	FREQUENTLY ASKED QUESTIONS ABOUT TYROSINEMIA


These are questions about tyrosinemia that have been asked by families.

Do children with tyrosinemia tend to be shorter in stature as a result of the diet?

No.  The special formulas for children with tyrosinemia contain the nutrients (including protein) that children need for normal growth and development.  These formulas, along with a low-tyrosine, low-phenylalanine food pattern allow children to have safe blood tyrosine levels and provide the energy and other nutrients for growth.

How should we monitor our child’s intake or protein or tyrosine + phenylalanine?
Different clinics have different methods of monitoring a child’s intake.  The most common methods are listed below.  The most important thing to remember is to consistently use the method suggested by your clinic and to be as accurate as possible in your estimation of what your child eats.

· mg tyrosine + mg phenylalanine: Many families track the amount of tyrosine and phenylalanine that their children consume by calculating tyrosine + phenylalanine (tyr + phe) in milligrams (mg).  For example, a child may have a daily allowance of 500 mg tyr + phe.  This family knows that a medium apple has 13 mg tyr + phe, and records this on the child’s food record.

· Exchanges: Some families use an “exchange system” to monitor their child’s intake.  One “exchange” is equal to 15 mg of tyrosine + phenylalanine.  For example, a child may have a daily allowance of 30 exchanges (equal to 450 mg tyr + phe).  This family knows that a medium apple is equal to about 1 tyr + phe exchange and records this on the child’s food record.

· g protein: Some families monitor the amount of protein that their child consumes by estimating grams (g) of protein.  For example, a child may have a daily allowance of 6 grams of protein from food each day.  This family knows that a medium apple has about 0.3 g protein and records this on the child’s food record.

What can my child eat? 

Children with tyrosinemia follow a food pattern that is low in tyrosine and in phenylalanine.  Foods that are high in tyrosine and phenylalanine are high in protein.  Thus, children with tyrosinemia eat foods that are low in protein.  Each child can “tolerate” a different amount of tyrosine/phenylalanine, so each child will have a slightly different food pattern. The most important food for a child with tyrosinemia is his/her formula.  Formula provides energy (calories), protein, and the vitamins and minerals (including those that are found in high protein foods).

Foods that all children with tyrosinemia should avoid are foods with the most protein: meat, chicken, fish, milk, cheese, beans and legumes, peanut butter, and eggs.  These foods are often called “no” foods.

Foods with moderate amounts of protein can be eaten in limited amounts.  These foods include grains, bread, pasta, rice, potatoes, corn, and peas.  Some children avoid these foods and are offered foods that are lower in protein (see below).  Their families have found it easier to exclude these “sometimes” foods because they must be measured and monitored so carefully.  Also, with younger children, it can be difficult to explain “sometimes” foods.

Foods with little or no protein are the mainstay (in addition to formula).  These foods include most fruits and vegetables.  Low protein products, including bread, pasta, and baking mixes, are also used by many families.  

There is a disorder that is similar to tyrosinemia called phenylketonuria (PKU).  Individuals with PKU have food patterns very similar to the one for tyrosinemia.  PKU is more common that tyrosinemia, so there are more resources, including the National PKU News.  This newsletter has good information about low protein foods and usually includes a recipe.  Information about the PKU News is on-line: http://pkunews.org and is also included in the Dietary Management section of the Tyrosinemia Pal.
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