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· John is an awesome kid with an extremely rare neurometabolic condition called Glucose Transporter Type-1 Deficiency Syndrome (Glut1 Deficiency).  This condition causes problems with brain energy metabolism.  John is one of approximately 500 individuals identified with this condition WORLD WIDE.  
· Glucose is normally the primary fuel source for the human brain, but because of Glut1 Deficiency, John’s body cannot properly transport glucose to his brain.  There is no cure for Glut1 Deficiency, and the only known treatment is the KETOGENIC DIET, which John has been on for over XX years.  The Ketogenic diet forces John’s body to metabolize FAT instead of glucose for his brain’s/body’s fuel source.  Metabolized fat is readily transported into the brain and available for energy when the body is in a state of ketosis.  
· The Ketogenic diet is a very strict NO SUGAR, VERY HIGH FAT, EXTREMELY LOW CARBOHYDRATE, AND MEDIUM PROTEIN diet.  To maintain ketosis, it is imperative that John eats and drinks only the foods/drinks that his family provides for him.  All of John’s food is weighed precisely using a .10 gram scale. John must be monitored at all times to ensure that other children/adults do not give him anything to eat/drink.  The Ketogenic diet is extremely rigid and even a slight deviation (especially sugar) can cause the diet to fail, resulting in seizures and harmful lack of fuel to John’s brain.
· Glut1 Deficiency is a condition that causes seizures, as well as problems with speech, fine and gross motor coordination, balance, level of alertness, and learning ability.  It’s important to know that John’s physical and mental abilities can fluctuate from day to day, and even throughout a single day.  Mornings are typically very difficult for John.
· If John has eaten something that we have not provided for him (no matter how small) immediately begin feeding him 4 to 5 spoonfuls of the finely chopped up macadamia nuts from the airtight container stored in his locker, and contact his parents immediately at:
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· John needs to have water available to him at all times, and snacks at appropriate intervals to help maintain his diet.  Snacks are prepared in an exact ratio and when John begins a snack he must finish it.  Please have John use hand sanitizer prior to eating his snacks.  His morning snack should be eaten close to 9:00 a.m., and his afternoon snack should be eaten close to 1:30 p.m..
· John requires assistance on stairs.  When ascending stairs, as John holds the rail he needs an assistant walking closely behind him to be sure he doesn’t fall backward.  When descending stairs, John needs one hand or elbow held while he holds the rail with his other hand.  Trips down the stairs require extra vigilance as his feet sometimes catch on the stairs.
· At lunch time, John is required to eat and drink everything in his lunch.  It is best for him to begin by drinking his cream drink first and then he can finish the rest of his lunch.  John’s water bottle should be brought to lunch to keep him well hydrated. It is critical that an assistant ensure that John does not accept food/drinks from anyone and that he finishes his entire lunch.  
· John has an extremely low tolerance for heat and low endurance when participating in physical activities.  He needs plenty of water before and during P.E. classes as well as any other time he exerts physically.  John needs to be reminded to drink his water when exerting or when he’s outside in hot weather.  He also needs to be reminded to take frequent breaks during physical activity to avoid overexertion.
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ould greatly appreciate advance notice of upcoming events that include food in the classroom so I can try to provide a similar food item for John too.
· John will verbally indicate his need to use the bathroom.  It generally works well to have him use the bathroom prior to lunch daily, and at any other time he asks. John may also need to be reminded to straighten his clothes appropriately after using the bathroom.  Please have John use anti-bacterial hand gel after washing his hands in the bathroom.
· I am providing a communication notebook for all teachers, therapists, and assistants to communicate with me about John. 
· I am providing a seizure kit to be kept near John at all times which contains a syringe of 10 mg of Diastat to be administered rectally in the event of a seizure lasting more than 5 minutes. Please see separate “Helping a Person During A Seizure” and “How to Administer Diastat” documents.  Thankfully we have never had to use Diastat for John.
THANK YOU VERY MUCH FOR TAKING THE TIME TO READ THIS INFORMATION, AND ESPECIALLY FOR YOUR SUPPORT FOR JOHN AND OUR FAMILY! :)

For more information, please visit the Glut1 Deficiency Foundation’s website:  www.g1dfoundation.org

