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Just two months ago, BDSRA  
families were together in Nashville— 
reconnecting and enjoying a change  
of pace. Our scrapbook in this issue  
reminds us of the way love connects families  
who are deeply touched by the experience of the 
annual family conference. We learn so much from 
each other.  

This is the last newsletter of 2013 and in two months, we will be preparing for 
Thanksgiving.  As we end this year, we have so much to be grateful for in research 
and support.  As we send this newsletter, we applaud BioMarin Pharmaceutical Inc. 
on their announcement that September 20, 2013 was the official start date of their 
Enzyme Replacement Therapy (ERT) trial in Hamburg, Germany.  This 48-week study
will ultimately enroll 22 patients in 10 sites worldwide.   This trial culminates years of 
collaboration that started with the families and supporters of BDSRA who donated, 
believed in, and worked with the researchers moving this from the lab to the trial 
stage.  In the area of family support, BDSRA is also welcoming a new social worker 
to serve as our Family Support Officer to develop programs and services across 
a range of areas. Becky Hetteberg, MA/LISW, comes to us after years in medical 
social work at Nationwide Children’s Hospital in Columbus.  A warm, creative, and 
professional presence, she is inspired to be part of what we know to be true about 
our community - special, motivated, and caring.

We were sorry to say goodbye to Lisa Weston in August as we reorganized roles in 
the office.  We wish her well in new professional ventures.

In the next several weeks you will see the results of a creative and communication 
collaboration with Gayle Holton Design in Dublin, Ohio.  Gayle lost a great niece 
to Batten disease and she has a great desire to help us move our printed and web 
materials forward in a fresh and impactful way.  There will be a new logo, new 
brochures and new tools for communicating our message of support, research 
and advocacy. 
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FAMIlY COnFEREnCE HItS HIGH  
nOtES In nASHVIllE 

The 2013 BDSRA annual family conference was a 
fantastic three days of family reunions, learning, 
and new friendships. From July 18 to 21, the city of 
Nashville embraced BDSRA visitors at conference 
with speakers from Vanderbilt and Belmont 
Universities and the Frist Museum of Art.  

The Hermitage, Nashville Science Center and the Nashville Zoo provided great 
opportunities for the sibs and the adults in the Life Goes On program to reconnect 
and have fun.  Annual traditions were celebrated with the children’s parade and 
its country music theme and costumes, and the Texas hold ‘em and trivia nights.  
Research presentations were well-attended with speakers from the large network of 
Batten disease investigators worldwide.   

First time families were matched with mentors to welcome and assist in conference 
activities, as repeat attendees met to catch up and offer support.  The close of 
conference was, as always, focused on honoring Batten angels and their families 
with music, candles and meditation. The Memorial Wall committee continued their 
great service with creating quiet spaces for reflection. BDSRA is appreciative of the 
many volunteers, supporters, and team leaders who gave so much to make the 
meeting productive and memorable.  

Nashville by  
the Numbers

389  
total attendees 

 
105 

 families
 

52  
attending who have 

Batten disease
 

63  
sibs

 
21  

first-time families
 

25  
illuminating presentations 

 
200  

ice cream bars eaten
 
3 

 therapy dogs petted
 
1  

Van Gogh masterpiece  
re-created

1,642  
meals eaten together

 
69 

candles lit for angels 
 

Thousands 
of hugs

 
Dozens 

 of memories

SAVE tHE dAtE And  
MARk YOUR CAlEndARS!

FAMIlY COnFEREnCE 2014

Columbus, Ohio   
July 24th through July 27th  

Columbus Airport Marriott Hotel
 Check www.bdsra.org for details. 

See you in Columbus !



MEEt YOUR BOARd MEMBER:  kIM ZEllMER

BDSRA has been fortunate to  
have the thoughtful and steady  
leadership of Board President  
Kim Zellmer, now in her second  
term on the Board of Directors.  

Kim lives in Mission Hills, Kansas with her husband, Todd,  
a physician and daughter, Megan, who is an eighth grader this year (and an 
awesome soccer player).  The Zellmers are parents to Madeline, “Maddie,” Zellmer
who lost her battle to Late Infantile Batten Disease in 2010. 

Kim is an experienced attorney with a private practice in Kansas City.   She most 
recently served on the Advisory Council of the National Institute of Neurological 
Disorders and Stroke in Washington, D.C.  

Her work and commitment to BDSRA has helped expand external resource support, 
strengthen family services, refine the RFP and research funding process, and build 
networking among rare disease advocacy groups.    

BdSRA WElCOMES FAMIlY SUPPORt OFFICER 
BECkY HEttEBERG

A new social work staff member  
has joined BDSRA this month to  
focus on expanding family  
services, educational programs,  
and advocacy.  

Becky Hetteberg comes to us with over seventeen years of professional experience 
working in health-related non-profit organizations. 

She has exceptional experience working with families who have children with 
neurological disease, with the Epilepsy Foundation and Nationwide Children’s 
Hospital. A graduate of Ohio State University, she holds a joint MSW/MA in social 
work and public administration.  

She’s a mom to Leah and Max with husband, John.  She is with BDSRA part-time 
mostly during morning hours. Welcome Becky and thank you for all you do to 
support families.     

4                  Batten Disease Support and Research Association |  1175 Dublin Rd, Columbus, OH 43215  |  800/448-4570 Receive the latest updates, learn more about Batten disease and find out how to help at www.bdsra.org.                    5

FAMIlY COnFEREnCE HIGHlIGHtS  
RESEARCH And SCIEnCE 

With a focus on bringing families and caregivers 
the latest progress in science and research related 
to Batten disease, the 2013 Family Conference in 
Nashville provided several forums for investigators 
to present updates and clinical trial information, 
as well as poster sessions to view project-specific 
discoveries. 

During the research overview and clinical trial updates that anchored the Friday 
morning plenary session, three speakers outlined the status of first-phase safety 
trials underway or about to be launched. Ronald Crystal, MD, Chairman and 
Professor of Genetic Medicine at the Weill Cornell Medical College of Cornell 
University, addressed the ongoing AAV gene therapy trial for LINCL.  Patients are  
still being accepted for this trial.  For more information to enroll, contact  
Denesy Mancenido at dem2026@med.cornell.edu.

David Jacoby, MD, PhD, Senior Medical Director of BioMarin Pharmaceutical Inc., 
addressed the plans for the upcoming trial of an enzyme replacement therapy for 
LINCL to take place primarily in Hamburg, Germany beginning in the fall of 2013.  
Contact Janet Nuttall at jnuttall@bmrn.com for information regarding enrollment in 
the trial.

Erika F. Augustine, MD, a Child Neurologist at the University of Rochester Medical 
Center, presented a status update regarding the ongoing trial of mycophenylate 
(CellCept) as an immune-modulation therapy approach to JNCL. This trial is also 
accepting new patients.  Contact Dr. Augustine at  Erika_augustine@urmc.
rochester.edu.
    
Two developments mentioned were the progress being made in identifying and 
developing biomarkers for LINCL disease status and progression, and the significant 
correlation between previously collected natural history data and new baseline data 
being collected.  Both of these are promising developments that will be important 
for the LINCL gene therapy trial and the LINCL enzyme replacement trial.
    
On Saturday, conference attendees were able to hear directly from members of the 
BDSRA Scientific Advisory Board during a discussion covering a range of research 
topics and issues. Projects and research initiatives based in numerous labs and 
academic centers were reviewed.  Videotapes of selected presentations will be 
available for viewing soon on the BDSRA website, at www.bdsra.org.

OPEn HOUSE 
PROVIdES POStER 
REVIEW 
   

At the Research Open 
House and Poster 
Session, set-up for  
ad-hoc viewing 
during the conference, 
scientific investigators 
were available to
describe their work
and answer questions. 

Posters were created that were 
designed to be accessible to 
those without advanced scientific 
degrees and provide a basis for 
understanding concepts such as 
gene therapy, animal models, 
and enzyme replacement therapy.     

Selected Conference posters are 
now available for viewing at:   
http://slideshare.net/BdSRA
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RESEARCH PROFIlE 

SUSAn COtMAn, Phd

As a native Ohioan, with both her bachelor’s and doctorate degrees from 
Ohio State University, Susan Cotman had never heard of Batten disease 
until she moved from Columbus to Boston thirteen years ago.  Now an 
Assistant Professor of Neurology at Harvard Medical School and Assistant in 
Neuroscience at the Massachusetts General Hospital, Cotman spent nearly a 
decade at OSU working on projects related to brain development.   It was a 
chance meeting at a conference in 2000 with researcher Marcy MacDonald 
that would shape the direction of Cotman’s scientific work in fundamental 
ways toward Batten disease and translational NCL research. 

 “I was looking for a post-doctoral 
lab, and met Dr. MacDonald, of 
Massachusetts General Hospital, who 
was working on Huntington’s disease, 
but also had an NCL project started 
in her lab,” Cotman recalls.  She left 
Columbus for Boston to pursue her 
postdoctoral training and the NCL 
project, which created the foundation 
for her NCL research discoveries over the 
last dozen years. 

 “It was in Dr. MacDonald’s lab where 
I created the first genetically accurate 
mouse and neuronal culture models 
of juvenile NCL,” Cotman said.  These 
are now in use across more than ten 
research labs worldwide for basic 
lysosomal biology, lysosomal disease, 
and neurodegenerative disease studies, 
she adds.   
    
In 2001, Cotman applied for and 
received fellowship research funding 
from BDSRA.   It was critical support 
at a time in her research development 
that Cotman credits with enabling her 
projects to grow and expand.   She now 
leads an NCL research laboratory within 
the Center for Human Genetic Research 

at Massachusetts General Hospital.  The 
primary research focus of the lab is on 
expanding the genetic model systems of 
NCL through mouse and neuronal cells 
lines and NCL patient-derived induced 
pluripotent stem (iPS) cells to investigate 
the damage of disease mutations and 
the NCL protein functions.   According 
to Cotman, this work has led to 
collaboration with research groups 
around the world to use the NCL models 
and other tools developed in her lab 
for both basic and drug development 
research in NCL and related disorders.  
The lab is also working with local and 
world leaders in cutting-edge genetics 
research to identify novel genetic causes 
of NCL.  This, she adds, is leading to new 
insights into the overlap between NCL 
and other genetic diseases, including 
Parkinson’s disease, frontotemporal 
lobar degeneration, and mitochondrial 
disease.   From 2009 to 2012, BDSRA 
grants also provided additional funding 
for the NCL iPS cell studies.  
    
 “The role of foundations in helping 
advance science is critical, and I am 
proof of that,” Cotman notes. “Without 
the support of BDSRA, the NCL research 

would not have happened, it was 
critical for me.”  For a young investigator, 
moving into a new disease area can be 
very overwhelming, she adds.  “When 
you are welcomed into it the way I was 
welcomed by BDSRA and the Batten 
community it is invaluable and a huge 
motivation to choose that path to study,” 
she says.  “It solidifies the choice to enter 
this community as an area of focus for 
the scientist.”
     
Outside the lab, her role in NCL 
research includes serving on the BDSRA 
Scientific Advisory Board and the 
Board of Scientific Counselors for the 
NIH National Institute of Arthritis and 
Musculoskeletal and Skin Diseases.  With 
Dr. Katherine Sims she is also co-director 
of the Massachusetts General Hospital-
Center for Human Genetic Research 
Joint Program in the NCL Disorders.  She 
has served as a consultant to several 
family foundations related to NCL 
disease, is a grant reviewer, and has 
published numerous scientific journal 
articles on NCL related research. 
     

For Cotman, it is an exciting time in 
science to be pursuing CLN3 and JNCL 
studies, and she sees the increasing 
collaboration between labs as a 
significant step in moving research 
forward faster.  “The network has 
really expanded among the science 
community in NCL,” she notes, “and we 
want the pace to move forward faster.”  
The clinical trials emerging for Batten 
disease are also a great benefit to the 
basic science labs, she adds.  “We see 
the natural history studies and the 
benchmarks for success from the clinical 
trials and this absolutely helps.”
    
Currently, her funded research projects 
include studying the function of the 
CLN3 protein and pathway involving 
the lysosomes and other compartments 
within the cell. “The exciting advance is 
that the iPS cells we have made for CLN3 
are allowing us to look through the 
earliest stages of the disease in patient 
cells, brain cells and eye cells,” she 
explains.  “We can study the progression 
of events and design different drugs to 
throw on the cells.”  Cotman received 
an R01 grant in 2011 through the NIH 
for $1 million over a five-year period 
to investigate the role of CLN3 (the 
protein encoded by the gene mutated in 
juvenile NCL) in the endocytic pathway. 
    
According to Cotman, the RFP grant 
system adopted by BDSRA is a great 
step in improving the breadth of NCL 
research and expanding the pool of 
investigators.   The opportunity for the 
scientists to meet families at the BDSRA 
annual conference is so important to 
the researchers, she adds.  “Meeting the 
families is critical to hear their stories, 
and to learn to talk about the research 
for this audience is so important.  I found 
great value in this in my career.”

Susan Cotman, PhD



BdSRA InVItES nOMInAtIOnS FOR nEW BOARd MEMBERS tHIS FAll  

The BDSRA Board will have four open seats for the Board of Directors 
beginning January 2014. In order to move BDSRA’s extensive research  
and support agenda forward, the board and staff seek individuals who 
are motivated about the opportunities and challenges of fundraising and 
resource development, governing, and engaging in outreach to families and 
supporters on behalf of the organization and its families.

Some Board basics:

• Terms are for 3 years, and Board members must be current as dues paid
  members of BDSRA.

• By-laws indicate that 60% of the board membership must be a family
  member of an affected person.  Board members may serve consecutive 
  terms. 

• Board members are required to attend two meetings in person each year
  and are responsible for paying the associated costs for transportation, hotel
  and meals.   One meeting is held in January and one is scheduled the day
  before the annual family conference begins each July.

• Other meetings are held by conference call, typically on Sunday evenings
  approximately four times a year, plus extra meetings if needed for  
  special deliberations.

• Board members with marketing and communications, fundraising, social
  media, finance, business, accounting, and medical skill sets are sought at  
  this time.  

• Most important to BDSRA is the passion for our work on behalf of families,
  strong support of staff, and active advocacy and outreach efforts to tell
  the BDSRA story and motivate and educate others about the projects and
  achievements of the organization in support and research.

By October 11, 2013, contact Board member Mike Collins, at  
mikecrts2@comcast.net  if you are interested in being nominated and 
running for a position on the Board of Directors.  You must return your 
personal fact sheets to him by October 18, 2013. 

Voting ballots to all current paid BDSRA members will be mailed by October 
25, 2013, and must be returned via U.S. mail to the accounting firm 
collecting the ballots by november 15th, 2013.  

A reminder about paying current BDSRA member dues: 
In accordance with the Bylaws of BDSRA, ballots will be mailed only to  
those who have paid their 2013 membership dues as of October 15, 2013.  
Can’t remember if you’ve paid your dues for 2013? Please e-mail Tracy Kirby, 
tkirby@bdsra.org to inquire.  Dues may be paid online by going to the  
www.bdsra.org website, clicking on the link “how to help,” and clicking on 
the annual membership link in the drop down box.   A membership dues 
form will appear from that link that can be completed along with a credit card 
payment. Each paid membership has one (1) vote in board elections.  
Dues are $40.   
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dEAdlInES, 
PROCEdURES  
And tIMElInE  
FOR nOMInAtIOnS  
And VOtInG:



nEWS FROM OUR SUPPORtERS

lAnd O’lAkES CORPORAtIOn dESIGnAtES 
nAtIOnAl MEEtInG CHARItABlE GIFt tO 
BAttEn dISEASE

Winfield, a subdivision of the Minneapolis based Land O’ Lakes Corporation, has 
donated $5,000 to BDSRA from gifts generated through their 2013 National Sales 
Meeting.  More than 500 employees contributed to the charitable appeal, in memory 
of Casey Mueller, who lost her battle with Juvenile Batten disease in February.  
Casey’s father, Mike Mueller, is employed by the Land O’ Lakes corporation. The 
company chooses a different charity each year to honor through an employee 
project to raise funds and awareness.  Batten disease was selected to support and 
honor Casey, Mike, and their extended family and to advance the work of BDSRA 
for all families.  According to Mueller, Casey was a very inspirational individual who 
graduated from high school, attended her school prom, and “continues to shine 
through the generosity of others.” 

CHARItY RIdE BEnEFItS BdSRA 

The third annual Ryan Kennedy Memorial Motorcycle Charity Ride organized and 
sponsored by the Red Land High School Alumni Association was held June 8, 2013 
with donations made to BDSRA for research and services.  According to Karen 
Kennedy, Ryan’s mother, the event is a chance for riders and non-riders to pay 
tribute to the memory of Ryan and his cousin Chris, learn about Batten disease,  
and raise funds for the organization.  Those in the event ride through a scenic route 
in York County, Pennsylvania, with multiple stops for raffles and prizes.  This year 
the volunteers added a second opportunity to raise funds through a flip flop sale at 
the Mechanicsburg, Pennsylvania Old Navy store.  Shoppers could have their $1 flip 
flops decorated by volunteers and donate funds through a bake sale.  The Old Navy 
store matched the donations for a total of $1,600 for BDSRA. 

ASHER BASH COntInUES tRAdItIOn  
OF “FIGHtIn’ FOR tHE CURE” FOR  
BAttEn dISEASE

Huron, Ohio was the host city for the 8th Annual Asher Bash benefit concert  
and poker-run honoring Asher Nikolajevs, and organized by his father Victor.   
Asher, who has INCL, has inspired the community event to raise funds for Batten 
disease in this northern Ohio village.  Post-event donations of $2,111 were made to 
BDSRA for research.  The “Sloppy Joe Band” was the headline entertainment after 
a day-long fundraising itinerary that included cycling stops at various pubs in the 
Huron area. 

donate to the CFC to help fund 
a cure for Batten disease

September is the official kick-off month for the national Combined Federal 
Campaign (CFC) and many United Way Agency workplace campaigns.   Donors 
to either CFC or United Way can designate their gift or pledge to Batten Disease 
Support and Research Association to benefit the research and service efforts 
underway for families with Batten disease. 
     
For federal government employees, postal employees, military families, and state 
government employees linked to the CFC, making a charitable gift to BDSRA 
through the CFC is a simple process.  In the 2013 Catalog of Caring, the BDSRA 
charity CFC registration number is 11781.  Donors can contribute online or through 
a paper pledge form and designate their contribution by filling in the 5-digit BDSRA 
code, which is 11781. Gifts can be made through credit/debit cards, eCheck, cash, 
check, or payroll deduction.  
   
To determine the CFC regional campaign locations in each state, or to request a 
pledge card, visit www.opm.gov.cfc and click on the link Donating through CFC.  
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Those individuals wishing to direct their 
workplace giving through the United 
Way campaign to BDSRA can reach their 
local United Way agency by the national 
website www.liveunited.org.   By typing 
in a local zip code into the search box, 
the website will connect donors to their 
affiliates in their community.  Donors 
should identify that their gifts through 
United Way are for BDSRA by writing in 
the name of the charity on the pledge 
form.   

Gifts to BDSRA through affiliated 
campaigns are a tremendous 
opportunity to extend support for the 
mission of research and service and 
touch the lives of many children and 
families.   

tHE tIME IS nOW 

Casey Mueller

Charity riders for Ryan Kennedy



nEWS FROM OUR SUPPORtERS
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HOOPS FOR HOPE 
nEtS SUPPORt FOR 
BdSRA 

In the spirit of the NCAA Final Four week, 
the Chappell family of Palatine, Illinois 
organized their third annual Hoops for 
Hope basketball fund raising event this 
spring, generating donations of $800 
for BDSRA.  Teams played in a single 
elimination basketball tournament in 
gym space donated by a local church.  
The Chappells, who have four children 
with Juvenile Batten disease, Chris, 16, 
Elizabeth, 15, James, 11, and Samuel, 
6, also invited friends and family to be 
“virtual“ players by donating to the 
event without playing on an actual 
team.  

MARYlAnd GOlF 
EVEnt REACHES 
tEn YEAR MARk  

The Maugansville Ruritan Club hosted 
the 10th Annual Kevin’s Fund golf 
tournament June 28th in memory of 
Kevin Lumm.  For 2013, the Hagerstown, 
Maryland event marked a decade of 
annual support for volunteers and 
golfers who gather each summer in 
memory of Kevin to raise funds for 
Batten disease.  This year $4,600 was 
donated to BDSRA from those who 
participated in the event. 

HEARt OF AMERICA CHAPtER HIGHlIGHtS 
RESEARCH And tRIVIA 

The Heart of America BDSRA Chapter held their 10th Annual Trivia Night and silent 
auction on March 8 in Columbia, Missouri.  There were 28 teams that played 10 
rounds of 10 questions per round of trivia questions.  Teams dressed with specific 
themes, including rabbits and medical researchers.  The event generated $7,000, 
which was donated to BDSRA.  The evening event also highlighted information 
about research being conducted at the University of Missouri, Columbia, on dog 
models related to Batten disease. 

OHIO EVEnt ExPAndS AWAREnESS 

Vaughnsville, Ohio was the site in April for the “Running Toward a Cure 5K for Kate” 
honoring Kate Benroth, who has late infantile Batten disease.  Kate’s parents Brock 
and Ellie organized the event with the help of many volunteers for the 85 runners 
and walkers who attended.  The Benroths donated $3,000 to BDSRA following  
the 5K.

FREd SURREY 
HOnOREd 

On June 13, 2013, 
Fred Surrey was 
recognized at 
Gracie Mansion in 
Manhattan by New 
York City Mayor 
Michael Bloomberg 
as one of ten 
fathers honored 
in the NYC DADS 
Matter Awards.  

 The annual award is part of the 
mayor’s Fatherhood Initiative to 
recognize fathers from around 
the city who have overcome 
challenges to become positive 
and consistent forces in the 
lives of their children.  Fred and 
his wife Janet, are the parents 
of two daughters with JNCL, 
Michele, 24, and Lauren, 19.  
He also serves on the board 
of the NY/New Jersey Chapter 
of BDSRA.   The recipients of 
the award were selected from 
hundreds of nominations to the 
mayor’s office.  Congratulations 
to Fred and the Surrey’s in this 
recognition and honor.   

Trivia Night “Team Kewpies”

The Benroth family heads 
toward the finish line

Hoops for Hope show their team spirit

Volunteers welcome golfers
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COnFEREnCE APPlAUdS SUPPORtERS, 
VOlUntEERS, CHAPtERS And dOnORS

At the 2013 Annual Family Conference, thanks  
and recognition certificates were provided to 
families, friends, supporters, and BDSRA Chapters 
that held events, raised funds, awareness and hope 
for those with Batten disease between June 2012, 
and June 2013.  

Those receiving certificates were: 

Lena Fairless and the Caughey Family for 
Naomi Caughey (Beating Batten 5K Run 
and Walk)

The Calerra Elks Lodge 2703 and Becki 
Lucas in memory of Chris Gaines (Corn 
Hole Tournament)

The Wempner Family in memory of Ben 
Wempner (Bash 4 Batten’s)

The Surrey Family in honor of Lauren and 
Michele (Surrey Family 6th Annual Yard 
Sale)

The Lumm Family in memory of Kevin 
Lumm  (Kevin’s Fund Golf Tournament)

The Chappell Family honoring Chris, 
Elizabeth, James, and Samuel (Hoops for 
Hope)

The Melissa Froio Foundation and Froio 
family in memory of Melissa Froio (Monte 
Carlo Night)

The Medley family, honoring Jake 
Medley (Lemonade stand and restaurant 
fundraiser)

The Benroth family honoring Kate Benroth 
(Running Toward a Cure 5K Race for Kate)

Victor Nikolajevs honoring Asher 
Nikolajevs (Asher Bash)

Rick Asher in memory of Mariah Crawford 
(Battin’ for Batten)

Lisa Boyle and the Bergam family in 
memory of Carl Bergam (Kick Batten’s for 
Carl 5K Race)

The Hawkins Family honoring Brandon 
and Jeremy Hawkins (Our Boys Race, 
Loopy for a Cause)

Edie Dockter in memory of Laurie and 
Thomas and in honor of Kenneth  (No 
Show Golf Outing)

Red Land High School Alumni Association 
and Karen Kennedy in memory of Ryan 
Kennedy 

The Joyce family in memory of Haylee 
Joyce (Battin’ for Batten Disease Softball 
Tournament)

The Wellner family in honor of Nick Wellner 
(A Cure for Nick Golf Outing)

The Pinder Family in memory of Michael 
Pinder (Miles for Michael)

Friends of the Betz family in memory of 
Celia Betz (Celia’s Walk)

Michael Smith (Mike’s Beer Bucket Golf 
Outing)

Jennifer Feirstein in memory Broxton 
Taylor (Run for Broxton)

The Truskiewicz family in honor of Sammie 
Truskiewicz (Bringing Sammie Smiles)

The O’Neill family in memory of Meghan 
O’Neill (Batten Blue Print)

Tammy Mohr in honor of Taylor Mohr 
(Trottin’ for Taylor)

Run the Creek 5K in honor of Brandon and 
Jeremy Hawkins

Mackenzie’s Hope Zumbathon honoring 
Mackenzie Gair 

Laps for Life Fun Run and Walk honoring 
Mackenzie Gair and Tatyanna Zazalak

Chapters Honored:  

Southeast
Tennessee
Metro NY/NJ
Midwest
Canadian
Alabama
Heart of America
Louisiana 
Northern California

Co-funders of the 2012 BDSRA 
Research Consortium Grants: 

Noah’s Hope
Beyond Batten Disease Foundation
Hope 4 Bridget
Our Promise to Nicholas Foundation
NCL Stiftung Germany
Bee for Batten Ireland
Australia BDSRA
Batten Disease Family Association of  
the United Kingdom Margie Frazier, Executive Director, gratefully accepts  

Chapter donations at the Family Conference in Nashville

Have you liked  
us on Facebook? 

Followed us  
on Twitter? 

Find us and  
join the BDSRA 

conversation online!

facebook.com/bdsra

twitter.com/bdsra

www.bdsra.org
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RACHAEL SHARP, daughter of Mark and Georgia Sharp, Vacaville, CA
Born:  04-30-96  |  Died:  09-01-13  |  CLN5

JESSIE LYNN BUSHLEY, granddaughter of Mary Bushley, Utica, NY 
Born:  08-12-91  |  Died:  08-13-13  |  Juvenile

ZACHARY BALOG, son of Susan and Steve Balog, Cranberry Township, PA 
Born:  11-02-95  |  Died:  08-04-13  |  Late Infantile

MATHEUS ROCHA LOPES, son of Adelicirlene RochaLopes and 
Jose Marcio Lopes de Lima, Belo Horizonte, Minas Gerais, Brazil

Born:  08-31-98  |  Died:  07--13  |  Late Infantile

JACK SIDIROPOULOS, son of Nicole and Peter Sidiropoulos, Victoria, Australia 
Born:  09-06-07  |  Died:  04-15-13  |  Late Infantile

 HEIDI LIN HARMON, daughter of Steve and Jenny Harmon, Filer, ID
Born:  04-25-89  |  Died:  06-18-13  |  Juvenile

DÉBORAH LUIZA FERNANDES SILVA, daughter of Margaret Fernandes Tiago,
Belo Horizonte, Minas Gerais, Brazil

Born:  07-03-97  |  Died:  06-12-13  |  Late Infantile

HEATHER RUSSELL-MOORE, daughter of Nate and Calleen Russell, Bakersfield, CA
Born:  01-04-89  |  Died:  05-24-13  |  Juvenile

TY HICKS, son of Henry and Barbara Hicks, Jay, OK
Born:  09-17-97  |  Died:  05-21-13  |  Juvenile

NATALIE TARAILO, daughter of Ron and Radmila Tarailo, Fresno, CA
Born:  06-05-93  |  Died:  05-13-13  |  CLN5

NATHAN HARDY, son of Dave and Debbie Hardy, Columbus, OH
Born:  03-19-88  |  Died:  05-02-13  |  Juvenile

ERIKA SPAIDE, daughter Kim Spaide, Miami, FL
Born:  07-14-92  |  Died:  04-27-13  |  Late Infantile

BRADLEY TYLER, son of John and Jenny Tyler, Houston, TX
Born:  08-18-94  |  Died:  04-09-13  |  Juvenile

COLTON GILL, son of John Gill and Diane Wilson, Burlington, Ontario, Canada
Born:  05-14-98  |  Died:  03-06-13  |  Late Infantile

BDSRA takes great care to memorialize those individuals who have passed away from Batten disease.  
If a person is omitted from this page, it is because BDSRA was not notified of the death, 

did not have permission to publish, or did not have confirmed information.

In Loving Memory

tHIRd QUARtER 
dOnOR GIFtS
(Gifts given June 16, 2013 through 
August 31, 2013)

The Batten Disease Support and 
Research Association has been 
remembered many times in the past 
three months by families and friends 
affected by Batten disease.  Thank you 
for your generous contributions.  This 
support for the vital mission of research 
and services for families is crucial to 
finding a cure.  We are also grateful to 
those supporters who have participated 
in events and volunteered their time to 
advance our efforts for Batten disease 
research and family services.  We also 
acknowledge in this donor list all the 
generous contributions made through 
the 2012 Annual Fund Campaign.

IN HONOR OF:
ALEXANDRIA and AUDREANNA ALBAUGH
Richard and Audrey Albaugh

KATE BENROTH
Mom and Dad
Michelle Claypool

THE CARBURY FAMILY
Inland Northwest Business Travel Association

NAOMI CAUGHEY
Bob and Barb Caughey

SOPHIA GRACE CRAWFORD
Mom and Dad
Barbara Burden
Shannon McSweeney
Reid Polome

CLIFFORD DAHL
Mom and Dad
Marla Behrends
Chatham Presbyterian Church
Friends of the Chatham Library Café
George and Denise McIntyre

ADIA ELFERT
North Coast Litho

MARGIE FRAZIER
Eric Greenberg and Janet Hieshetter

RYAN FARET
Mark Thomas

KELSEY FULLER
Eric and Karen Fuller
Andrea Giedosh

KENNEDY HANSEN
April Blakely

BRANDON and JEREMY HAWKINS
Shannon Paul

AUSTIN HEIN
Dale and Dorothy Kaiser

THE KERNER FAMILY
Susan Steinberg

CHRIS LOWDEN
Matthew Raimondi

ERIC and MCKENNA LOWDEN
Sophie Lowden

SOFIA MARTINEZ
Izzy Martinez

WESTLEY MCKINLEY
Anonymous
Dennis and Nancy Argabrite
Gibsonville Mt. Olive United Methodist 
Church
F.G. and Virginia Miller
Don and Gina Robinson
Gabriel Rowe
Frank and Jo Webster
Stephen and Christine Wheatley

JAKE MEDLEY
Mark and JS Biery

HUDSON AND LEILA MIMLITSCH
Bug and Bean

ASHER NIKOLAJEVS
Anonymous
Dad
Michael and Dyanna Dearth
Marianna Evans
Huron Tool Inc
Ned and Valerie Maras
Andrew and Francine Reiber
Alan Rogers
Fred and Cecilia Sabol
Paula Schade
Smiley Automotive

CHRISTINE RAATZ
Mom and Dad
SE and Lori Budd
Gary and Stacy Craft
Mike and Connie Emanuel
Jeffrey and Sheila Garvey
Susan Grennan
Larry and Connie Halldorson
James and Marti Harris
Roger and Kimberly Hodges
Mark and Susan Hughes
Stephen and Christine Johnson
Gregory and Dawn Neujahr
Wynn and Lisa Obermeyer
Kelle Scott
Thomas and Melanie Sutko

THOMAS SCHULTZ
Sally Dechant

KORRY SHARP
Julian and Misty Gallegos

MASON SMERDEL
North Coast Litho

GLADYS SPIEGEL
Edward and Cindy Payne

MALCOLM TAYLOR-THOMASON
Nicole Sickler

MARY KAY TENSING
Terry and Jill Parsons
Ruth Richardson

IN MEMORY OF:
KARI ANDERSON
Kenneth and Denise Prohaska

MARY ANLAUF
Jeffrey and Diane Anlauf
John Lewis and Sharon Becklin

ZACHARY BALOG
Keith Lawrence
John Lignos
Paul and Patricia Oneill

CELIA BETZ
Alliance Data
Broad Street Presbyterian Church
Christian Thorn

JESSIE BUSHLEY
David Cote
James and Sharon Jacobs

DANIEL BREUER
Dad
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HANNAH CAULFIELD
Dad and Lori

MARIAH CRAWFORD
James and Jennifer Betz

KEN CURRAN
Marilyn Gould and Diane Gaitley
Claire Owen
Ronald and Susan Panepinto
Carol Tobias

CATE DIBBLE
Molly Bellero
Joanna Castro

EMILY DUGGER
Ruffin Chandler

J.R. GODFREY
Mom and Dad

ANNABELLE GUNNETT
Rob and Anne Caughey

STELLA HENNING & SIBS SUPPORT GROUP
Stephen and Bonnie Thompson

MAX IRELAND
William and Patricia Dixon
Michael and Nancy Diefenderfer
Marjorie Ireland
Webster and Carol Ireland
Mark and Rita Shogren
Orin and Dorothy Shogren

RYAN KENNEDY
Mom and Dad

JULIA ANN LEFFLER 
Mom and Dad

LUELLA LEIS
Terrence and Barbara Mahlum

JOSEPH LOVERDE, SR
Marion Rissman

KEVIN LUMM
Annabell Kepler
Maugansville Ruritan Club

MARCELLE MERAVY
James and Patricia Cavins
M. Geideman
Michael Gleeson
Theresa Howell
Rebecca Meravy
Sarah Mudd
P.A. Salvestrini
Joseph and Barbara Santanello

LEAH MCFARLANE
Helen Coon
National Fuel Gas Distribution Corporation

SHERYL MORTELL-BENTER
Drs. Hawks, Besler & Rogers P.A Operating

CHESTER MOUNT
Mary McGlynn
Mark and Elaine Sawtelle

ZACHARY NOORDHOEK
Greta Noodhoek

NATHAN OLIEN
Tom and Marla Nelson

MEGHAN O’NEILL
Craig and Marsha O’Neill

PETE PELTSEMES
Tony Alexis
Anthony Barkowski
Christopher Cappellini
Inis Friend
Alexandra Manolatos
Mildred Solack and Carol Seider
Nicole Sroka
Savas and Connie Tsakiris
Robert and Susan Wint

MICHAEL, MARCY and MINDY PINDER
Jane Magill
West Wyomissing Fire Company

NICOLE SPIEGEL
Edward and Cindy Payne

JESSICA and MATTHEW STOCKWELL
Mom and Dad

BROXTON TAYLOR
Cesar Sanchez
Tahnie Taylor

EMILY THOMPSON
Mom and Dad

CAROLYN WILHELM
Michael and Barbara Kelly

EDWARD WILLCOX
Anonymous
Dennis and Nancy Argabrite
Gibsonville Mt. Olive United Methodist 
Church
F.G. and Virginia Miller
Don and Gina Robinson
Gabriel Rowe
Frank and Jo Webster
Stephen and Christine Wheatley

PROGRAMS, SERVICES & 
RESEARCH:
Anonymous
BDSRA Heart of America Chapter and Friends
BDSRA Metro NY/NJ Chapter and Friends
BDSRA Southeast Chapter and Friends
Ann Caldwell
Bernard and Selma Goodman
Ron and Lugine Hein
Wayne and Ida Lampe
Shana King
Robert and Esther Newger
Ruth Richardson
Phillip and Patricia Stubbs
Super Heat Inc. 

These donations from  
events were made to BDSRA
through August 31, 2013:

Asher Bash 
  Honor of Asher Nikolajevs
Batten Blue Print
  Memory of Meghan O’Neill
Boston’s Battle
  Honor of Boston Johnson 
Chick-Fil-A Fundraiser   
  Honor of Jake Medley 
Golf to Cure Batten Disease
  Honor of Christine Emanuel
Lemonade Stand
  Honor of Sofia Martinez 
Neighborhood Garage Sale
  Memory of Ethan Davies 
Running Towards a Cure 5K for Kate
  Honor of Kate Benroth 
10th Annual “Kevin’s Fund”  
Golf Tournament
  Memory of Kevin Lumm  
  
Approximately $24,700 was donated to 
BDSRA for research and services.

Please direct any questions or concerns 
regarding this list to Tracy Kirby at  
tkirby@bdsra.org or (800) 448-4570, ext. 13.  
Thank you for your continued support.


