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International Batten Disease Awareness Weekend
June 4-6, 2010

June 4, 2010; YOUR TOWN, USA – Approximately one child each week is diagnosed with Batten disease. This disease is a particularly rare inherited genetic disorder affecting less than 2200 children worldwide.  There is currently no treatment, and no cure.  Most children will die in early childhood never living to see their 3rd birthday party, play little league, attend high school graduation; much less hope of marriage or children.  

The Batten Disease Support and Research Association announces its third annual International Batten Disease Awareness Weekend to be held June 4-6, 2010. Batten Disease Awareness Weekend is recognized all around the world. This day provides BDSRA the opportunity to gather supporters, resources, and voices worldwide to unite for the common goal of increasing awareness and understanding, enhancing fundraising activities, and providing hope to children and families living with Batten disease.  

Families and friends of children who have this puzzling and cruel disease will be participating in various activities this upcoming weekend. Some of these activities will include fundraisers, while others will simply be spreading the word about this disease throughout their community. [Here in “your town” community, the “your name” family will be holding “this” activity.]
[Use this paragraph to talk about your fundraiser or awareness day activity. Don’t have one planned? Tell people your personal story and let them know how they can contribute to BDSRA.]
A Deadly Disease with No Cure

Batten disease is a genetic neurological disorder that affects children and adolescents. Over time, affected children suffer mental impairment, worsening seizures, and progressive loss of sight and motor skills. Eventually, children with Batten disease become blind, bedridden, and unable to communicate; eventually followed by certain death. 

About the Batten Disease Support and Research Association
The Batten Disease Support and Research Association (BDSRA) is the largest support and research organization in North America for families that have children with the disease. Currently, BDSRA serves over 1,200 families in the United States, Canada, South America, Australia, New Zealand, and South Africa, just to name a few. Since their inception in 1987, the BDSRA has helped fund numerous scientists in the search for a cure. Promising research is being done every day. However, your help is still needed. For more information, please visit www.bdsra.org or call the BDSRA national office at 800-448-4570.  Please join in this fight to save children's lives.
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