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Australian Chapter Particpates in City 2 Surf


The Australian Chapter of BDSRA participate, once again, the Annual City 2 Suft run/walk event in Sydney, Australia. This year a record 75,000 people participate in the event helping to raise over $2 million for Australian charities, including BDSRA. The Australina team, “Battling Battens” can be seen below. The race is 14km (8.6 miles) in length and stretches from Hyde Park all the way to Bondi Beach. Particpants can walk or run the course. They also have competitions for Best Costume, Highest Fundraiser Individual and Highest Fundraiser Team. All in all, it is a fun day and a great way to raise awareness for Batten Disease. Great job Australian families!
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In Loving Memory


Sarah Whelton, daughter of Paul Whelton, Houston, TX


Born: 11/05/98 – Died: 06/05/09  LINCL





Hilliary Jones-Mata, daughter of Deb Mata and Bobby Jones, Jacksonville, FL


Born: 04/10/92 – Died: 07/28/09  JNCL





Storm Carretta, son of Lynn Coll and Randy Carretta, Pittsburgh, PA


Born: 01/06/04 – Died: 07/31/09





Dazlin Alexus Bates, daughter of Roderick Bates and Denecra Taylor Bates, Nashville, TN


Born: 10/01/97 – Died: 08/05/09  INCL

















You can now follow Dr. Jonathon Cooper and the PSDL on Facebook and Twitter


Dr. Jon Cooper is the head of the Batten Disease/Pediatric Storage Disorders Laboratory (PSDL) at the Kings College of London. He is one of our Batten Disease experts and serves on the BDSRA Scientific Advisory Board. As a way to help keep families informed as to what is going on in his lab, Dr. Cooper has allowed families to follow the lab on both Facebook and Twitter. 





To follow PSDL on Facebook, please go to:


� HYPERLINK "http://www.facebook.com/group.php?gid=131604681678" ��http://www.facebook.com/group.php?gid=131604681678�


To follow PSDL on Twitter, please go to:


� HYPERLINK "http://twitter.com/Batten_PSDL" \t "_blank" �http://twitter.com/Batten_PSDL�


To visit the PSDL homepage, please go to:


� HYPERLINK "http://www.iop.kcl.ac.uk/departments/?locator=382" ��http://www.iop.kcl.ac.uk/departments/?locator=382�





New Improvements to GoodSearch


Help BDSRA every time you shop online and search the web by downloading the GoodSearch/GoodShop toolbar!  Each time you shop at one of more than 1,000 participating top stores (from Amazon to Zazzle!), BDSRA will earn a percentage of the purchase price – at no extra cost to you! It also includes a search box and each time you search the web, about a penny is donated to BDSRA.  To download the toolbar:


� HYPERLINK "http://www.goodsearch.com/toolbars.aspx?charityID=48076" \o "This external link will open in a new window" \t "_blank" �http://www.goodsearch.com/toolbars.aspx?charityID=48076�





Juvenile Trial Fund—Where are we?
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"Action for Asher" Kick-a-Thon and AsherBash4 - Norwalk, OH


The Nikolajevs Family did a great job again this year with two fundraisers held in June and July.  "Action for Asher" Kick-a-thon held on June 20th and the AsherBash4 which took place on July 18th was a huge success and raised over $7,000.  AsherBash4 included a Motorcycle Run "Dash to the Bash Dice Run" which concluded with the concert benefit at the Knucklehead Saloon in Huron, Ohio.  Hats Off to the Nikolajevs for a job well done!





6th Annual "Kevin's Fund" Golf Tournament - Hagerstown, MD


The Lumm Family, along with the Maugansville Ruritan Club, hosted their 6th Annual Kevin's Fund Golf Tournament on June 26.  All proceeds benefited a special fund to assist children with special needs in Washington County, in addition to BDSRA.  Thank you Marty & Vicki for hosting a wonderful golf outing!





Kick Batten's For Carl - Arlington, WA


Lisa Boyle, friend and Physical Education teacher at Post Middle School in Arlington coordinated a fundraising event in honor of  Carl Bergam who passed away in February this year.  They held a Soccer Tournament and Silent Auction this past Saturday, August 8th and raised $2,000!  Thank you to the Pre-K - 5th Graders, family and friends who attended this event and made it such a success.  They look forward to doing it again next year.


Upcoming Events





Garage Sale & Raffle - Templeton, MA


The Montville Family is hosting their first multi-family Yard Sale & Raffle to benefit Batten Disease research on August 22, 2009.  Included in the raffle are Red Sox tickets and a BMW bicycle.  Good luck!





Mostacholli Dinner - Lincoln Park, MI


The Rhodes Family is hosting a delicious Italian Mostacholli Dinner at the Living Word Church of God in Taylor, Michigan on August 22, 2009.  All proceeds to benefit BDSRA.  We wish you the best of luck!





2009 Hayden's Hope Golf Classic - Two Rivers - WI


The Thelen Family will be hosting the Hayden's Hope Golf Classic which will take place on August 22, 2009 at the Emerald Hills Golf Course.  Shotgun start at 2 p.m. with dinner and music following at 5 p.m. All proceeds will benefit research.  For more information, please visit their website:  www.helphayden.com. 











Triva Night for a Cure - Valparaiso - IN 


Linda Smith is organizing a Trivia Night on August 29, 2009 with all proceeds to benefit the BDSRA 2010 Conference on behalf of the Midwest Chapter.  We hope your Trivia Night is as much fun as the one at the BDSRA Conference in St. Louis!





BBQ Blues for Batten - Gateway,  CO


The Gateway Canyon Resorts,� HYPERLINK "http://www.gatewaycanyons.com/" \o "destination" \t "_blank" �� located in southwest Colorado, will be hosting a fundraiser for BDSRA.   The event will bring together the best of summer on August 29, 2009, with the first annual BBQ Blues. This event will feature a number of well-known blues bands for a day of memorable music, along with a BBQ contest to bring some of the region’s best grillers to the festivities.  For more information, please visit their website:  www.gatewaycanyons.com.





8th Annual Batten Disease Golf Tournament - Vacaville, CA


The Fairfield Police Officers Association is sponsoring this annual golf tournament in honor of Police Sergeant Joe Allio's family and his daughter, Catie, who has Batten Disease.  The event is planned for September 11th in Vacaville, California.  Good luck!





Bash for Batten's  - Maple Grove, MN


Brandy Wempner is organizing "Bash for Batten's" on September 13, 2009 at the Cambria Suites in Maple Grove, Minnesota.  The event will include a Italian Buffet Dinner and silent auction.  Warren Shuros, BDSRA Board Member and Father of Kesley will be a key speaker.  Good Luck Brandy!





Cardthartic Event - German Village, OH


Cardthartic, a private label greeting card company, teamed up with Amy Parrish, a renowned professional Photographer, to create a special card featuring Celia Betz who is 2 years old and suffers from Batten Disease.  The event will take place on Friday, September 25th at the Book Loft in German Village.  Half of all proceeds from the sale of the entire line of cards that weekend will go to BDSRA.  Thank you Cardthartic and the Book Loft!





Highlandville Fun Fest - Highlandville, IA


The Shuros Family is hosting a fundraiser scheduled on September 26, 2009 in their hometown of Highlandville, Iowa .  The event will feature a Duck Race, Cow Chip Bingo, Live Auction and Hog Roast.  Sounds like a Fun Fest!  





Spaghetti Dinner - Pittsburgh, PA


The Grady Family is hosting a Spaghetti Dinner and Chinese Auction on September 27th to benefit LINCL Research.  Good luck Grady Family!

























































































Take Flight Triathlon Pre-race Dinner - Charlotte, NC


The Hawkins Family and Southeast Chapter are planning this event designed to raise funds while featuring health, wellness, and disease research.  Four-time Olympian Sheila Taormina, a world champion triathlete and gold medalist at the 1996 Atlanta Olympic Games will be the keynote speaker.  The  dinner will take place on October 3, 2009 and they expect 500-600 in attendance.  Good luck!





Uff Da Fest '09 - Spring Grove, MN


This annual event scheduled on October 3rd is a Norwegian celebration to commemorate Autumn in Spring Grove, Minnesota.  "Uff Da" typically is an expression of surprise or "Oh No!".  Joining the festivities, the Minnesota Chapter and Bluff County Artists Gallery will host a Hog Roast, Art Auction and Raffle for a one-of-a-kind ceramic pot made by the renowned ceramic artist, Dean Schwartz who donated the art piece.  For more event details, please visit  www.uffdafest.com  





2nd Annual "Miracles Can Happen" Gala - Mandeville, LA


The Mary Payton Foundation is hosting it's Miracles Can Happen Benefit which will be held on October 9, 2009 at Benedict’s Plantation in Mandeville, Louisiana. A live and silent auction will be featured, along with great food and the band, 4 Unplugged. They are hoping this event will be even bigger and better than last year! For more information about this event please visit their website:  www.marypaytonsmiracle.com.





Dave’s Home Roast Coffees


David Dahl (son Clifford—JNCL) has been in the coffee roasting business for awhile now. His kitchen and ovens becomes “roasting central” a few times a week. Dave was able to take his coffee roasting business to the internet and has begun serving customers all across the country. Dave sells his premium roasts for $10.00 per pound. Shipping is $5.00 for the first bag and $2.00 for each additional bag. All of the proceeds raised go toward the Juvenile Trial. Please visit Dave’s Etsy store at � HYPERLINK "http://www.daveshomeroast.com" ��www.daveshomeroast.com� and buy a bag of his coffee today! If you have any questions, please feel free to email Dave at � HYPERLINK "mailto:daveshomeroast@gmail.com" ��daveshomeroast@gmail.com�. 





Family Fundraising Contributions


Did you (or will you) have a successful fundraising event that you would like to inform BDSRA about? Please send a description along with the date and location of the event to new Director of Development Tracey Wilson at twilson@bdsra.org. Raising money for Batten Disease research and support is an amazing feat and deserves recognition. Submit your event today!


























Family Fundraising News 


Event Updates


Race for a Miracle/Cook for a Cure - Mandeville, LA


The 1st Annual "Race for a Miracle" was held on June 7th to commemorate Batten Disease Awareness Day.  The event was a huge success!  While they expected 200-250 to turn out for the race, they had 580 registered participants!  Total amount raised was $14,546.  Way to Go!!!  For more information, please visit Mary Payton's Miracle Foundation website at: http://www.marypaytonsmiracle.com.  





Jump for a Cure - Plainview - NY


The amazing Elna Faret went skydiving on Batten Disease Awareness Day, June 7, 2009.  This was her 2nd jump to benefit BDSRA and she raised $600!  She did it to bring awareness for her grandson, Ryan who has Batten Disease.  Way to Go Elna! 





8th Annual Mendota High School Relay for Charity - Mendota, IL


The 8th Annual Relay for Charity began at noon on June 12 and continued until noon on June 13.  With over 50 runners participating, another couple dozen walked with a baton, and covered over 500 miles.  This year's relay exceeded $3,800 to BDSRA!  To date the relay has generated over $45,000 to the Batten Disease Support and Research Association (BDSRA) with all funds directed to research.  For more information, please visit their website at:  �� HYPERLINK "http://mendotacc.weebly.com/index.html" ��http://mendotacc.weebly.com/index.html�





10th Annual Melissa Froio Golf Tournament - Sicklerville, NJ


The 10th Annual Melissa Froio Foundation Golf Tournament was held on June 19, 2009 at the Ramblewood Country Club.  The event was a huge success raising over $12,000 for BDSRA's research initiatives. Thank you to the Froio Family for their continued efforts that have resulted in such an awesome contribution!  For more information, please visit the Melissa Froio Foundation website at:  http://melissafroio.org.





Wine Tasting Fundraiser - Eagan, MN


The first annual Wine Tasting event was hosted by Warren & Lois Shuros and Minnesota Chapter and held on June 25.  It was very successful for the first event and raised $4,200 for BDSRA.  Congrats to the Minnesota Chapter & Shuros Family!








2009 BDSRA Conference Recap


Another BDSRA Conference has come and gone. Our time spent in St. Louis was one for the record books with many memorable moments including the Kids’ Parade and the opportunity to learn about research first hand from the scientists conducting it. As always, families had the opportunity to catch up with one another, and new families had the opportunity to meet fellow BDSRA families for the first time. 





During Saturday night’s award banquet, BDSRA was honored to pass out research awards in the amount of $273,826! Those individuals who received the awards are as follows:





1. J Alfred Rider Memorial Research Award:


Shannon L MacAuley (Mark Sands, PhD) – Washington University in St. Louis--$40,000


“Activated Astrocytes as Therapuetic Targets in INCL” –This is also a BDSRA Postdoctoral Fellowship





2. Krystyna Wisniewski Memorial Research Award:


Su Xu (Peter Lobel, PhD) – Center for Advanced Medicine and Biotechnology/Rutgers University--$31,500


“Intrathecal Enzyme Replacement Therapy for LINCL” –This is also a BDSRA Predoctoral Studentship





3. Sandra Hofmann, MD, PhD – University of Texas Southwestern--$60,000


“Enzyme Replacement Therapy for Palmitoyl Protein Thioesterase Deficiency (INCL)” –The purpose of this study is to develop enzyme replacement therapy for Infantile Batten Disease





4. Anil B. Mukherjee, MD, PhD – NIH/NICHHD --$65,000


“The development of a treatment strategy for patients with INCL, caused by PPT1 nonsense mutations”





5. Martin L. Katz, PhD – University of Missouri--$37,326


“A Possible Canine Model for Infantile NCL Therapy Development”





6. Sunita Biswas, PhD – Massachusetts General Hospital, Boston--$40,000


“Generation of Human NCL iPS cells for study of NCL disease biology” –This is a BDSRA Postdoctoral Fellowship





Continued in next column





During Saturday night’s banquet, we also awarded families, individuals, and chapters with fundraising awards. We award families in three different categories:


Fundraising for Research


Fundraising for Programs & Services


Combined Chapter Fundraising


In the category of Fundraising for Research, the winners were:


Mike & Diane Carbrey -- $51,000


Eric & Christine Thelen -- $45,000


Joni & Pete Metcalf/MN Chapter -- $30,000


In the category of Fundraising for Programs & Services, the winners were:


Charlie & Wanda Leffler/Debbie Lowther -- $10,100


Lorie Williams -- $10,008


Joe & Kathy Allio -- $8,000


In the category of Combined Chapther Fundraising, the winning chapters were:


Australia Chapter -- $116,000


Southeast Chapter -- $52,000


Heart of Amerca Chapter -- $51,000


We also hold a Chapter Poster Contest in which each BDSRA Chapter is invited to create a poster for display at the Conference. A small anonymous panel judges each poster and the winning chapters are announced. The winners of this year’s Chapter Poster Contest were:


Ohio Chapter


Heart of America Chapter


Australia Chapter


Congratulations to all of our winners and thank you to everyone for your hard work and fundraising throughout the year! 





Looking Ahead…..


The 2010 BDSRA Conference will be held July 29-August 1 at the �HYPERLINK "http://www.marriott.com/hotels/travel/chiob-chicago-marriott-oak-brook"��Chicago Marriott Oak Brook� hotel in Oakbrook, IL (Chicago suburb). For those of you who attended the 2001 Chicago Conference, the 2010 Conference is being held in the same location. 


We are also looking ahead into 2011 and 2012! Locations have already been determined.





2011 – Minneapolis/St. Paul


2012 – Charlotte





We’re busy planning so stay tuned to the News Flash and Illuminator for new information!














BDSRA News Flash  4

_1311491930

