56

Chapter Two Teaching Aid: VENN DIAGRAM
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HANDOUT: Venn Diagram

’S

Unique Traits

Adapted from “Alike or Different?” Scholastic Inc. 2006

Chapter Two Handout: VENN DIAGRAM




TEACHING AID
Comparing Apples To Apples

Objective: To introduce the concept of genes and genetic uniqueness.

7 How It’>s Done

¢ Bring an assortment of apples to clinic. Start by discussing how the apples are
similar. Then note how the apples differ.

¢ Discuss how there may be other similarities or differences that are not readily
visible, such as taste.

¢ If sufficient time is available, cut up the apples and have the participants taste
them. Compare the different tastes.

¢ Follow with a discussion about members of the group. Talk about similarities and
differences that are both visible and non-visible (i.e. PKU)

¢ Review with the group that our similarities and differences are a result of genes.
Tailor the level of discussion to the participant’s age and previous exposure to the
topic. For example, for younger children one could discuss (or review) that genes
function as recipes to make things. A red skinned apple will have a gene to make
the color red. A green skinned apple will have a gene to make the color green.
People have genes for skin, hair and eye color. They also have genes that impact
how the body works. For example some people have genes for PKU and others
don’t. For older children, you may elect to discuss that we have genes (i.e.
recipes) to make enzymes such as PAH. Discuss what happens if an individuals
genes to make PAH have been altered such that no PAH 1s made.

¢ End by emphasizing that may of our similarities and differences are a result of

genes. Stress that the differences we have make us
Materials Needed | unique and special!
5 different apples

Chapter Two Teaching Aid: COMPARING APPLES TO APPLES 58





