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To improve the lives of individuals and      
families with PKU through research, 
support, education and advocacy, while 
ultimately seeking a cure.

Mission Statement



NPKUA Member Organizations

Children’s PKU Network

Florida PKU Foundation

Indiana PKU and Allied Disorders Association

Intermountain PKU and Allied Disorders

Iowa PKU Foundation

Maryland Alliance of PKU Families

The Michaux Family Foundation for PKU

Michigan PKU and Allied Disorders

The Mid-Atlantic Connection for PKU and Allied Disorders

Minnesota PKU Foundation New England Connection for PKU and Allied Disorders

New England Connection for PKU and Allied Disorders

North Texas PKU Association

PKU Pursuits

PKU Organization of Illinois

Ryan’s PKU Foundation

Tennessee PKU Foundation

Wyoming PKU Foundation



Health care reform opportunity

Kelly McDonald, Advocacy Committee chair

Gathered Health Care Stories

Spent the summer on The Hill

Advocacy Campaign

Improve our Future and                 
Save Healthcare Dollars



Educating Congress

• 100 Senators

• More than 200 Reps



Senator John Kerry (D-MA) has agreed to draft 
legislation to federally mandate insurance 
companies to cover medical foods and foods 
modified to be low in protein for PKU and 29 other 
IEM’s
Dr. Rodney Howell 

Initial Success



Last week, more than 900 emails were sent to 
Members of Congress on the importance of coverage 
from the PKU community
Coordinated campaign of phone calls, emails, in-
district meetings, and letters to the editor
Working in partnership with other IEM and rare 
disease orgs
Looking for denials from Medicaid
and/or Medicare 

Advocacy Work Continues



Thank You!

• Your letter has made a 
difference for PKU families

• Used the letter as part of our 
talking points 

• Legitimacy

• Fight ahead to advance our cause 
for all children and adults with IEM’s



Together, 
we can 

change the 
history of 

PKUChristine Brown, MS
Executive Director

715.437.0477
christine.brown@npkua.org

www.npkua.org
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