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The PKU Action Group 
2006 Annual Report
Our History
Since incorporation as a non-profit organization in 2000, the PKU Action Group has been helping Washington State families and individuals living with phenylketonuria (PKU) by providing a variety of programs to encourage development of lifelong skills for living with this rare metabolic disorder.
In the past 6 years we have:

· Provided full or partial scholarships to more than twenty children for PKU Week at Camp Sealth. Camp Sealth, a Camp Fire Camp on Vashon Island, provides a wide variety of overnight programs including specialty camps for children with special needs such as diabetes and PKU. Annual grants from Mead Johnson Nutritionals provided funds for these scholarships as well as for on-site nutritional support staff.
· For families of newborn babies diagnosed with PKU, the PKU Action Group provided free “Starter Kits” that include a low protein cookbook, a gram scale, a 185-page food list containing essential nutritional data for thousands of food choices, a binder full of important insurance and medical data, and more.  Each kit is valued at about $300.
· Produced two videos, Really Living with PKU and Maternal PKU: Choices You Can Live With; distributed to families nationally through PKU clinics and other non-profit PKU organizations.
· Hosted two cooking classes with Malathay Ramuthanajam, a nationally recognized expert on low protein cooking.
· Awarded $2,750 in scholarship funds to six young adults with PKU who are continuing their education beyond high school.
· Provided community support and outreach to many families through:
· Emergency funds that provided low protein foods for pregnant women or families in need.

· Parent-to-parent contact as requested through our Family Mentor Program.
· Gifts of low protein cookbooks to those who cannot afford them.
· The establishment of an Internet listserv to provide members with information about topics and events.
· In association with the Biomedical Genetics Clinic at the University of Washington and the Washington State Newborn Screening Program, hosted six Science Night programs for parents and adults. The Science Night program allows families and individuals to meet in a casual environment and provides a non-clinical educational opportunity to learn more about PKU. Through a video link to Spokane, families on both sides of the state can participate in this great annual event.

Recent Success: 2006

2006 was another great year for the PKU Action Group. Two fundraisers strengthened our financial position. Our first Wine Tasting and Silent Auction was held in February and raised over $5,000. Another very successful bike ride, using Ride Around Puget Sound as a focus, netted over $7,000 for the PKU scholarship fund. 
In addition to building on our financial foundation, we are excited to have added six new board members, Kristi Ahern, Gretchen Bosselman, John Elliot, Andrew Iseminger, Erika Klimecky, and Marta McClintock, bringing additional skills and great energy to our organization.  
Thank You!
We continued our programs in support of the 230 families living with PKU followed by the University of Washington PKU Clinic and could not have done so without our friends and contributors, whose support is critical to our work.

PKU is a rare metabolic disorder. New families must deal with a great number of changes and are often overwhelmed by the requirements of the dietary management required for optimum health. People living with PKU face many challenges in day-to-day life that require the development of lifelong skills. 
The programs and services provided by the PKU Action Group are designed to directly support families and individuals at all age levels and to guide them toward positive solutions to changing and often difficult situations. While we are proud of the work we have accomplished, we are even more excited about our future. 

Please accept this invitation to join us in our continued work to provide these services and programs to the PKU community and to help create new programs that will meet the needs of families and individuals in Washington living with PKU. 
To all our friends, thank you for your kind and generous support.
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