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A Basic Guide to Galactosemia

What does it mean...

Galactosemia is an inherited disorder of carbohydrate metabolism that affects the body's ability to use certain sugars from food.  People with galactosemia are missing the enzyme to break down the sugar galactose (naturally occurring and one of the sugars that makes up lactose in milk).  If galactosemia is left untreated, galactose will accumulate in the blood and body tissues and cause damage.  Undiagnosed newborns being fed breast milk or milk-based formula are at risk for jaundice, enlarged liver, cataracts, mental retardation, and even death.  Happily, most states now include galactosemia in the newborn blood test preformed on all babies during the first week of life.  When Shyla was diagnosed at seven days old, she had been getting very sick, but responded quickly to a milk-free diet.  She has been thriving ever since!
Despite early diagnosis and continued dietary control, some children with galactosemia may have learning problems, including speech and language deficits, visual perceptual difficulties, and social adjustment problems.  However, individual galactosemic children may not exhibit all or any of the noted problems.  So far Shyla is developing according to expectations for her age, with some assistance needed in the areas of area of speech and fine motor skills. 

Treatment: the diet...

To treat galactosemia, sources of galactose and lactose must be eliminated from the diet.  The largest sources of galactose are dairy products (cow, goat, etc.) and all foods containing dairy products.  This restricted diet must be followed for life.  Galactosemia is not an allergy, and if Shyla accidentally eats a restricted food, she will NOT have an immediate, life-threatening reaction.  However, over time galactose buildup in her blood and body tissues will cause damage.  For breakfast, lunches, snacks and special events, Shyla’s parents will provide safe alternatives to any menu items that she cannot have.
Except for avoiding galactose, children with galactosemia need the same kinds and amounts of nutrients as any other children to grow and develop normally.  Shyla is starting to learn that she cannot have milk, cheese, yogurt, ice cream, etc.  Instead of milk, Shyla drinks rice/coconut/almond milk and also enjoys soy yogurt, soy-based cheeses, soy ice cream, and sorbet.
PLEASE do not offer Shyla ANY food containing ingredients on the following list.  Even "little tastes" containing galactose add up and result in an elevation in her blood.  While Shyla may be curious about these foods, she is used to doing without them.
Unsafe Food Ingredients

Since product formulations may change regularly, anyone serving Shyla food should carefully read labels every time before buying or offering her something.  In particular, look for UNSAFE ingredients (below) in bread, crackers, cookies, chips, cereal, pancakes, hot dogs, bologna, breaded meat and fish, gravy, processed foods, artificial sweeteners, non-dairy creamers, and drugs.  In addition to all dairy products, chick peas/garbanzo beans and figs have high levels of galactose and are UNSAFE for Shyla.  Soy- and rice-based “milks”, “yogurts” and “ice creams” and fruit sorbets are generally safe/OK, but always check the ingredients to be sure.  When in doubt, ask Shyla’s parents or offer her a different food.
	Unsafe Ingredients

	Butter; Margarine
	Dry Milk; Nonfat Dry Milk; Dry Milk Protein
	Milk Fat

	Buttermilk; Buttermilk Solids
	Ice Cream; Sherbet
	Milk Solids; Nonfat Dry Milk Solids

	Casein (a milk protein); Caseinate; Calcium Caseinate
	Lactose; Lactostearin; Lactalbumin; Lactoglobulin
	Organ Meats/By-Products (liver, heart, kidney, hotdogs, sweetbreads, pancreas)

	Cheese; Dried Cheese
	Milk; Nonfat Milk
	Whey; Whey Solids

	Chick Peas/Garbanzo Beans; Hummus
	Milk Chocolate
	Yogurt; Frozen Yogurt

	Cream; Sour Cream
	Milk Derivatives
	Figs; Fig Paste


How you can help...

Let Shyla’s parents know if:
· she has eaten/drunken any “unsafe” food/beverage (from the list above).
· she does not eat foods that are sent from home.
· she trades food with classmates.
· special occasions such as birthday or holiday parties are planned, so that her parents can provide safe alternatives for Shyla.

We are always happy to answer any questions about galactosemia.  Thanks!

     Shyla’s Parents,


----------------------------
     nilektallman@gmail.com
[image: image2.emf]
Hi, my name is Shyla -----.  I am a smart, funny, typical 4-year-old, with one special difference – I have a condition called galactosemia.  Galactosemia means that my body cannot process certain sugars, so I must follow a restricted diet.  Since I am still learning about what I can and cannot eat, I may be curious about different foods.  I will need your help making sure I eat only “safe” foods as I am learning to say “no” by myself.  This sheet provides some basic information about Galactosemia and my special diet.








