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	Text1: UW PKU Clinic
	Text2: Beth Ogata
	Text3: bogata@uw.edu
	Text4: 206-598-1899
	Text5: Supporting Families with PKU - A needs assessment
	Text6: PKU is a genetic condition identified shortly after birth. Early and effective treatment prevents intellectual disability and other neurologic complications. Currently, primary treatment is a modified diet and frequent blood tests, and is lifelong. A group education approach has been used by the UW clinic for many decades - this format has provided families with developmentally-appropriate recommendations, anticipatory guidace, and the opportununites to connect with others with this rare condition.  Participation in our program has decreased over the last 5-10 years, and we'd like to take a thoughtful look at how we can meet the needs of the families in Washington State.
	Text7: Explore options for meeting families' and individuals' needs -- educational and social supports needed to effectively manage PKU. We expect this will include:

- familiarize yourself with PKU (reading, discussion with clinic staff, observation of clinic)

- review approaches for management of other chronic conditions (e.g., type 1 diabetes, cystic fibrosis)

- identify existing resources

- get feedback from families

- make recommendations for UW PKU Program


	Text8: The end result of this project will be a list of recommendations for the UW PKU Program. However, the overall project could divided into several smaller projects (e.g., evaluate approaches used with other disorders, evaluate/summarize existing PKU-specific resources, gather information from families).
	Text9: 1-2 trainees to meet with clinic staff, observe clinic, and work on the tasks above. This would likely involve a review of the literature as well as internet searches. We can also connect the trainees with other programs across the US or distribute a survey.
	Text10: No specific skills needed, but we think an appreciation for a lifespan approach to supporting families will be helpful - we work with families from about a week after baby is born, through childhood and adolescence, and through adulthood.


