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This Health Care Check list should be completed by a health care provider. It can then be used by people with PKU to set goals for being independent in managing their own health.  

	Skill
	Plans to Start
	Needs Practice
	Performs Partially
	Performs Independently
	Comments

	Describes PKU
	⁫
	⁫
	⁫
	⁫
	

	Understands implications of PKU in every day life
	⁫
	⁫
	⁫
	⁫
	

	Understands maternal PKU
	⁫
	⁫
	⁫
	⁫
	

	Accesses medical records and health information
	⁫
	⁫
	⁫
	⁫
	

	Prepares and asks questions to doctors, nurses, therapists
	⁫
	⁫
	⁫
	⁫
	

	Knows diet restrictions
	⁫
	⁫
	⁫
	⁫
	

	Knows about formula
	⁫
	⁫
	⁫
	⁫
	

	Is responsible for preparing own meals and formula
	⁫
	⁫
	⁫
	⁫
	

	Is responsible for following own treatment
	⁫
	⁫
	⁫
	⁫
	

	Gets formula ordered/refilled
	⁫
	⁫
	⁫
	⁫
	

	Calls to schedule own medical appointments
	⁫
	⁫
	⁫
	⁫
	

	Keeps a calendar of medical appointments
	⁫
	⁫
	⁫
	⁫
	

	Knows how to access transportation to clinic
	⁫
	⁫
	⁫
	⁫
	

	Knows height/weight, birth date, or carries information in wallet
	⁫
	⁫
	⁫
	⁫
	

	Knows how to use and read thermometer?
	⁫
	⁫
	⁫
	⁫
	

	Knows health emergency phone numbers, or carries information in wallet.
	⁫
	⁫
	⁫
	⁫
	

	Knows about medical insurance coverage
	⁫
	⁫
	⁫
	⁫
	

	Obtains sex education materials/birth control/ family planning information as needed 
	⁫
	⁫
	⁫
	⁫
	

	Discusses role of general health maintenance
	⁫
	⁫
	⁫
	⁫
	

	Has considered genetic counseling if appropriate
	⁫
	⁫
	⁫
	⁫
	

	Knows about how drugs,/alcohol affect PKU
	⁫
	⁫
	⁫
	⁫
	

	Makes contact with appropriate community advocacy organizations
	⁫
	⁫
	⁫
	⁫
	

	Has considered the need for health advocate, if needed
	⁫
	⁫
	⁫
	⁫
	

	Has identified a physician for adult care
	⁫
	⁫
	⁫
	⁫
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Adapted from materials developed by Children’s Hospital, Boston as part of the Massachusetts Initiative for Youth with Disabilities, a Healthy and Ready to Work project of the Massachusetts Department of Public Health.








