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Juvenile Trial Fund—Where are we?
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Money Raised as of October 1, 2008

$225,092


Dr. Krystyna E. Wisniewski, M.D., Ph.D.
I have the sad duty of letting you know about the passing of our beloved Dr. Krystyna Wisniewski.  She passed away on May 31, 2008.  One of the most important aspects of her life was Batten disease research and the families she took care of at the Jervis Clinic at the Institute for Basic Research (IBR).  You and your children meant a great deal to her. 

Krystyna was like an old-fashioned country doctor.  She was a neurologist and a pediatrician and just the person we called if we needed help with our child. In early 2007, Krystyna invited geneticist Dr. Milen Velinov and neurologist Dr. Adrian Logush to join her to work with Batten disease patients.  Both of these doctors are very interested in continuing to work with our families here at IBR. 

If you would like to bring your child to IBR and meet our doctors, they would be happy to be here for you and help in any way they can.  You can call Mrs. Maureen Gavin, RN, 1-718-494- 5372, or Ms. Lorie Rivera at 1-718-494-5313 to make an appointment. IBR will continue to be here for you and your family. As Coordinator of the Batten Disease Registry, please feel free to call me at 1-800-952-9628 if I can be of help to you. 

     Submitted by Edie Dockter

Research Awards Named in Honor of Batten Disease Pioneers

BDSRA has had the honor and privilege of knowing some of the best researchers in the country working towards a cure for our children.  As most of you know, this year Dr. Krystyna Wisniewski passed away, and in 2004, we were sad to lose Dr. J. Alfred Rider.  In memory of these two extraordinary Batten Disease warriors, BDSRA has named the first two research awards given each year at Conference after them.  The first award given is named the J. Alfred Rider Research Award and the second award given is named the Krystyna Wisniewski Research Award.  BDSRA knows the importance of recognizing those who have laid the foundation for the research and treatments being studied today. Dr. Rider and Dr. Wisniewski will forever be remembered by all those affected by Batten Disease.

News & Notes
2008 Conference Report—Denver, Colorado
The Mile High City of Denver hosted the 20th Annual BDSRA International Conference this year. Families from near and far joined in Denver to celebrate this year’s theme, “Climbing Mountains Together”. Thursday evening hosted the Welcome Reception and gave new families a chance to meet others and veteran families a chance to catch up. Friday morning’s general session brought new and helpful information. The new Board President, Jane Emanuel, was introduced and gave the welcome address. We heard research updates from Dr. Pearce and information about clinical trials from Dr. Mink and Dr. Marshall. We also heard from first-time Conference attendee and father, Craig Benson about his company’s important role in future NCL research. The morning ended with an inspiring speech by Warren Shuros about the importance of continued fundraising for a cure and the premier showing of the Batten Disease documentary created by Trent and Retta Lewis. Friday evening we were more than entertained by PJ and the Wamberg family as well as the musical stylings of Kelsie Packham and Clif Fiske. 

Saturday, families were given the opportunity to attend sessions on numerous topics. Things like education, social services, and even sibling support were available to parents and attendees. Saturday evening we watched as the affected children paraded into dinner dressed as mountain climbers, complete with bandanas and walking sticks. Everyone clapped and cheered as families and chapters presented BDSRA with fundraising money in the amount of $150,000! BDSRA announced the fundraising award winners and the recipients of the 2008 research proposal awards. Finally, we danced the night away and even caught a special dance with Lance and two beautiful ladies. 

The Siblings also had a very active weekend traveling to a Rockies baseball game Friday night and the Denver Museum of Nature and Science on Saturday. Siblings also attended sessions with guest facilitator Doug Cluxton and had the opportunity to participate in dance therapy. The Saturday night Sibs Dollar Dance raised over $300 for the Siblings Program.

Sunday came all too soon as we once again prayed for a cure at the non-denominational prayer service and remembered those children we have lost at our Memorial Service. Everyone said their goodbyes until next year when we’ll meet again in St. Louis, Missouri. 

The 2008 Conference Committee:

Joel Maynard, Conference Chairperson

Chris Maynard

Fred & Nori Weaver



Web & Carol Ireland

John Ireland




Randy & Cheri Munkres

Lori Clyncke




Mark & Sally Stockwell
A big thank you to our Conference Committee! Without their help, none of this would have been possible.
Saturday evening at the banquet the research grants were awarded:
J. Alfred Rider Memorial Research Award: Mark Sands, Ph.D., Washington University in St. Louis – “Combination therapy for Infantile Neuronal Ceroid Lipofuscinosis” - $14,400
Krystyna Wisniewski Memorial Research Award: Sandra Hofmann, M.D., Ph.D., University of Texas Southwestern – “Enzyme replacement Therapy for Palmitoyl Protein Thioesterase deficiency” - $55,000
Jonathon Cooper, Ph.D., Kings College London – “Pathogenic impact of lymphocytes and macrophages in Infantile Neuronal Ceroid Lipofuscinosis (Batten disease)”. $30,000
James T. Mapes, Ph.D. and David Pearce, Ph.D., Rules Based Medicine – “Identification of biomarker profiles associated with Batten disease using established mouse models of the Neuronal Ceroid Lipofuscinoses (NCL).” $25,709
Next, awards were given for fund raising and the chapter poster contest.

Fund Raising - Research

1. Taylor’s Tale-King Family - $90,061

2. Pete and Joni Metcalf - $30,000

3. Chris and Wendy Hawkins - $18,396
Fund Raising - Operating

1. Joe and Kathy Allio - $33,500

2. Pete and Joni Metcalf - $8,500

3. Derek and Christie Allbee - $6,800
Chapter combined research/operating

1. Southeast Chapter - $116,500

2. Northern California - $96,900

3. Minnesota Chapter - $42,000
Chapter Poster Contest

1. Minnesota Chapter

2. Midwest Chapter

3. Heart of America Chapter

Copies of PowerPoint presentations from sessions on Saturday morning and afternoon are available. If you would like a copy of any of the following presentations, please email Amy at kirka@bdsra.org.
1. Social Services—Amy Kirk, MSW, LSW

2. Pharmacology—Nancy Carney, RN
3. How to Help the Sibling(s) of a Terminally Ill Child—Nancy Carney, RN
4. End-of-Life Planning—Doug Cluxton, MA, LPC
5. Fundraising—Warren Shuros

6. Palliative Care vs. Hospice Care—Nancy Carney, RN and Amy Kirk, MSW, LSW

New Members for Scientific and Medical Advisory Boards

The BDSRA Scientific and Medical Advisory Boards were appointed new members and chair persons during the 2008 BDSRA Conference.  Dr. Katherine Sims from Massachusetts General was named the new chairperson for the Medical Advisory Board.  Dr. David Pearce from the University of Rochester remains the chairperson for the Scientific Advisory Board. 

The Medical Advisory Board is available to all families and their physicians who need help or advice in treating a child with Batten Disease.  The members on the board can also recommend neurologists or other experts in your area.  Please call BDSRA if you need help with your current physician or specialist, and we will work with the Medical Advisory Board to find you the best solution.

2008 Medical Advisory Board

2008 Scientific Advisory Board
Katherine Sims, MD—Chair

David Pearce, PhD—Chair

Massachusetts General Hospital

University of Rochester 

Rose-mary Boustany, MD

Sandra Hofmann, MD, PhD

Duke University



Univ. of Texas Southwestern

Jonathon Mink, MD, PhD

Mark Sands, PhD

University of Rochester


Washington Univ. at St. Louis

Jennifer Kwon, MD


Beverly Davidson, PhD

University of Rochester


University of Iowa

Heather Adams, PhD


David Sleat, PhD 

University of Rochester


Center for Advanced

 




Biomedical Research






Terry Lerner, PhD





Massachusetts Gen. Hospital
Genetic Information Non-discrimination Act Passed Into Law

The Genetic Information Non-discrimination Act (GINA) was passed into law by President Bush on May 21, 2008.  This law is the first and only federal legislation that will provide protections against discrimination based on an individual’s genetic information in health insurance coverage and employment settings.  The law will become fully effective in November 2009.  The Coalition for Genetic Fairness today launched an interactive, online guide to landmark GINA.  The resource, “What Does GINA Mean? A Guide to the Genetic Information Nondiscrimination Act”, summarizes the protections of the first civil rights legislation passed in the new millennium and outlines its impact on the future of health in America. Access the guide at http://www.geneticfairness.org/ginaresource.html to learn about the history of the legislation, hypothetical situations of genetic discrimination, and key examples and definitions.  The guide includes information for: the general public, clinicians and healthcare providers, employers, health insurers, researchers, and state officials. 
World Famous Mediterranean Guitarist, Pavlo,
Named New Spokesperson for BDSRA

International sensation, Pavlo, has graciously offered to be an official spokesperson for the Batten Disease Support and Research Association (BDSRA).  Pavlo, a Mediterranean style guitarist, is in the midst of a nationwide tour.  He recently recorded his first PBS special titled, “Mediterranean Nights” which is currently airing on PBS stations across the United States and Canada.  Originally from Toronto, Canada, Pavlo is a talented guitarist who has been playing since age five.  Pavlo has released seven albums over the last ten years.  He has toured around the world every year consistently, playing over one hundred and fifty concerts per year.  Some of his awards include the Best Instrumental Album of the Year nomination for the 2000 Juno Awards (Canada’s equivalent to the Grammy’s), two Gold albums, a Billboard Top 10 release, and the honor of performing for His Royal Highness Prince Charles in 2001.

On June 7, 2008, Pavlo was invited to play for the Third Annual ‘Toast to Dionysus’ fundraising event in Kingsville, Ontario, to benefit the BDSRA. The event is held each year at the Mastronardi Estate Winery by Tony and Eadie Mastronardi, whose daughter Brittany succumbed to Late Infantile Batten Disease in 2002.  From there the relationship with Pavlo and the BDSRA has grown.  
In August 2008, Pavlo offered to be an official spokesperson for the BDSRA.  He has invited all families who have children with Batten Disease to attend his concerts at no charge and have the opportunity to meet him.  BDSRA is excited to begin a strong and long-lasting relationship with this Mediterranean guitarist extraordinaire.  For more information on Pavlo, please visit his website at www.pavlo.net. 

If you are interested in getting tickets for an upcoming Pavlo show, please contact BDSRA at bdsra1@bdsra.org or 1-800-448-4570.  If you are interested in obtaining a press release to submit to your local newspaper about our newest spokesperson, please email Amy at kirka@bdsra.org. 
New Project Approved by BDSRA Board

The BDSRA Board has just approved the development of a new video.  This video will be specifically for the education of children with Infantile or Late Infantile.  We need your help with this project.  We need video clips of children with Infantile and Late Infantile Batten Disease.  Specifically, we need video clips from school settings.  However, any video will be helpful to this project.  Your submission of video clips is also your permission to use the video for this project.  Please send to:

Wendy Bills

1141 W 13200 S

Riverton, UT  84065

You may also send electronic video to:  wbills@murrayschools.org
Another project we hope to develop is the making of a “Chicken Soup for the Soul” for Batten Disease families.  Please send your hopeful, insightful stories to the above contact to help with this project. Thank you for all of your help!

2008 BDSRA Board of Directors

Each year, BDSRA votes for new members for the Board of Directors. This year the Board of Directors elected three new members and re-elected one member.  We want to thank the following outgoing Board members for their time and service to BDSRA and our families:

· George Maxim, Saskatchewan

· Eric Faret, New York

· Gregg Froio, New Jersey

· Carl Schwartze, Missouri

The 2008 Board of Directors and its officers began their new term in July.  The electing of officers was done at the July Board meeting held during Conference.  We want to welcome the newest members and officers of the Board and wish them the best of luck over the next year.

· Jane Emanuel, MD, President

· Kim Zellmer, Esq, 1st VP – Chair, Legislative Committee

· Marcus Kerner, Esq, 2nd VP – Finance Committee

· Joel Karg, CPA, Treasurer – Chair, Finance Committee

· Linda Houghtby, Secretary – Family Outreach Committee

· Larry McDonough – Chapter Development & Public Relations Committees

· Chris Lowden, PhD – Legislative & Medical Liaison Committees

· Wendy Bills, PhD – Education Committee

· Chris Hawkins – Fundraising & Chapter Development Committees

· Warren Shuros – Chair, Fundraising Committee; Public Relations Committee

· Fred Weaver – Chair, Public Relations Committee; Fundraising Committee

· Sara Thompson – Sibling Outreach Committee
Our Special Children
Special Child, USA: Kristin Smith, Valparaiso, IN

By Linda and Jim Smith, parents
It was July 5, 1992, and we felt so lucky.  We just had a little girl to join her 2 year old brother, Danny.  We had the perfect family.  Little did we know, Kristin would be legally blind by 5, and diagnosed with Juvenile Batten Disease at age 7.

As a toddler, she just couldn’t handle when things didn’t go the way she planned.  When she was 3 she explained, “My head hurts when I don’t get my way.”  We made a mental note, this seemed strange.  Ordinary discipline didn’t work either.  We knew something was wrong, but what?

When Kristin was 5 she started getting her colors mixed up.  She had known her colors for years.  We realized she never saw the cows and horses we pointed out the car windows.  Oh, she needs glasses, this must be our problem.  Eventually, we were referred to a specialist in Chicago, and we ended up with the “Retinitis Pigmentosa” diagnosis. She would probably need a white cane by the time she was 40 we were told.  The doctor did mention there was another condition that included tantrums that we should be aware of, but said “I don’t really think it’s that…she seems so bright.”  He didn’t tell us the name of the disease or mention seizures.  We made another mental note, because as much as we hated to admit it, she did have tantrums.
Kristin’s vision deteriorated rapidly, and she was learning Braille and using a white cane at age 6, not 40.  Then she had her first grand mal seizure at age 7.  Even though the local doctors said her vision loss and the seizure weren’t related, that didn’t make sense to us. How could she have two major things like that, neither of which ran in our family?  They suggested we wait and see, she may never have another seizure.  Remembering what the specialist had said about this other condition, we called and got one of his associates. When we asked if seizures could be related to her vision loss, we were told “No”.  So we waited.  Within a few months, she had a second seizure.  This time we made sure to talk to the specialist.  As soon as we told him she was having seizures, he said there is something we need to test her for right away.  It turned out to be Batten Disease. 

Once we got the diagnosis… everything changed.  Academics weren’t that important anymore.  The focus became keeping her happy and giving her as many experiences as we could.  Being blind had turned out to be no big deal, especially to Kristin.  We had mastered blindness, but the seizures were different. You couldn’t plan for them. Controlling her seizures continues to be a huge challenge.  We feel like she is a ticking time bomb.  She has clusters of seizures, 5-10 over a few days, and then she is good for 3-5 weeks.  But it takes a week or so to recover after these episodes.

We have tried to make her life as full as we can.  Kristin has enjoyed being a cheerleader, a Girl Scout, a Special Olympic swimmer, in the high school choir, Exceptional Equestrians and going to blind camp.  But the highlight of her year is the BDSRA Conference we have attended the past 9 years.  She is very social, has a great sense of humor and loves to talk… all the time.  Everyone from the “bus ladies” to the cafeteria workers knows our business.  Sometimes are heads are spinning from all the chitter-chatter, but we just smile, because we know we’ll miss it someday.

Kristin is so proud to be a teenager.  She wants to be sure her clothes and toys aren’t “babyish” but rather “teenager-style”.  She proudly tells everyone in earshot in public places, “I’m sixteen. I’m a teenager.”  Her brother, Dan, is in college now, and she announced to us recently that, “College isn’t going to work out for me.”  So we said, “OK, we’ll find something else you’ll like.”
It’s 2008 now, and we still feel lucky to have Kristin.  We are so proud of how she has adjusted to each new obstacle put in her path.  We know our hardest years are ahead, and we just try not to think about it.  It’s too hard.  But Kristin will lead the way, as she always does, and we will figure it out as we go (with a little help from our friends at BDSRA).

FROM THE NURSE’S CORNER
This past Conference, we (meaning the BDSRA staff and other professionals) kicked off the beginning of a new drive to teach our families more about Hospice/Palliative Care.  We taught numerous sessions on the subject which will be available by contacting the BDSRA office (800-448-4570), and hopefully soon will have all of them on our website for all to read as well.

Palliative care/Hospice care is a model for quality, compassionate care at the end of life.  The current definition of palliative/hospice care includes a distinct, comprehensive cluster of services for the terminally ill individuals and their families, which are provided on a continuum of intensity (levels of care) in a variety of settings.  All Hospice and Palliative care includes access to and availability of appropriate and necessary services to meet the identified needs and choices for care made by the patient and family.  The Medicare Hospice Benefit conditions of participation define a distinctive cluster of services that the Hospice must provide regardless of the care setting.  They also establish guidelines for how Hospice care is provided by Hospice personnel.

Once, our children are diagnosed, they are eligible for Palliative care because they have a terminal disease.  What I am going to write about in the coming issues of the newsletter are different areas of Palliative/Hospice care that will affect our children at some point along the disease process of their illness and how we as parents can possibly help them better to work through some of these issues.  For example, anxiety-some of the many triggers/causes, how can we calm our children, is it a psychosocial, emotional or spiritual issue for the child, or is it a result of pain, what are some meds which may be helpful to control anxiety; dehydration-what is the cause, history of the child will be important, a physical exam will be needed, diagnostic testing will be involved, intervention, education, and follow-up will all be very important.  I would like to do this with multiple topics and if they are not too long I will do several in each issue of the Illuminator.

Then at next year’s Conference we will continue to have more sessions on Hospice/Palliative Care to inform you of current issues or specific areas of care.  If you would like to have input on any specific topic, or have questions about any area of Hospice/Palliative Care, or would like me to write about a particular area, please either give me a call or email me or Amy Kirk, our social worker, if there are services you feel could benefit you, she can help you to find them in your area.

Nancy Carney RN

877-642-5512  nancycarney@bdsra.org
Amy Kirk MSW, LSW

888-379-2546  kirka@bdsra.org

From Family Services

Does Your Estate Plan Put Your Child at Risk?

Reprinted, with permission, from the Academy of Special Needs Planners

http://www.specialneedsanswers.com/resources/article.asp?id=5834

Most parents of children with special needs are well versed when it comes to their child's government benefits. They know not to give the child any money outright, to establish a standalone supplemental needs trust to protect their child's assets, and they know all of the ins and outs of the SSI and Medicaid application processes. What many parents don't often think about is the effect that their own estate plan can have on their child's benefits. 

The first thing for parents to keep in mind is that they must, without a doubt, have an estate plan. Parents who are often so good about getting their child's plan in order can balk at creating their own estate plan for a variety of reasons. Without putting together your own plan, you are placing your child's benefits at risk. If you pass away without a valid will (known as dying intestate), your assets will be distributed according to state law. These laws will often leave a sizable portion of your estate to your children. In the case of a child with special needs, receipt of these funds could eliminate benefits that they rely upon. Therefore, it is essential that you prepare an estate plan that will take into account your child's unique circumstances. 

The next thing to remember when assembling your estate plan is that, except in very limited circumstances, you should not leave anything directly to your child with special needs. Instead, your estate should flow through your own will into a supplemental needs trust for your child's benefit. A properly drafted supplemental needs trust will protect your child's benefits and allow your estate to be utilized as you intended without interference from outside sources. You will also have the opportunity to choose a guardian for your child in your will, another important decision that you should not leave up to chance or state law.

Sometimes parents will leave their entire estate to their children without special needs with the hope that those children will take care of their sibling with special needs. You should avoid the temptation to do this. While your motives and trust in your children are well placed, this arrangement often leads to bitter family disputes and should be avoided if at all possible. Typically, the better option will be a separate trust that can hold your child with special needs' share of your estate and free up the shares for your other children to be spent as they see fit. 

Another potential problem area is when parents name their children as beneficiaries of life insurance policies and retirement plans. These assets, which are not governed by the terms of your will, could easily pass to all of your children in equal shares if you are not careful about naming plan beneficiaries (this is a very common problem when your child develops a special need later in life, after you have had these policies in place for years). As you did in your will, you can place your child's share of these important assets into a properly configured supplemental needs trust. However, some complicated tax issues may have to be addressed first.

Finally, your estate plan may not be the only issue. Make sure to check with any relatives who may be leaving something for your children and make sure that they also speak with a qualified attorney before including your child with special needs in their estate plan. 

This article is meant to get you thinking about your estate plan and the many options available to ensure your child's care when you are no longer there. If you don't have an estate plan at all, or are worried that your previous plan is not appropriate, your next step should be to contact a qualified special needs planning attorney. 

Please visit the Academy of Special Needs Planners website at www.specialneedsplanners.com for additional information on this subject and many others.
Questions? Contact Amy Kirk at 1-888-379-2546 or kirka@bdsra.org.

Monthly Chat

We will be holding our November Monthly Chat on Monday, November 24, 2008 at 9:00pm EST/6:00pm PCT. As we prepare for the holiday season, this month’s chat will be about where to find toys and other gifts for a child with special needs. Come share your child’s favorite toys and your best finds with other parents. This will be the ultimate gift-giving guide chat! Instructions on how to access the chat and a reminder will be posted on the BDSRA Bulletin Board one week prior. If you have questions, please contact Amy at kirka@bdsra.org or by phone at 1-888-379-2546. Thanks and see you November 24th at 9:00pm!

Family & Friends Fundraising
Melissa Froio Foundation Annual Golf Outing—Sicklerville, NJ

The Froio Family (daughter Melissa-LINCL) hosted their 9th Annual Golf Outing on June 20, 2008.  This year’s event raised $12,000 for Batten Disease research!  Over 100 golfers, including the main man Lance himself, enjoyed a great day of golf and fun. The golf tournament featured lunch and dinner, refreshments, a Chinese auction, and sports memorabilia.  This year the Philadelphia Eagles Cheerleaders made an appearance and were part of the foursome pictures.  Next year they are planning on adding a swim party to the event and invite any BDSRA member to attend. For more information, please go to the Melissa Froio Foundation website at http://www.melissafroio.org

5th Annual “Kevin’s Fund” Golf Tournament—Hagerstown, MD

Martin and Vicki Lumm hosted their 5th annual “Kevin’s Fund” Golf Tournament on Friday, June 27, 2008. The money raised from the tournament benefited the Kevin Lumm Memorial Fund which in turn provides assistance to families with Batten disease in the area and the BDSRA. The day included donuts, coffee and juice in the morning, a luncheon buffet after the tournament, and a whole lot of fun!  
Walk for Elisabeth—Nevada City, CA

Keith and Alice Johnson (daughter Elisabeth—JNCL) hosted their 5th Annual “Walk for Elisabeth” event during the month of June.  When the event started in 2004, the Johnsons actually hosted a live walking event.  During the past three years, Keith and Alice have done a “virtual walk” by simply sending letters and pledge requests to friends and past participants asking them to donate instead of walking.  Even though they didn’t hold a “live” event, the Johnsons were able to raise $6,215 for the Juvenile Trial and BDSRA Programs and Services.  Thanks for the hard work, Johnson family!

Midwest Chapter Quilt Raffle

The Midwest Chapter raffled off a hand-stitched quilt made by a daycare worker for the Royalty family. The winner was drawn the Saturday night of Conference at the banquet.  They also sold their bracelet charms, as they do every year. Both fundraisers were a success and the Midwest Chapter was able to raise $1,000 for National Office operations! The Midwest Chapter would like to thank everyone who purchased tickets or jewelry.  Great job, everyone!

Taekwondo America Raffle—Raleigh, NC

The Taekwondo America organization graciously hosted a raffle benefiting Batten Disease research at their Southeast Regional Taekwondo Tournament held on Saturday, July 19th, 2008.  The Triangle area Taekwondo America schools of North Carolina hosted the tournament at Ravenscroft School in Raleigh, NC.  Danielle Lowden (Batten Mom) and friends, Jeff Sossamon, Wendi Brant, and Polly Lasson talked to the crowd about Batten Disease and sold tickets for over 30 exciting prizes.  Danielle Lowden spoke briefly to the tournament attendees and Taekwondo America school owners about her personal experience with having 2 children with Juvenile Batten Disease.  Over $1,800 was raised for the upcoming Juvenile clinical trial.  Some of the prizes included $150 in Home Depot gift cards, a basket of newly released Webkinz, an ornate handmade beaded necklace and matching earrings by “Beads for Batten's” (Clyda Lutz, great aunt of Eric and McKenna Lowden) and many more wonderful prizes.  

Branch Banking and Trust Donates $500 to BDSRA—Charlotte, NC

Chris and Wendy Hawkins, along with their sons Brandon and Jeremy (JNCL), were invited to the ribbon cutting ceremony for a new Branch Banking and Trust Bank in Charlotte, NC.  The event was held on Wednesday, July 30, 2008.  As a way to celebrate the bank’s opening. BB&T donated $500 to the BDSRA.  A big thank you to Leslie and Rob and the BB&T family for their generous donation. 
Operation Faith, Hope, and Love--Clearwater, FL
Nancy Garrison (aunt of Courtney and Noah Johnson, Ohio--JNCL) hosted her first dinner theater event on August 1, 2008, at the Countryside Country Club in Clearwater, FL.  Operation Faith, Hope, and Love raised $700 for the Juvenile Trial. The event, inspired by her daughters, niece and nephew, was a fun-filled evening of Italian dining followed by an ice cream sundae dessert bar, dance team showcases featuring a former captain of the Tampa Bay Buccaneer Cheerleading squad, and a fashion show of children's/tween's clothing by a local designer.  The clothes were also for sale at the event and a portion of the proceeds will benefit the Juvenile Trial.  Operation Faith, Hope, and Love also had t-shirts for sale. These t-shirts will continue to be sold on their website.  For more information on the event, please visit their website at www.ofhl.org or email Nancy at nancygarrison@gmail.com.

7th Annual Golf Tournament — Jemison, AL

Becky Lucas (son, Chris Gaines—LINCL) is hosted her 7th Annual Golf Tournament on September 20, 2008, at the Lakeview Retreats Golf Course.  This year 18 teams competed in a 2-man scramble-style tournament.  The golf tournament has had players from all over the Southeast including members of the Dahl family from Tuscaloosa.  This year the event raised $2,650 for BDSRA and Batten Disease research.  Everyone who played had a great time!
Highlandville Fun Fest—Highlandville, IA

Warren and Lois Shuros (daughter Kesley—INCL) hosted their first ever Highlandville Fun Fest on September 20, 2008. The all day event was filled with fun and activities for people of all ages.  The highlights of the event included a Duck Race down Bear Creek. Prizes were awarded for 1st, 2nd, and 3rd place ducks.  There was also a Cow Pie Bingo featured at this event.  The cow only lasted 10 minutes before “plopping” down a winner.  Other events included a children’s’ duck egg hunt, children’s duck race, hog roast, silent and live auctions and a pie sale.  Proceeds from all the events totaled $11,300! The response to the silent and live auctions was amazing.  Great job, Shuros family and all MN Chapter families who helped in this event. 

“Miracles Can Happen” Benefit—Mandeville, LA

Joe and Nikki Vigil (daughter Mary Payton—LINCL) along with the Mary Payton’s Miracle Foundation are hosting their first ever ‘Miracles Can Happen’ Benefit on Friday, October 3, 2008.  The event is being held at the Benedict’s Plantation in Mandeville.  Attendees will enjoy dinner, music provided by Mainstreet, Three’s a Crowd, and Bag of Donuts.  The guest emcee, Roop Raj from local WDSU Channel 6 will host the evening’s events.  There will also be a silent and live auction.  Money raised will benefit children with LINCL as well as research for LINCL.  For more information about the event and the Mary Payton’s Miracle Foundation, please visit http://www.marypaytonsmiracle.com. 

Running the Hawaii Ironman for Batten Disease—Ft. Collins, CO

On October 11, 2008, in Kona, Hawaii, Adam Weaver will complete a 2.4 mile swim in the ocean, 112 mile bike ride, and 26.2 mile run better known as Ironman.  Ironman is the ultimate triathlon competition in which only the best 1,700 athletes from around the world compete against one another and themselves in a swimming, biking, and running competition that is unlike any other.  Adam is competing to raise awareness for Batten Disease and his two brothers, Tyson and Timothy, who died from the disease.  Family and friends will attend the event to support Adam and will be wearing red t-shirts with Batten Disease information on them.  We wish the best of luck to Adam and the Weaver family!  For more information about Ironman, please visit http://ironman.com/news.

2nd Annual Blake’s Purpose Golf Classic—Sacramento, CA

Dawn and Jeremy Jaeger (son Blake-LINCL) along with the Blake’s Purpose Foundation have announced that they will be hosting the 2nd Annual Blake’s Purpose Golf Classic on October 17, 2008.  The Golf Classic is being held at Catta Verdera Country Club.  This year’s event will feature a full day of golf as well as dinner and entertainment afterwards.  Golfers will receive breakfast snacks, a tee prize bag, and automatic entry into a drawing for more prizes. Dinner will also feature a live and silent auction.  Last year’s event raised a substantial amount of money for Late Infantile Research, and it is the Jaeger family’s hope that this year will be even bigger and better.  For more information, please visit the Blake’s Purpose Foundation website at http://www.blakespurpose.org.

Garrett’s Wings “Take Flight Triathlon Festival”—Charlotte, NC

Scott and Renee Campbell (in memory of son Garrett-INCL) along with the Garrett’s Wings Foundation are hosting the Take Flight Triathlon Family Fun Festival on Saturday, October 18, 2008.  The event is being held at the NOMAD Aquatic Center in Charlotte. There are 500 participants registered to compete in the 250 yard swim, 10 mile bike, and 3 mile run event. Besides the triathlon events, the day will feature food and fun for supporters and families.  Prizes will be awarded to top finishers in different categories.  Good luck to the Campbell’s and everyone competing!  For more information on the event, please visit the Garrett’s Wings website at http://www.garrettswings.org. 

Junior Dragsters Against Batten Disease—Hagerstown, MD

The Heuchan Family (son Nick—JNCL) along with the Nick’s Battle Foundation are hosting their 2nd Annual Junior Dragsters Against Batten Disease on October 19, 2008.  The event will take place at the Mason Dixon Dragway in Hagerstown.  The Dragrace will be open to all racers under age eighteen.  Instead of paying an entry fee, drivers will collect pledges to qualify for the race.  Over 34 drivers participated in last year’s event and this year should be even bigger and better!  This event holds special meaning for the Heuchan family—daughter Addie has been racing most of her life, and Nick also has a special connection with the sport.  For more information or to see pictures from last year’s event, please visit http://www.nicksbattle.org.

Heart of America Dinner Auction—Maryland Heights, MO
The Heart of America Chapter is having their 2nd Dinner Auction on October 25, 2008, at the Sheraton Westport Hotel in Maryland Heights, Missouri.  The event is themed “Heroes Among Us” and is being held in honor of Danielle and Holly Carbrey (JNCL).  The money made from this evening will go to help Juvenile Batten Research. There will be delicious food, a silent auction and lots of entertainment. “Red” Schoendienst (Cardinal Hall of Famer) and Dan O’Neill (Columnist, St. Louis Post-Dispatch) are Co-Honorary Chairmen for the Dinner Auction and its Committee.  If you would like any further information please feel free to contact Diane and Mike Carbrey at dinamik@usexpress.net.  Anyone who would like to attend is welcome!  We wish the Heart of America Chapter and the Carbrey’s the best of luck.

All Day Scrapbook Party—Fairfield, OH

Sharon Depoi, grandmother of Courtney and Noah Johnson (JNCL) is hosting an all-day scrapbooking party on October 25, 2008.  The event is being held at the Fairfield Nazarene Church.  Scrapbook enthusiasts are invited to spend the day doing what they love—SCRAPBOOKING!  Participants will be fed breakfast, lunch, and a spaghetti dinner.  Coffee and refreshments will be provided throughout the day.  Participants can enjoy the all-day session for a small fee.  Proceeds raised will benefit the Juvenile Trial.  For more information about the event, you can contact Sharon at ddepoi_1386@fuse.net. Good Luck to Sharon!

3rd Annual Festival of Hope—Raleigh, NC

The Southeast Chapter is holding their 3rd Annual Festival of Hope Craft Fair and Silent Auction on November 15, 2008, at the New Community Church in Raleigh.  The event goes from 10:00-5:00pm. Come enjoy a variety of crafts and goods for sale, participate in the silent auction and enjoy live music and a taekwondo demonstration.  Vendors from all trades will be in attendance at the event and you are sure to find that perfect gift for everyone in your life.  For more information, please visit the Festival of Hope website at www.hopeforbattendisease.com. 
Dave’s Home Roasts—Chatham, IL

David Dahl (son Clifford—JNCL) has been roasting coffee for awhile now and even has his own coffee roasting business in Chatham.  Dave recently found the Etsy.com website where people can sell their hand-crafted goods to a large spectrum of consumers.  Dave's Home Roast special blends are only $10/lb.  Dave is donating all of the proceeds, including shipping and overhead costs, to the Juvenile Trial fund.  Visit his page and purchase his coffee today at http://www.daveshomeroast.com.

Perfect Empowered Drinking Water

Les and Deb Ham (in memory of son Daniel—JNCL) of Vancouver, Washington, have begun selling a revolutionary new product:  Perfect Empowered Drinking Water.  This is not your typical bottled water and with all of the bottled waters on the market today, consumers are always looking for something different.  Perfect Water is purified through a 15-step Proprietary Purification Process.  It’s then remineralized and enhanced with electrolytes and essential minerals.  It is also ionized for enhanced pH, microstructured, and oxygen rich.  Through their company Momentum III, Les and Deb are able to donate the profits made from selling Perfect water to the Juvenile Trial.  You can help by purchasing the water directly from Les and Deb Ham.  A portion of each sold case goes directly towards the Juvenile Trial.  For more information, please contact Les or Deb Ham at 1-877-691-0437 or lesham@momentumiii.com.  You can also visit their website at www.momentumiii.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 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 jessicagriffith@cookielee.biz. 

Family Contributions

Did you (or will you) have a successful fundraising event that you would like featured in the BDSRA Illuminator and News Flash? Please send a description along with the date and location of the event to bdsra1@bdsra.org. Raising money for Batten Disease research is an amazing feat and deserves recognition. Submit your event today!

Other Fundraising Efforts

Kohl’s A-Teams Help You Earn $500!

The Kohl’s A-Team is an opportunity for our Associates to work together to benefit a children’s charity in their community. When at least five Associates volunteer a minimum of three hours to support a youth-oriented organization, Kohl’s will donate $500 to that charity in recognition and support of their volunteer efforts. For each additional location with a team of five, it’s an additional $500!

If you represent a nonprofit charitable organization with tax-exempt status under Section 501(c)(3) of the Internal Revenue Code and are dedicated to enriching the lives of children in a Kohl's community, contact your local Kohl's Department store and ask to speak with the store manager. Download and complete our A-Team Request Form to turn into your local store manager. Be sure to include the following information: 

· Organization name, address & phone number 

· Ways in which the grant will help children in the community 

· Proof of nonprofit 501(c)(3) status 

· Volunteer needs (name of event, date of event, volunteer job description, number of volunteers needed, number of hours involved) 

Of course, Associates may not be able to participate in everything, but according to Associates, the number-one reason for volunteering is “Because someone asked.” For more information and to download the A-Team Request Form, please visit:

http://www.kohlscorporation.com/CommunityRelations/Community04D.htm

Australian Chapter Raises Money and Awareness Among 70,000 People—Sydney, Australia

Families from the Australian Chapter of BDSRA participated in this year’s City2Surf race on August 10, 2008, in Sydney, Australia.  The race is 14km (8.6 miles) in length and stretches from Hyde Park all the way to Bondi Beach. The race is a timed “fun run” and attracted approximately 70,000 participants this year.  The Australian families created the “Battling Battens” team and were able to raise $4,900 and a great deal of awareness. The team consisted of 9 adults and 5 children. They all wore matching “Battling for Battens” t-shirts. Members of the team were determined to raise money and were even collecting donations the day of the race. Below is a picture of the team. Great job Australian Chapter! For more information, please visit the Australian Chapter website at www.bdsra.org.au.

“Emily’s Creation” Featured at Cold Stone Creamery Nationwide

Emily Coffman (JNCL) of Tempe, Arizona, was given a very special surprise by the Make-A-Wish Foundation and Cold Stone Creamery – her very own ice cream creation. During the month of September, Cold Stone served up Emily’s Creation across the country. Emily, along with the chefs at the Cold Stone headquarters in Arizona, created a new flavor consisting of Nutter Butter® ice cream with White Chocolate Chips, Kit Kat® and Yellow Cake. As a way to help foster the relationship between Cold Stone and Make-A-Wish, Cold Stone will be having their 7th Annual World’s Largest Ice Cream Social to help benefit the Make-A-Wish Foundation on Thursday, September 25, 2008. Cold Stone will be serving up FREE 3 oz sizes of Emily’s Creation that evening from 5:00-8:00pm at a location near you. For more information, please visit the Arizona Make-A-Wish website: http://wishaz.org/ or the Cold Stone Creamery website: http://www.coldstonecreamery.com. 

BDSRA is GoodSearch “Charity of the Day”

GoodSearch featured the Batten Disease Support and Research Association as their “Charity of the Day” on Monday, August 11, 2008! The BDSRA logo and website was on the GoodSearch homepage and visitors were able to click on the BDSRA logo and were taken to our website. GoodSearch is a free and easy way for BDSRA to earn money just by having people search the internet. Since the start of 2008, BDSRA has raised $344.91 through GoodSearch and GoodShop. Be sure to spread the word to all of your friends and family about the power of GoodSearch and the honor of BDSRA being the “Charity of the Day”.

Community Day Fund-raising Event Sponsored by Bon-Ton Stores

Community Day is a fund-raising event for all 501(C)3 nonprofit and school organizations. The event is designed to provide local nonprofit organizations with a fun and easy way to raise money for your organization. Community Day at Bon-Ton, Elder-Beerman, Bergner's, Boston Store, Carson's, Herberger's, Younkers, and Parisian takes place on Saturday, November 15, 2008.
How does it work?

Participating organizations sell coupon booklets to the public for $5 each, keeping 100% of the proceeds! Each booklet contains coupons valid during our Community Day One Day Sale on November 15th. 

What will customers receive in each booklet?

With each $5 coupon booklet purchase, customers receive: 

· One $10 coupon, good toward any item of $10 or more (exclusions apply) 

· Eight additional coupons, each good for up to 20% off one item (exclusions apply)—in addition to our special One Day Sale prices.

How do we get booklets?

We provide the booklets—plus advertising support, selling tips, and online tools to track your success—at no cost to your organization. After you sign up, a Community Day representative will contact you to schedule booklet pick-up and provide more details. To sign up, please visit http://www.communitydayevent.com/signup.php.

Iowa mother and Bon-Ton employee Jill Wellner (son-Nicholas, INCL) has already signed up BDSRA in her area. You can do the same! If you have a Bon-Ton store near you and want to help BDSRA, please visit the Community Day website (www.communitydayevent.com) or contact BDSRA for more information. 

“Eight to Hope” by Wendy Bills

BDSRA Education Specialist, Wendy Bills, PhD, has written a new short novel based on factual events and stories involving children with Batten Disease. This book is a quick and enjoyable read and great for anyone in your life. Wendy was selling the books at Conference and all of the proceeds raised from her book are being donated to BDSRA. If you would like to purchase a copy of Wendy’s book for only $15 please send your check or money order to:

Wendy Bills 






1141 W 13200 S 

Riverton, Utah 84065
United Way and Combined Federal Campaign (CFC)

Don’t forget that you can help support BDSRA through your workplace. Many employers encourage their employees to participate in their annual United Way or CFC campaign drives. You can make a donation to BDSRA through either of these campaigns. If your workplace participates in the United Way campaign, you can include BDSRA as a WRITE-IN AGENCY. This means that you can write Batten Disease Support and Research Association on your pledge card. If you are a Federal Employee, you can donate to BDSRA through the CFC. Our CFC number is 11781. If you have questions about either campaign, please contact the BDSRA National Office or your workplace campaign representative.
REQUEST FOR FEEDBACK
For those of you who have attended the Annual BDSRA Conference in recent years, we want to hear from you! In an effort to keep the Conference fresh and informative we want to know what you, the families, find the most helpful and most interesting.

· What sessions would you like to see?

· What topics would you like covered?

· Is there a program or aspect you have an idea for?

· What do you want to see change?

No matter what your comment or suggestions is, we want to hear it. Please understand that not all comments or suggestions will be put into place immediately, but all will be read and considered. Please send all feedback to Amy at kirka@bdsra.org or call 1-888-379-2546. Of course you can always send it through the U.S. Mail to the BDSRA office at 166 Humphries Drive, Reynoldsburg, OH 43068. Thank you everyone for your time and we appreciate hearing from you.

In Loving Memory

Emily Jane MacDonald, daughter of Peter & Paula MacDonald, East Warburton, VIC, Australia    Born: 06/13/95 – Died: 04/14/08 – JNCL

Nikki Davis, daughter of Paul & Deanna Davis, Hammond, NY   Born: 06/18/91 –  Died: 04/17/08 –  JNCL 

Travis Carter, son of Derek & Jenny Carter, Hamilton ONT  

Born: 01/12/98 – Died: 05/31/08 – LINCL

Peyton Foy, daughter of Jeremiah & Amanda Foy, Valencia, PA  Died: 06/02/08 – INCL

Lester Wells, father of Tressie Wells  Died: 06/25/08

Daniel Rodgers, son of Albert & Catherine Rodgers, Whitehorse, Yukon  Born: 08/17/96 – Died: 07/13/08 –LINCL

Katie Fraser, daughter of Steven & Nicoleen Fraser, KWA-Zulu, S. Africa  Born: 01/23/96 – Died: 07/29/08 – INCL

Ivan Bastos, son of Elaine Bastos, Sao Paulo, Brazil, Died: 08/03/08 – JNCL

Lucie Bennett, daughter of Ricky Bennett, Flemington, NJ 

Born: 03/27/93 – Died: 08/04/08 – JNCL

France Pichette, daughter of Gilles Pichette , Grand Falls,. NB & Jackie Violette, Edmunston, NB Canada   Born: 03/28/78 - Died: 08/04/08 –  INCL

Kari Anderson, daughter of Lars & Leilani Anderson, Carrollton, TX   Born: 05/25/88 – Died: 08/06/08 – JNCL

Juandre Killian, son of Johnny & Carol Killian, Grahamstown, South Africa  Born: 01/09/98 – Died 08/23/08 – LINCL

2008 3rd QUARTER
 DONATIONS
BDSRA has been remembered many times in the past three months by family and friends of children with Batten Disease. To all of you we express our deepest appreciation. 

HONOR OF KARI ANDERSON 

Mr. & Mrs. Lars Anderson


MEMORY OF KARI ANDERSON

Ms. Victoria Harris

Ms. Debra Horney

Mr. & Mrs. Dean Kasper



Ms. Pat Teeple


Mr. & Mrs. James Zett

Klaus Pauleit


Mr. & Mrs. Stephen Thompson

Mr. & Mrs. Michael Schrick


Mr. & Mrs. Robert Wilhelm


Ms. Kelly Reynolds

T.M. & R.K. Seeber

Mr. & Mrs. Lars Anderson


Ms. Christy Bell


Mr. & Mrs. Edward Murph


Mr. & Mrs. Craig Sharon


Ms. Cecilia Swensen

Mr. & Mrs. Kenneth Prohaska

Mr. & Mrs. Robert Vines



Mr. & Mrs. Alan Greer



Mr. & Mrs. Melvin Chadwick

Mr. & Mrs. Robert Mehnert


Church of Christ, Varysburg, NY


Mr. & Mrs. J. Merrill Habbe


Ms. Mary Grimes

Mr. & Mrs. Bruce Hasenyager


WDW Dental Associates


Mr. & Mrs. Scott Lowden



Mr. & Mrs. Eric Faret

Mr. & Mrs. Lyman Swensen


Mr. & Mrs. Neil Peterson


Raytheon SPD, Friends, & Co-Workers

Mr. & Mrs. Timothy Powers


Mr. & Mrs. Robert Collins



Ms. Mary Ann Siller

HONOR OF CONOR & LUCIE BENNET
Sean Kelly

MEMORY OF GWEN BROWNE

Bellarmine Univ. School of Education Staff & Faculty


Mr. & Mrs. G. Richard Burks


Mr. & Mrs. A. Roy Burks



Mr. & Mrs. Donald Blackburn

IN HONOR OF ROGENE BUCKOSKI For 

DAVID BUCKOSKI

Mr. & Mrs. Gregory Schneider

MEMORY OF LULU CALDERON

Mr. Fabian Vanranzow

Ms. Jessica Ayecock

Jacqueline Sloan & Benjamin Decter

Ms. Anne Stein


Mr. & Mrs. Stephen Rank


Mr. & Mrs. Neal Sullivan


Ms. Robin Fleck & Richard Graves

Ms. Marsha Connor

Ms. Camilla Bergstrom

Mr. & Mrs. Henry Pincus

         

Mr. & Mrs. Paul Switzler



Susan North

Mr. & Mrs. George Fatheree

Ms. Luz Badberg of Frantic Fred Hot Rods

Mr. & Mrs. Henry Pincus
           


Adam Silverman & Louise Bonnet


Ms. Barbara Bestor

Robert Chamberlain & Heather UpJohn

Ms. Amy Rogers


Mr. & Mrs. Oscar Gutierrez

Mr. Michael Todd

Mr. & Mrs. James Allardice

The Nichelson Family

Mr. & Mrs. Stephen DesJardins


Mr. Vincent Calderon

Ms. Mia Ross

Mr. & Mrs. Alex Calderon


Ms. Katherine Miller

Ms. Donna Zweig 

Ms. Kely White


Ms. Georgina Griego

Thomas Calderon, Mariana Rooney, & Carina


Ms. Diana Calderon

Ms. Arabella Serrell

Allan Jeffries, INC

Mr. & Mrs. Stephen Karst


Ms. Kim Bowen

The Architect’s Studio

Josephine Strettell   

MEMORY OF HANNAH CAULFIELD


Mr. Michael Caulfield

MEMORY OF ALLY CHANCE

Angel Tile & Marble
MEMORY OF GRACE CURRAN

Marilyn Gould & Leilani Anderson

HONOR OF CLIFFORD DAHL

Mr. & Mrs. David Richert

Mr. & Mrs. Robert Carson


HONOR OF EMILY DUGGER

Mr. & Mrs. Barry Grogan


HONOR OF RYAN FARET

WELCA


MEMORY OF J.R. GODFREY

Mr. & Mrs. Richard Godfrey

MEMORY OF NOAH HARDY

Mr. & Mrs. Steven Peirano



HONOR OF JESSICA HYNIE

Mr. & Mrs. John Quist

Alexis Korbey & Margaret Wolf


Mr. & Mrs. Daniel Hynie



Ms. Florence McDaniel

MEMORY OF JAMIE JERSHA

Ms. Irene Jersha
     

Mr. Glenn Jersha
HONOR OF COURTNEY & NOAH JOHNSON

Mr. Mrs. John Rohe

Mr. & Mrs. Thomas McIntosh

MEMORY OF ASHLEY KIEFER

Mr. & Mrs. Wayne Kiefer



HONOR OF TAYLOR KING

Mr. & Mrs. Albert Gaurnieri

Ms. Gloria Doyle

Ms. Melissa Gustafson

Ms. Rose Marie Gillikin

Ms. Julia Church

Mr. & Mrs. Nathan Blackburn

MEMORY OF ZANE MAXIMUS LEWIS

Ms. Sharon Grabill

HONOR OF ERIC & McKENNA LOWDEN

Brian Waldron


Mr. & Mrs. Jay Wallace

MEMORY OF KEVIN LUMM

Maugansville Ruritan Club Kevin Lumm Memorial

MEMORY OF BILLY MILANI’S BIRTHDAY

Mr. & Mrs. Joseph Mikrut



MEMORY OF ELMER MUDJER

Mr. & Mrs. James Mendell



Helen Donnawell

Ms. Theresa Mudje & Mildred Tancredi

Ms. Marie Juliano

Mr. & Mrs. B.J. Pyse
Mr. & Mrs. Laurence Brouk
MEMORY OF DORIS O’HEARON

Ms. Dorothy Mikrut
HONOR OF MICHAEL PINDER

Andrew Smith Memorial Fund


IN HONOR OF RICKY RICKETTS & HIS MOTHER MARCIA MILLER

Krista Heim


Russ Scaramastra

Neil Byrne


MEMORY OF SANDY ROYALTY & IN HONOR OF AMBER & SARAH ROYALTY

Mr. & Mrs. Mark Koenig



MEMORY OF CHANCE SANDMANN

Ms. Gloria Ervin

MEMORY OF JARED & MADISON SAVOY

Ms. Jennifer Thiebert

HONOR OF MICHELE SHERIDAN

Mr. & Mrs. Casey Zaski

MEMORY OF SABRINA SORDEN

Ms. Julie Tourjie

HONOR OF KRISTIN SMITH

Ms. Nancy Kickbush

Ms. Marjorie DePaul

MEMORY OF EMILY THOMPSON 

Ms. Bonnie Thompson

IN HONOR OF MR. & MRS. WILLIAM YOUHILL

Mr. & Mrs. Roger Goebel
 

HONOR OF MADELINE ZELLMER

Ms. Ruth A. Zellmer
FAMILY SERVICES AND OPERATING

Ms. Lucille White

Ms. Deborah Hoover

Heart of America BDSRA


Mr. & Mrs. Robert Stafford


Mr. & Mrs. Paul Silva

Ms. Barbara Barr

Mr. & Mrs. Lloyd Portis

Mr. & Mrs Reed Hamilton

Mr. Thomas Cornell

A.E Matching / Joan Donohue

Ms. Erica Abrams            

Mr. & Mrs. Keith Johnson


Andrea Allio
 Allstate Giving

BDSRA TN Chapter

Felio Tsacrios


Maugansville Ruritan Club Kevin Lumm Memorial

Mr. & Mrs. John Schultz



Mr. & Mrs. Richard Meyer


Ms. Debra LeClair                      

Ali Hamid


Heck’s Café & Friends

Giddings & Lewis Found.  Match


Merck Partnership for Giving 7 Donors As Follows:

Anonymous


Vincent Colarusso

Thomas Cummins

Peggy Dicapua


Cynthia House

Sally Ann Oliveti
Richard Tarburton

Diageo N. America Foundation, INC Match  

Ms. Nancy Seguin

Anonymous


RESEARCH

Bob Sturm & Miquel Uribe


BDSRA Canadian Chapter


Ms. Loreita Pascoe

Mr. & Mrs. Ronald Lange

R.L. Rorschach

Ms. Joan Donohue
Riverview Baptist Church



Mr. & Mrs. Ron Tostenson
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