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Juvenile Trial Fund—Where are we?
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In Loving Memory


Alexis Long, daughter of Martin & Martha Long, Oregon, WI


Born: 8/20/89 – Died: 4/5/09  LINCL





Matthew Crimmins, son of Martin & Jean Crimmins, Marysville, MI


Born: 6/20/76 – Died: 4/13/09 JNCL





Sara Pfaller, daughter of Mike & Pat Pfaller, Crystal Lake, IL


Born: 7/17/92 – Died: 4/14/09 JNCL





Stefani Puskar, daughter of Paul & Heidi Puskar, San Pedro, CA


Born: 5/14/99 – Died: 4/18/09 INCL





Mark Szigetvari, son of Gabor & Marta Szigetvari, Budapest, Hungary


Born: 12/24/95 – Died: 5/5/09  LINCL





Sue Reynolds, North Hampton, MA


Died: 5/8/09  KUFS





Sarah Whelton, daughter of Paul Whelton, Houston, TX


Born: 11/5/98 – Died: 6/5/09  LINCL

















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�. 


TheBattenProject.com – Les & Deb Ham


Just like many of you our efforts to launch thebattenproject.com is very personal - because we want to honor our son Daniel Yanak (JNCL—Vancouver, Washington) and do our part to give hope to children with Batten Disease.  To that end we began this journey with the commitment to donate the gross profits of a product (Perfect Empowered Drinking Water) that we sell to the Juvenile Trial – we are still doing that but the vision has grown.  We can't do this alone and we hope that you are willing to help us move this fundraising effort forward. Please visit our website ate www.thebattenproject.com to learn more about our mission and find out what you can do to help. Please don’t hesitate to contact us if you have any questions.


Les and Debbie Ham (1-877-691-0437). 


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!


Mandy Burlile to Compete in Ironman


Mandy Burlile probably never thought that she would be competing in an Ironman competition on behalf of a two year old girl, but that’s exactly what she’s doing. Mandy is friends with Jenni & Andy Betz, whose two year old daughter, Celia, was diagnosed in January with INCL. On July 26, 2009, she will be competing in the Ironman triathlon in Lake Placid, NY. She will swim 2.4 miles, bike 112 miles and run 26.2 miles. What Mandy is doing has been a touching tribute to the Betz family. Mandy is accepting donations on behalf of Celia. We wish Mandy good luck! For more information, please visit: � HYPERLINK "http://www.careforcelia.com/" ��http://www.careforcelia.com/�.  














3rd Annual “Ourboys 5K Run and Walk”—Concord, NC


This year’s 5K Run and Walk took place on June 6, 2009 in conjunction with the Batten Disease Awareness Days. The event was held at the Harris Road Middle School in Concord, NC. The day’s events included a 5K run/walk with 143 runners and a 1 mile Fun Run. They also had children’s games and a car wash. Preliminary totals estimate a fundraising total of approximately $15,000 again this year! Great job Hawkins family! For more information, please visit: � HYPERLINK "http://www.ourboysjourney.com/" ��www.ourboysjourney.com/�. 


4th Annual Dionysus Wine Festival—Kingsville, ON


Tony & Edie Mastronardi hosted their 4th Annual Dionysus Wine Festival on Saturday, June 6, 2009 at their Mastronardi Wine Estate. The event has gained popularity over the years with events including a performance by Pavlo, wine tasting, a hors d'oeuvre buffet and dancing into the night. A portion of the proceeds raised go to benefit BDSRA. This year the Dionysus Wine Festival was able to raise approximately $3,000 for BDSRA! Great job Mastronardis and thank you for your continued support. Please visit the Mastronardi website at � HYPERLINK "http://www.mastronardiwines.com" ��www.mastronardiwines.com�. 


Cut-A-Thon—Baltimore, MD


Nick’s Battle Foundation (started in honor of Nick Heuchan-JNCL) partnered with the Great Clips Lynch Manor salon to host a Cut-A-Thon on June 7, 2009 Great Clips helps out non-profit organizations like Nick’s Battle through it’s Great Needs and Great Deeds program. Proceeds raised went to Nick’s Battle Foundation and BDSRA. For more information, please visit � HYPERLINK "http://nicksbattle.org/" ��http://nicksbattle.org/�. 


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


This fundraiser was hosted by the Mary Payton’s Miracle Foundation which was formed in March of 2008 in honor of Mary Payton Vigil (LINCL). The fundraiser was held on Sunday June 7, 2009 in recognition of Batten Disease Awareness Days. The 5K race ran along the Mandeville Lakefront and was followed by a 1 mile fun run for children and a ‘Roll and Walk’ for children with special needs. The races were followed by a jambalaya cook off and children’s festivities at the Mandeville trailhead. For more information, please visit the Mary Payton’s Miracle Foundation website at � HYPERLINK "http://www.marypaytonsmiracle.com" ��http://www.marypaytonsmiracle.com�.








No Show Golf Tournament—Staten Island, NY


Gene and Edie Dockter hosted a No Show Golf Tournament on June 7, 2009. They invited golfers from all over to “not show up” to their tournament which was held in honor of the Batten Disease Awareness Days. Instead of showing up to play golf, players were asked to send in their registration fee in the form of a donation. They even invited participants to play in a hole-in-one contest by placing a small dot (the ball) somewhere on the printed green in hopes of getting it right in the hole. Great job Dockters on a successful No-Show event!


10th Annual Melissa Froio Golf Tournament—Sicklerville, NJ


The 10th Annual Melissa Froio Foundation Golf Tournament will be held on June 19, 2009 at the Ramblewood Country Club. Cost is $125 per golfer, and it includes lunch, golf, cart and dinner. The tournament is very special this year because it is the first year that Melissa will not be present. She passed away from LINCL in March. Proceeds from the tournament will benefit BDSRA and the St. John of God School which Melissa attended. For more information, please visit the Melissa Froio Foundation website at: � HYPERLINK "http://www.melissafroio.org/" ��http://www.melissafroio.org/�. 


“Action for Asher” Kick-A-Thon and AsherBash4—Norwalk, OH


The Nikolajevs are a very busy family this time of year! Each year they work hard to put on two big fundraisers in their community: the “Action for Asher” fundraiser and AsherBash. The “Action for Asher” fundraiser is being held Saturday, June 20, 2009 from 9:30am-4:00pm at the North American Martial Arts Institute in Norwalk, OH. The event will include a 3 hour kick-a-thon and break-a-thon and a 4 hour cardio marathon! The 4th Annual Asher Bash is an all-day community concert benefit event held at the Knucklehead Saloon in Huron, OH. This year the event will happen on July 18, 2009. Admission is only $10 and includes 7 hours of music and fun! For more information, please visit � HYPERLINK "http://www.actionforasher.org" ��www.actionforasher.org�. 


6th Annual “Kevin’s Fund” Golf Tournament—Hagerstown, MD


Martin and Vicki Lumm are hosting their 6th annual “Kevin’s Fund” Golf Tournament on Friday, June 26, 2009. The money raised from the tournament benefits the Kevin Lumm Memorial Fund which in turn provides assistance to families with Batten disease in the area and the BDSRA. The day includes donuts, coffee and juice in the morning, a luncheon buffet after the tournament, and guaranteed fun! For more information, please contact Martin and Vicki Lumm at (240) 313-2234. 






















































































Soccer/Silent Auction Community Day—Arlington, WA


PE teacher Lisa Boyle, and the entire Arlington, WA community are holding a fundraiser on August 8, 2009 to remember Carl Bergam who died of LINCL this year. It’s Lisa’s hope that everyone who attends will have fun, learn more about Batten Disease and feel compelled to donate to BDSRA in remembrance of Carl. The day’s events will include a soccer tournament and silent auction. We want to wish Lisa and the Bergam family GOOD LUCK as they continue planning the event!


First Annual Batten Disease Research Golf Tournament—North Dartmouth, MA


Jean and Mo St. Gelais are hosting their first ever golf tournament on September 28, 2009. The golf tournament is being held at the Allendale Country Club. The tournament begins with a 1:00 shotgun start. Participants will compete as a foursome. Following the tournament, a 4-course ‘surf-n-turf’ dinner will be served along with the awards ceremony, silent auction and raffle. Proceeds raised will benefit Batten Disease research. For more information, please visit their website at � HYPERLINK "http://www.battendiseaseresearch.com" ��www.battendiseaseresearch.com�. 


Cookie Lee Jewelry—Dallas, TX


Jessica Griffith, (in memory of sister Kari Anderson-JNCL) is a Cookie Lee fine fashion jewelry consultant. Jessica has graciously offered to donate a portion of her profits made from her Cookie Lee jewelry sales to BDSRA. To view Jessica’s jewelry, visit her website at � HYPERLINK "http://www.cookielee.biz/jessicagriffith" ��www.cookielee.biz/jessicagriffith�. When you place an order, be sure to mention “Batten Order” to ensure BDSRA and the Juvenile Trial receives the profits. Jessica is also selling a special line of pink jewelry in memory of Kari. The proceeds raised from this jewelry will also benefit BDSRA. If you have questions, please email Jessica at � HYPERLINK "mailto:jessicagriffith@cookielee.biz" ��jessicagriffith@cookielee.biz�. 


Mark Your Calendars—More Info to Come!


June 25th: Wine Tasting Event—Eagan, MN


August 29th: BBQ Blues for Batten—Gateway, CO


September 11th: Annual Golf Tournament—Vacaville, CA


September 13th: Wempner Family Fundraiser—Maple, MN


September 26th: Highlandville Fun Fest—Highlandville, IA


October 3rd: Uffda Fest—Eagan, MN


October 3rd: Campbell Triathlon Dinner—Charlotte, NC
































Family Fundraising News 


9th Annual Catie & Annie’s Cops 199 Mile Relay—Santa Cruz, CA


The Allios are no strangers to this event. For the past 9 years, Joe Allio has run this 199 mile relay race with his colleagues from the Vacaville Police Department. The race was held May 1 & 2. Each member of the 12 person team ran between 13-19 miles from Calistoga to Santa Cruz, CA. This year the teams were able to raise more than $8,000 for BDSRA. For more information, please visit The Relay website at � HYPERLINK "http://www.therelay.com" ��http://www.therelay.com�. Great job Allios and the Vacaville PD!


5K Run/Walk for Batten Disease—St. Paul, MN


The Minnesota Chapter of BDSRA hosted their annual 5K Run/Walk for Batten Disease on Saturday, May 2, 2009. The race took place at Phalen Lake in St. Paul, MN. Events included a 5K run, 5K walk and a Kids Fun Run. There were also raffle drawings, face painting for the children, a silent auction, food, drinks, and more! This year the event raised over $30,000 for BDSRA! For more information on the Run/Walk, please visit the Minnesota Chapter’s website at � HYPERLINK "http://www.mnbdsra.org/" ��http://www.mnbdsra.org/�. 


2nd Annual Hayden’s Hope Benefit—Two Rivers, WI


Hayden Thelen (INCL) is the inspiration behind this event. This year the Hayden’s Hope Benefit was held at the Twin Rivers Community House on May 29, 2009. The benefit started with a Kid’s Carnival and food and was followed by an auction, raffles, drinks and more. Proceeds raised benefited the Hayden’s Batten Disease Foundation, Inc. and Infantile NCL research. For more information on the Hayden’s Hope Benefit, please visit their website at � HYPERLINK "http://www.helphayden.com" ��http://www.helphayden.com�. 


Fun, Formal & Educational Evening—Broadview Heights, OH


Julie Smerdel (mother to Mason—JNCL) hosted her first fundraising event on June 5, 2009 from 6:30-9:30pm in conjunction with the Awareness Days. The evening’s events included a homemade Italian dinner, a live auction featuring trips, a digital camera, artwork and much more. The evening also included a performance by a live Irish band. Altogether the event made over $10,000! Proceeds raised are going to benefit JNCL research. Great job Julie and the Smerdel family!


�





BDSRA 2009 Conference—St. Louis, MO


The 2009 Conference Pack was mailed out with the April Illuminator. It is also available on our website at � HYPERLINK "http://www.bdsra.org" ��www.bdsra.org�. Please complete your registration form and mail it in. This is going to be a GREAT conference!


Dates: Thursday, July 16th thru Sunday, July 19th


Place: Marriott St. Louis Airport Hotel


	10700 Pear Tree Lane


	St. Louis, MO 63134


	Phone: (314) 423-9700


	Toll-free: (877) 264-8771


	Fax: (314) 423-0213


Reservation line: 1-800-228-9290


Conference name: Batten Disease Conference


Room Price: $89 a night plus tax


There are only 14 handicap accessible rooms available. Reservations for these rooms must be made through BDSRA by calling 1-800-448-4570.


Please remember that the cut-off date for t-shirt orders is July 1st! If you need a copy of the 2009 Conference Packet, please contact Amy at kirka@bdsra.org.





Director of Development Joins BDSRA


BSDRA has recently hired a Director of Development to join our staff. Tracey Wilson began her role as the Director of Development on April 13, 2009. She will be working to develop our fundraising and donation initiatives. Tracey comes to us with experience on both the giving and receiving ends of grants and has spent her career working for The Longaberger Company, Ronald McDonald House Charities, and a private museum called The Works in Newark, Ohio. We are very excited to have her on board and working hard to help us in an area that is most needed.  Tracey resides in Newark, Ohio with her 4 sons, Taylor (15), twins- Hunter & Spencer (14) and Jared (10). If you have an upcoming fundraiser or need help in the donation/fundraising arena, please contact Tracey by emailing her at twilson@bdsra.org or calling her directly at 1-866-287-7233.





�





International NCL Congress—Hamburg, Germany	


Every 2 years, the International NCL Congress meets to share information and research studies with one another. The Congress is made up of all researchers studying NCL (Batten Disease) around the world. This year, from June 3-6, the NCL Congress met in Hamburg, Germany for their meeting. The 3 day event featured the presentations from many of the world’s leading researchers on Batten Disease. They came from all over the world including Japan, Finland, the United States and Lebanon. You can read the research abstracts of the presenters on the NCL Congress website: � HYPERLINK "http://www.ncl2009hamburg.de/" ��http://www.ncl2009hamburg.de/�. Please look for a full article from Scientific Advisory Board member Jonathan Cooper, PhD in the July Illuminator.





Batten Disease Awareness Days


A big CONGRATULATIONS and THANK YOU are in order to everyone who helped make the 2nd Annual Batten Disease Awareness Days a huge success! We had families holding fundraisers around the country. We also had a large number of families passing out the new BDSRA reusable grocery bags to grocery store patrons, church congregations and friends & family members. It’s also important to know that we received a large amount of press coverage promoting the Awareness Days. We are very pleased with the way the 2nd Annual Awareness Days turned out. Please continue to share your stories and effects Batten Disease has had on your lives. With your continued effort and support, we will find a cure! Thank you again everyone!





Illinois and Missouri State Government Recognize Batten Disease Awareness Days


Many of you may have seen the press releases from the BDSRA website about the exciting news from both Missouri and Illinois. Each state officially recognized June 6 & 7, 2009 as Batten Disease Awareness Days. Friends and family members of BDSRA were hard at work contacting state representatives and state senators urging them to recognize a day involving a disease affecting residents of their states. For more information, please visit the BDSRA website and go to the News Center for the press releases from Missouri and Illinois: � HYPERLINK "http://www.bdsra.org/#family_news" ��http://www.bdsra.org/#family_news� 
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