
It’s a small world after all.  At no time in our history is 
the fight against Batten disease more global than it is now.  
BDSRA and its worldwide research funding partners, Bee 4 
Batten (Ireland), Batten Disease Family Association (UK), 
BDSRA Australia, NCL-Stiftung (Germany), Beyond Bat-
ten Disease Foundation, Noah’s Hope, Fight for Nicholas, 
BioMarin, LLC, Hope 4 Bridget, Our Promise to Nicholas 
and others are connecting to support researchers around 
the globe. Through strong collaborations we are helping to 
link state-of-the-art natural history project partners in the 
UK, Germany, Finland, Italy and India to the United States, 
Brazil, Argentina, Turkey, France, Norway and Denmark. 

This month, friends from the UK, Canada, Australia, Serbia, Lebanon and Costa Rica 
will be attending the BDSRA Annual Family Conference in Nashville to learn about 
how we are moving forward with collaborations that make a difference to our global 
family.   BDSRA is connecting families across borders with new ideas and support as 
they care for their loved ones.  Our educational consultants, patient advocacy partners 
and committed families connect in ways never imagined before.  In this issue, we’re 
excited to share stories of  those at home and abroad who are making a difference each 
day in important ways.  We are Batten United!
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2013 CONFERENCE
Just Around the Corner!
The Tennessee Chapter has worked diligently 
to host another successful conference in 
Nashville.

We're very excited about this year's conference 
program!   The popular Research Open House 
is back this year, along with clinical updates 
and a research overview.  Sessions include 
advice on positioning and mobility for children 
with Batten disease, fundraising, symptom 

management, and a meditation workshop.  The Frist Center for the Visual Arts will en-
gage the Sibs in some collaborative creativity, and therapy dogs will be fetchin' for your 
attention.  Nedski & Mojo bring the bluegrass and the banjos to Friday night's concert, 
and the Sibs dance after Saturday's banquet will have folks kickin' up their heels. 

A final conference program will be available before the July 4th holiday on the BDSRA 
website and our Facebook pages.

Please note that registration is closed.  If  you have any questions or concerns regarding 
the conference, contact Lisa Weston at lisaweston@bdsra.org or 800/448-4570, ext. 12.

We look forward to seeing you in Nashville in just a few weeks!
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FOCUS | ON | FAMILIES

Families are our greatest asset, providing valuable support and 
essential advice for each other in addition to the care received 
from medical professionals. Facebook, phone calls, emails and 
letters exchanged every day offer guidance, encouragement, 
sharing unexpected triumphs and persistent challenges.  
Warren Pfohl answered our questions about his and wife 
Brenda's experiences being Parent Mentors.

Brenda and I were blessed with three boys, Christopher, 
David, and Daniel.  Our second son, David, had a variant 
form of  Infantile Batten disease.  Both Chris and Dan are 
carriers.  David lost his vision when he was 8, was diagnosed 
at Johns Hopkins at 10, and passed away just short of  his 21st 
birthday.  In honor of  David, Brenda and I started a nonprofit 
called David's Refuge.  We offer a bed and breakfast respite to 
parents who are full time caregivers of  children with special 
needs or who have a life threatening disease.  We care for the 
caregivers.  Our hope is to encourage parents to press on in 
the incredible task of  caring for and loving their children.  As 
couples leave, our prayer is they would realize they are not 
alone, what they do every day in caring for their child is the 
most important thing they can do, and that God loves them.  
We are located in central New York close to Syracuse.  Please 
check out our website at www.davidsrefuge.org.

BDSRA:  How did you learn about BDSRA’s Parent Mentor 
Program? 

Warren:  I think we heard about it at a BDSRA conference we 
attended.   

BDSRA:  Please share why you and Brenda decided to be Parent 
Mentors?  How long have you been a part of  this program?

Warren:  When Brenda and I attended our first BDSRA 
conference we were paired up with Warren and Lois Shuros.  
They guided us, encouraged us, and helped us as we timidly 
entered into the BDSRA family.  After David passed away, 

Lance asked us to consider becoming Parent Mentors.  As 
we thought back on how Warren and Lois helped us in 
those first days, we thought it would be a great way to pay 
it forward. We have been in the program for just about a 
year.

BDSRA:  What do you think are the most important aspects of  
the Parent Mentor Program?

Warren:  I think the most important aspect of  the Parent 
Mentor Program is the power of  having someone who 
has walked the same journey you are forced to take when 
you discover your child has Batten disease.  There is the 
power of  talking to someone who understands, who is 
available, and nonjudgmental.  Every family needs to 
discover their own personal path through the maze and 
horror of  this retched disease.  To have someone who is 
available to talk to if  you want to is powerful.

BDSRA:  What has been your experience so far as a Parent 
Mentor?  

Warren:  We were matched with a family who quickly 
became connected to BDSRA and to a Facebook support 
group.  We talked once or twice on the phone, followed 
up with some emails, but they didn't feel the need for 
regular contact.  To be honest, I felt like we dropped the 
ball and failed, but then realized our mission was to be 
there if  they needed us.

BDSRA:  What are your thoughts about the role social media 
plays – advantages, concerns?

Warren:  Social media has the power of  removing the 
terror of  feeling you are alone in the day-in and day-out 
aspects of  living with Batten.  It doesn't matter where you 
live or what type of  Batten disease your child has, you 
have instantaneous contact with people who understand 
what you are going through and can answer a question 
you may have.

BDSRA:  Any advice for those who would like to volunteer as a 
Parent Mentor or who would like to be connected with one?

Warren:  Raising and loving a child with Battens disease 
is demanding and requires every resource you can gather.  
I see the Parent Mentor program as another tool you 
can put into your tool belt that will enable you to be 
the best parent, advocate, and spouse you can be.  If  
your child has already passed away be, willing to share 
your experiences and advice when asked.  You have the 
opportunity to offer hope by sharing your own journey.  

To learn about BDSRA’s Parent Mentor Program – to be 
a mentor or ask for one – please contact Lisa Weston at 
lisaweston@bdsra.org.

BDSRA's Parent Mentor Program

Brenda and Warren 
enjoy a quiet moment 
on the front porch of  
David's Refuge
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Research Profile - Dr. Beverly Davidson
Growing up as the daughter of  a family physician in rural Nebraska, Beverly Da-
vidson, PhD, saw firsthand the kind of  impact that compassionate care had for 
patients.  She also saw the great need in medicine to find answers for profound 
health problems.  Traveling with her father on hospital visits, she knew at a young 
age science would be her life’s passion.  Her goal was to help develop the tools 
and drugs that could improve disease outcomes and advance science. 

Today, as the Roy J. Carver Chair in Biomedical Research, Professor of  Internal 
Medicine, and Vice Chair for Research, Internal Medicine, at the University of  
Iowa, she oversees significant research grants, mentors graduate fellows, and 
directs work at a medical laboratory in which Batten disease and other inherited 
genetic conditions are the main focus.  Having devoted many years to investigat-
ing the complex genetic diseases that cause central nervous system dysfunction, 
Davidson says that progress has accelerated and a lot of  headway has been made 
in the last two years due to the greater circles of  collaboration between other labs 
and Batten disease researchers.  “Collaboration with other labs is really adding 
momentum and data is really rolling out,” she notes.  “Projects have moved faster 
and farther in the last 12 months than in the decade before because of  the efforts 
between labs to share data to seek answers.”

Dr. Davidson became a member of  the BDSRA Scientific Advisory Board in 2000, and her interest in Batten disease evolved 
from research in the late 1990’s that identified the gene that caused juvenile Batten disease.  “One of  our postdoctoral stu-
dents wanted to pursue a project in this area and it set us off  in that direction in the lab,” she says.  This coincided with Lance 
Johnson of  BDSRA also contacting her at that time about the needs and potential for research surrounding Batten disease.  “It 
was a natural transition because LSD research was expanding and we worked with enzyme therapy on a mouse model and gene 
therapy for late infantile Batten disease.” 

Research in her Iowa lab on childhood neurodegenerative diseases now primarily focuses on experiments to better understand 
the biochemistry and cell biology of  proteins deficient in these disorders in order to develop gene and small molecule based 
medicines for therapy.  Recent projects demonstrated that the application of  recombinant viral vectors to animal models of  
storage disease reversed CNS deficits. 

“We continue to work toward the goal of  once in a lifetime therapy versus repetitive dosing for Batten disease,” she notes.  
“We are also looking at a less invasive delivery for therapies.” 

As the author of  more than 200 scientific papers, a reviewer for the NIH and many major journals, including Nature, Cell, 
Nature Biotechnology, Nature Medicine, Nature Genetics, and Nature Structural Biology, and a worldwide lecturer and pre-
senter on neuroscience and genetic research, Davidson said she is encouraged by the momentum and rate of  discovery now 
occurring in both academic and commercial research labs.  The RFP process and professional review process now in place 
for researchers seeking grant support from BDSRA is a natural progression, she notes.  “Nearly all foundations now do RFPs 
(Request for Proposals) and discuss and rank them, so BDSRA is moving into a similar style,” she says.  “This will ensure that 
the best research is funded.”

Of  the many roles she has in building and managing a multi-disciplinary lab, her role as a science mentor and advisor to pre-
doctoral and postdoctoral students brings great optimism about training the next generation of  researchers, she says.  Linking 
the students with the families of  those with Batten disease is very meaningful to both, she adds.  “These student love science 
and are open to finding something they can be passionate about.  When we put the trainees on these projects and they see 
families and their children, it grabs them and drives their passion for years to come. I think we get them hooked for life.”
Receiving a research grant from BDSRA means a lot to the trainees in the lab, Davidson adds.  The grants help attract the 
trainees and they feel motivated to be working on real problems that are linked to finding discoveries that will directly help 
people, she notes.  The research grant funding is essential to advancing science, she notes, but the grants are also critical to 
building the talent to carry on the LSD work in labs across the country as the trainees move into leadership roles in their own 
careers.  

 “If  I reflect back to the 1990s when we were just discovering disease genes, we were at the starting blocks,” Davidson recalls.  
“Now, we’ve made enormous strides and recruited great labs across the world into the fold.  We are looking toward real and 
effective therapies.”

For more information about Dr. Beverly Davidson and her research visit: http://www.healthcare.uiowa.edu/labs/davidson/bio.htm.
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In April, Dr. Chris Leonard became BDSRA’s new part-time 
Science Officer.  We asked him to share his perspectives on 
science and Batten disease.  Dr. Danielle Kerkovich shared 
her extraordinary expertise starting in late 2011 in this role.  
As she continues her role as Principal Scientist with the 
Beyond Batten Foundation, we look forward to continued 
collaboration and progress.  BDSRA thanks Dr. Kerkovich 
for a hard job well done!

BDSRA: How did you 
develop an awareness of  
and interest in rare genetic 
disease conditions like Bat-
ten's Disease?

Any given rare disease 
condition may affect 
only a small number 
of  people; but taken 
together, about one 
in ten Americans has 
a rare disease.  My 
brother is among those 
thirty million Americans, he has a rare mutation in a particu-
lar gene that causes an unusual autosomal dominant form of  
beta-thalassemia, there are fewer than twenty known cases of  
that particular mutation in the scientific literature.  His condi-
tion is fortunately mild and he has lived a normal and healthy 
life, but I've been aware from an early age that all of  us carry 
a number of  errors in our genetic code.  A rare disease is 
rare only until you know someone who has it.

The Batten Disease Support and Research Association 
has become well known at the federal level and has a very 
positive reputation.  They are cited as an example to other 
groups on how to work with corporate partners and scien-
tific investigators.  That is important for two reasons.  First, 
it validates all of  the efforts by BDSRA and other founda-
tions over the years to raise awareness and organize the com-
munity.  Second, a reputation like that opens doors going 
forward.  It makes it easier to reach out to top scientists that 
may not be working on Batten disease at present, but are 
doing related work that may help advance our understand-
ing of  Batten disease.  It also results in invitations to "be at 
the table" for events like the NIH-organized workshop on 
gene therapy that Margie Frazier will be attended in April.  
It carries a lot of  weight when decisions are being made in 
biotech corporate boardrooms about whether or not to make 
a multi-million dollar investment in pursuing therapeutic 
development to know that there is an effective foundation 
partner in the advocacy community that can act as a liaison 
to families and help address critical elements of  the clinical 
development program, like reaching out to potential clini-
cal trial participants and gathering family input on how to 
structure trials in a way that minimizes the burden of  trial 
participation on families already dealing with the challenges 
of  living with Batten disease.

BDSRA:  So what do you hope to accomplish in your work with 
BDSRA?

I know that for those affected by Batten disease, no treat-
ment or cure can possibly come soon enough; but in tak-
ing an analytical view of  the current state of  Batten disease 
research, I think there are many encouraging developments 
that are setting the stage for success in developing treat-
ments.

I have to say that Dr.Kerkovich, the staff  and scientific 
reviewers at BDSRA have done a terrific job of  standard-
izing and professionalizing the grant application and review 
process.  By raising the standards on the research BDSRA 
funds and focusing on the feasibility of  translating that work 
into therapeutic development, we will not only get better 
science for the hard-won donations brought in by volunteer 
fundraising efforts, we will be improving the chances that 
our grantees will be doing work that, in the future, will go on 
to win them competitive funding through the NIH process 
of  study sections that funds most biomedical research in the 
US.  By doing that we leverage our funding to attract funds 
from other sources and free up precious dollars to advance 
new approaches that may be too early-stage or speculative to 
succeed in the traditional academic research funding mecha-
nisms.

The Human Genome project has transformed science's 
approach to genetic disease diagnosis and therapy develop-
ment.  What was often a decades long search for causative 
genes has been dramatically shortened.  In addition, that 
wealth of  information has greatly facilitated the search for 
specific gene function and interacting genes once a causative 
gene has been discovered.  This is going to be very impor-
tant for a number of  the different NCL genes that have 
been identified, but where there is more to learn about their 
normal functions in the cell.

Equally important to the scientific insights to be gained 
from the work on other rare conditions, the commercial 
success of  "small market" treatments for rare diseases have 
opened the floodgates of  investment from pharmaceutical 
companies and the venture capital and institutional backers 
that fund their companies through the early stages.  Ask any 
observer of  the pharmaceutical industry and they will tell 
you that the decades long focus on shooting for blockbuster 
drugs for common conditions is giving way to an under-
standing that the future of  their business will increasingly lie 
in the development of  highly effective treatments for smaller 
populations, ideally where genetic factors show the way to 
designing very targeted treatments.  That is the path to "per-
sonalized medicine" that you hear so much talk about.

Taking a "big picture" view of  Battenn disease research, 
there are many factors that have laid the groundwork for 
future advances.  The research into CLN1 and CLN2 paved 
the way for the gene therapy and enzyme replacement 

BDSRA Welcomes New Science Officer, Dr. Chris Leonard

Continued on page 5
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Cincinnati Children's Hospital 
Welcomes Batten Families

Cincinnati Children's Hospital sponsored a June 
15th meeting for families with Children with 
Progressive Neurological Disorders that fea-
tured a sibs program and research presentations.

BDSRA member families who attended were 
(left to right) Terry Rhoden and Skyler and Les-
lie Rowe, the Crawford family, and the McKinley 
family.   

Our grant from the National Institutes 
of  Health (NIH) entitled “Pathophysiol-
ogy and Novel Therapies for Infantile 
Batten Disease” was renewed for an 
additional 5 years.  This grant was origi-
nally funded in 2002 based in large part 
on preliminary data obtained with pilot 
funds from the Batten Disease Support 
and Research Association and other 
family-based foundations.  The goals of  
this grant were, and continue to be, to 
determine the underlying pathogenesis 

of  Infantile Neuronal Ceroid Lipofuscinosis (INCL, Infantile 
Batten disease) and use that information to develop effective 
therapies for this invariably fatal childhood disorder.  Towards 
those goals, we have discovered several important disease 
mechanisms affecting the central nervous system (CNS) and 
systemic organs such as the heart, liver, and kidney.  We have 
also tested several potential therapeutic strategies in the mouse 
model of  INCL, including CNS-directed gene therapy, small 
molecule drugs, and bone marrow transplantation.  The great-
est success has been observed with combinations of  these 
approaches.  During the next funding cycle we will continue 
with these research directions and more thoroughly character-
ize the progression of  both the CNS and systemic disease as 
well as test other combinations of  therapies.  Perhaps one of  
the most promising experiments will be to test the combina-
tion of  enzyme replacement therapy with CNS-directed gene 
therapy.  The research performed with NIH and BDSRA 
funds has been a collaborative effort involving the laborato-
ries of  Jonathan Cooper, PhD (King’s College London) and 
Sandra Hofmann, MD, PhD.

RESEARCH UPDATE
Dr. Sands Reports on Renewed NIH Grant

therapies that are now in early clinical development.  More 
research will be needed into many of  the other genes, like 
CLN3, before targeted molecular medicine approaches will 
be possible, and BDSRA and others are funding that re-
search.  The availability not only of  mouse models, but large 
animal models in sheep and dogs will play a key role in allow-
ing pre-clinical development to move forward in CLN5 and 
CLN6 as we develop a better understanding of  those genes.  

Taken together, the changes transforming the pharmaceutical 
industry's approach to discover new treatments, the regulato-
ry changes brought about by a number of  specific provisions 
in the FDA's PDUFA V / FDASIA re-authorization, the 
excellent work being done by patient advocacy organizations 
like BDSRA to develop biospecimen repositories, patient 
registries and natural history studies, all of  these factors are 
coming together to create a unique opportunity to see rapid 
advancement in the scientific understanding and treatment 
of  Batten disease.

BDSRA:  Is there anything else you'd like to say to the families?
I think it is important for families to understand that for any 
biomedical scientist, whether they are in academia, govern-
ment or industry, to be even a small part of  advancing our 
scientific understanding in a way that leads to a treatment or 
a cure would be a lifetime's achievement.  It is this drive that 
fuels late nights in the lab and gets them up in the morning 
to draft that next grant application to fund their work.  By 
and large, scientists are pretty bright people and I don't know 
of  anyone that went into research thinking it would be a 
path to an easy life or riches.  It is the opportunity to make 
a difference in the world by using our minds and hands to 
improve human health that motivates the people I've worked 
over the course of  my career.  I hope the families can get 
a sense of  that from their interactions with the researchers 
they meet at the family conferences hosted by BDSRA.  I 
look forward to working with the families and scientists to 
make sure that we are getting the best science done and get-
ting it done as quickly as humanly possible.

BDSRA Welcomes New Science Officer, Dr. Chris Leonard
(continued from pg 4)
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Bernie Lillick of  Mt. Vernon, Illinois, is a treasure to our families who 
have been able to fly free of  charge with Angel Flight for clinical trials.  
Bernie works tirelessly with BDSRA to find airline tickets, pilots willing to 
fly and other donations to make sure our families get to where they need 
to be safely and affordably.   He has helped five Batten families fly at low 
or no cost for treatment or participation in clinical trials..

Salute, Bernie! 

THIS JULY 4TH, WE CELEBRATE MILITARY ACTIVE DUTY
AND RESERVIST FAMILIES

Senior Master Sargeant Anders Henkel of  the 
U.S. Air Force enjoys some family time with his 
son Lukas, daughters Ava and Jaylynn (JNCL), 
and wife Tanja.  They are stationed in Germany 
at the Spangdahlem Air Force Base.

Joe Vigil is a psychologist with the 
Navy Reserve, currently assigned 
to Gulfport, Mississippi, Detach-
ment 3, Surgical Support Company 
Alpha, 4th Medical Battalion, 4th 
Marine Logistics Group, Marine 
Forces Reserve.  When not de-
ployed, he is a staff  psychologist 
with the New Orleans VA Medical 
Center.  He's shown here with his 
wife, Nikki, and daughters Mary 
Payton (LINCL) and Maison.

Reservist Julie Burtwistle is Deputy Director of  
Smart Operations, Headquarters, Air Force Space 
Command, Peterson Air Force Base, in Colorado.  
When not deployed, she is Vice President of  
Wells Fargo Home Lending Project Management 
& Technology.  Julie and her husband, Brad, have 
two children, Sydney and Olivia (JNCL).

Assistance for Military Families You May Know
In addition to the usual stressors of  family life and caring for family members with special healthcare needs, military families 
experience unique challenges. The Child Welfare Information Gateway, a service of  the Children's Bureau, Administration 
for Children and Families, US Department of  Health and Human Services, provides resources for military families.  For more 
information, go to https://www.childwelfare.gov/systemwide/cultural/families/military.cfm.

        

BERNIE LILLICK FLIES RIGHT
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Stevan Čović of  the "LIFE" Association Against Child Rare Illness in Serbia reports on the 2nd Balkan Conference for Rare Diseases held this 
past April in Sofia, Bulgaria.

We enthusiastically accepted the invitation from the Bulgarian organization for rare diseases to give a presentation about our 
association and Batten disease in order to identify affected children in the region.

Bojana Mirosavljevic, president of  our association, has made new contacts in this matter with doctors and organizations from 
Bulgaria, England, Turkey, Norway, Greece, Macedonia, Croatia and Bosnia.  We concluded that problems of  rare diseases 
definitely exist everywhere, but the word “problem” obviously means different things in different countries.  For example, 
challenges in Serbia concern whether the state will provide medicine for epilepsy or enteral food that improves the quality of  
the lives of  our children.

Our presentation aroused great enthusiasm as evidenced by the 
award Bojana won for best spokesperson at the conference.
Impressive, is it not?

Already, we are receiving e-mails regarding clinical trials for Batten 
disease, which was the central topic of  the presentation.  We also 
received new calls asking us to lecture in other countries.  All this 
gives meaning to our struggles and confirms that we are on the 
right track.

The greatest excitement, however, was elicited by our children 
with Batten disease, who were part of  the video presentation.  Our 
heroes got the biggest applause!!  Bravo to Zoja, Alex, Strahinja, 
Luka, Alexandra and Theodora!!!

NEW MEMBER ON BDSRA TEAM
MEET YOUR BOARD MEMBER - 
TRACY VANHOUTAN

Board member Tracy VanHoutan 
proudly hails from Marshalltown, 
Iowa.  The stalwart Hawkeye lives 
in Downers Grove, IL, a suburb of  
Chicago where he works for Ronin 
Capital.  He and his wife Jennifer are 
parents to Noah and Laine, who both 
have LINCL, and sister Emily, who 
provides continuous entertainment, 
love and joy.  Tracy works arduously 
on behalf  of  BDSRA as fundrais-

ing chair, and is known for his self-taught and encyclopedic 
knowledge of  research.  Because of  his work, BDSRA has 
built capacity to fund research, initiate relationships with phar-
maceutical companies and serve more families.  

We're excited to introduce 
Tracy Kirby to the BDSRA 
staff  who joined us in March 
of  this year.  Tracy is a gradu-
ate of  The Ohio State Uni-
versity in Sociology and cur-
rently takes evening courses 
in forensic accounting.  In 
just a few short weeks, she 
has developed new data 
management systems for ac-
counting, donor files and communications while 
providing exceptional customer service as our 
front-line problem solver.  Welcome, Tracy!

REPORT FROM THE 2ND BALKAN CONFERENCE FOR RARE DISEASES IN BULGARIA

Your United Way or Combined Federal Campaign contributions can ben-
efit the work of  BDSRA.  Every fall, kick off  campaigns occur in the 
workplace. Why not make your contributions benefit those in your life 
affected by Batten disease? Whether you are a postal worker, in the mili-
tary, or just happen to work where United Way contributions are encour-
aged, you can designate our organization and help those you love fight for 
a cure. For more information, contact Julie Conry at jconry@bdsra.org.
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NEWS FROM OUR SUPPORTERS
(Left)  Rick Asher, organizer of  the 
Battin' for Batten fundraiser, welcomes 
BDSRA's Lisa Weston to the fastpitch 
softball event held in Central Ohio.

Awareness and Funds Take the Field at 3rd Annual 
Battin’ for Batten Tournament

Nearly 24 fastpitch softball teams took the field May 18 and 19 
in Commercial Point, Ohio, for the 3rd Annual Battin’ for Bat-
ten tournament dedicated to honor and memorialize Mariah 
Crawford.  Her courage and strength in facing Batten disease 
inspired Army Master Sergeant Rick Asher to organize the 
event several years ago to raise funds for BDSRA and aware-
ness about the disease.  Asher, who recently returned to the 
U.S. after being deployed to Afghanistan, is president of  Ven-
om Fastpitch, the group that executes the tournament.  Asher 
involves all the young softball players in creating awareness 
about Batten disease and encourages them to stay involved 
with fundraising for BDSRA throughout the year.  The Craw-
ford family was involved in Venom Fastpitch, according to 
Asher, which initially brought the challenges of  Batten disease 
to the attention of  those in the softball community.  “Our goal 
is to donate funds to support BDSRA and continue to bring 
awareness to others about this disease,” he said. “Education is 
important so others may know about the need to find a cure.”  
As a result of  this event,  $1,250 was donated to BDSRA for 
programs and research. 

(Below)  The Vikings Elite team from 
Ashville,,Ohio, pretsents a check to Rick 
Asher prior to the start of  the tournament.

 
 
 
 
 
 
 

Charlotte Marriott Donates Funds to BDSRA 
The Charlotte Marriott Executive Park, which hosted 
the BDSRA Family Conference in 2012, has donated 
$2,985 to Batten disease, from fourth quarter staff  
and guest donations.  Chad Couture, Director of  
Rooms for the Marriott, which has recently become a 
Crown Plaza Hotel, said the experience of  meeting so 
many families and children last summer at the con-
ference inspired the staff  to raise funds for BDSRA.  
“We were very touched by the families and by learning 
more about Batten disease,” he said.  The staff  was 
able to choose a charity for donations and it was a 
natural choice, he added, to pick BDSRA.  Events to 
raise donations coordinated by employees included a 
car wash, ribbon sale, and bingo games.

Wawa Corporate Charities Funds Patient
Education Project
The Wawa, Inc. Corporate Charities Program of  the 
Pennsylvania-based retail and service station company has 
awarded BDSRA a grant for the development of  Batten 
disease patient education materials.  The Wawa corporation 
has links to a Batten family, the Fullers of  Mullica Hill, New 
Jersey.  Kim Fuller’s mother, Carol Walsh, has been with 
the Wawa corporation in Mantua, New Jersey, for more 
than 20 years.  Each year the Wawa corporate contributions 
program distributes grants leveraged through an employee 
matching gift program to programs and institutions selected 
by Wawa employees.  The patient education project is 
designed to produce and disseminate a library of  materials 
for families, caregivers, educators, and medical professionals 
in caring for those with Batten disease.

Simply Inspirational
May 31st was a grand night for singing at Broad Street 
Presbyterian Church in Columbus, Ohio, as the Betz 
and Tolliver families remembered the life of  Celia Betz.  
All free-will offering donations were made to BDSRA.  
Starting out the night's program was the Upper Arling-
ton Chamber Orchestra, playing a rousing rendition of  
Aaron Copeland's Hoe Down.  Thank you everyone who 
organized, sang, played and attended!

Continued on page 9
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SUPPORT SERVICES FOR FAMILIES
Special resources are available to families searching for medical and pharmaceutical assistance for products and equipment not 
covered under their health care plans.  These can be accessed directly by families: 

Partnership for Prescription Assistance (PPA):   The PPA has helped many qualifying patients without prescription drug 
coverage obtain the medicines they need by connecting them with a patient assistance program that is right for them.  PPA is a 
clearinghouse on more than 475 public and private patient assistance programs for eligible uninsured and financially struggling 
patients.  Through PPA, patients may qualify for free or nearly free medications.  Access their services through their call center 
at 1-888-477-2669 or their website at www.pparx.org.

Rx Outreach:  This is a patient assistance program offering access to more than 400 prescription medications.  Patients quali-
fy based on income.  Over 150 medications are available in a 6-month supply for just $20.  Prescriptions are mailed directly to 
the patient after receipt of  an Rx Outreach form, a prescription and payment.  To find out more and download an application, 
visit www.rxoutreach.com or call 1-800-769-3880.

NEWS FROM OUR SUPPORTERS (continued from pg 8)

Washington State Community Rallies for "Kicking Battens for Carl" Event

An Arlington, Washington, community event to observe Batten Disease Awareness 
Weekend and celebrate the life of  Carl Bergam generated $3,651 in donations for 
BDSRA programs and research.  Lisa Boyle, a middle school teacher in the area who was 
Carl’s physical education teacher, first created the fundraising event in 2009.  “We began 
this event as a soccer clinic in 2009 just months after we lost Carl,” she said. “Our origi-
nal prompt was to celebrate Carl’s life, his loves, and bring awareness to Batten disease.”  
From the soccer clinic event the annual fundraiser has evolved into a 5K/10K Fun Run 
and Walk, with a silent auction and concert.  “We are increasing in participants who did 
not know Carl but are hearing of  and supporting our event,” Boyle noted.

Lemonade was never sweeter than it was 
during Batten Diease Awareness Weekend 
in Jacksonville, Florida.  Anna and Caroline 
Medley sold lemonade for the third year 
straight and donated more than $600 to  
BDSRA.   Thank you girls!



The Hawkins Clan (lfrom left):  Dave, 
Brandon, Chris, Jeremy, Linda and Lori.

Steve Bassett (red shirt) and Kevin Ballantine 
give Jeremy that extra push to reach the finish 
line and his dad, Chris.

“Our Boys” Race in North Carolina 
Has Big Finish 
Harris Middle School in Concord, North 
Carolina, was the scene May 11 for the 7th 
Annual Our Boys 5K and 10K Race orga-
nized by Chris Hawkins to benefit BDSRA 
and honor Brandon and Jeremy Hawkins, 
both of  whom have juvenile Batten disease.  
Approximately 215 people competed in two 
courses either walking or racing across the 
school grounds and neighborhood.   Ac-
cording to Hawkins, this year brought both 
returning competitors and new racers to the 
event that has become a spring standard for 
runners in the Charlotte area.  Two running 
groups were students from local elementary 
schools and the Hawkins family neighbor-
hood sponsored a running group for chil-
dren that included 60 children and adults.  
Sponsors for the race included the Hunt-
ersville-Concord Triathlon Club, Sticky Fin-
gers Smokehouse, Sportclips Haircuts, Fleet 
Feet, and Countrywide Montessori Schools.



        



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 of  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

CHELSEY JANE WORSTER, daughter of  Paula & Jay Worster, Lee, ME
Born:  08-06-95    Died:  03-21-13    Juvenile

BRYAN OOSTERVELD, son of  Kees & Helga Oosterveld, Wolvega, The Netherlands
Born:  11-06-03    Died:  03-19-13    Infantile (Variant)

ETHAN MICHAEL DAVIES, son of  Eli and Kristine Davies, Lino Lakes, MN
Born:  05-13-08    Died:  03-14-13    Late Infantile

MARCI HASSELL, daughter of  Jodi & Jerry Holtzman, Evansdale, IA
Born:  03-14-91    Died:  03-09-13    Juvenile

DYLAN CLASPILL, son of  Monica Stoney, Abilene, TX
Born:  09-24-03    Died:  03-02-13    CLN5

SKIP SMEDEMAN, son of  Henk and Judy Smedeman, Hellevoetsluis, The Netherlands
Born:  07/26/95    Died:  02-26-13    Late Infantile

CASEY MUELLER, daughter of  Mike Mueller, Minier, IL, and 
Terri & Steve Kellum, Baltimore, MD 

Born:  05-01-84    Died:  02-23-13    Juvenile

DEON AMOSAH, son of  Phil & Tanya Amosah, Oxbow, SK, Canada
Born:  04-14-03    Died:  02-14-13    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 
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BRITTANY ROBINSON
Brandie Valenzuela
HANNA RODGERS
Jeremy Kriner
ANDY and JAMIE SCHNELKER
Cheryl Hall
Brad Heath
Deborah Thorpe
KORRY SHARP
Cindy Kelley
KESLEY SHUROS
Timothy and Debbie Grant
MICHELLE and LAUREN SURREY
Daniel Ajello
Diane Ferguson
Patrice Hair
THE SURREY FAMILY
James Suridis
ADAM TAYLOR
Mom and Dad
Lisa Colver
Jill Darling
Albert Kearney
Robert Lammi
Nicole Malachowski
Mike May
Randy and Lori Parsons
Maryon Williams
KELLY TAYLOR
Island Sun Tanning Salon
REX TIMKO and FAMILY
Doug Crates
RACHEL VON TUNGELN
Joseph and Janet Donato
David Froud
Brian and Theresa McDonald
Adrian Muir
Michael and Tamra Petrocelli
Andy and Jamie Schnel
NOAH and LAINE VANHOUTAN
Norbet and Jacqueline Farnaus

IN MEMORY OF:
CATIE ALLIO
Marni Beck
Nyree Bushnaq
Donald and Georgia Visconti
KARI ANDERSON
Kenneth and Denise Prohaska

RYAN FARET
Andrew Abbinanti
Barbara Nilsen
Dean Thomas
Denise Wright
KELSEY FULLER
Laura Richardson
ALANNA GAYKO
Eugenio Cilento
KELCIE HARDIN
Geoff  Schuller
NATHAN HARDY
Daniel and Christine Hubbard
BRANDON and JEREMY 
HAWKINS
Mom and Dad
Justine Murray
THE HAWKINS FAMILY
Jared Nielson
JESSICA HYNIE
William and Diane Douglas
Pierre and Suzanne Lariviere
Nadine Nakazawa
CHRISTOPHER ISNARD
Mom and Dad
ADDIE KURTZ
Ann Artley
NOLAN LEIS
Sharon Hatch
LYNCH FAMILY RUNNERS
Kendra Tuazon
EDDIE MAJESKI
Lawrence and Jennifer Early
MAKAILA MANISCALCO
Mark Chamblee
RYAN MAYNARD
Steve and Elizabeth Cutter
Rory Maynard
JAKE MEDLEY
Mom and Dad
Christian and Elizabeth Leavitt
TALAH and SANA MEHMOOD
Mom and Dad
ASHER NIKOLAJEVS
Asher Oakes and the Asher Brothers
Mr. Oakes
ROBERTA PARNICZA
Elizabeth Parnicza
BRADY REGEHR
Zachary Skotheim

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.

IN HONOR OF:
ANNIE ALLIO
Marni Beck
Nyree Bushnaq
Warren Ujiiye
CHRIS, ELIZABETH, JAMES 
and SAMUEL CHAPPELL
Mom and Dad
Sean Beus
Russell Broadhead
Ute Gerdes
Scott Morgan
Robert Nelson
Robert Peters
Delbert Rinquest
Jordan Robbins
John and Terri Shephard
Deborah Staky
Barbara Waite
SOPHIA GRACE CRAWFORD
Joseph Ball
Megan Blankenship
Barbara Burden
Shannon Garner
Katina Hill
Lindsey Ratliff
CLIFFORD DAHL
Mom and Dad
Chatham Presbyterian Church
Friends of  the Chatham Library Café
Adriana Colindres
ADIA ELFERT
North Coast Litho

Second Quarter Donor Gifts
(Gifts given March 23, 2013 through June 15, 2013)

Continued on page 12
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LAURA and MARY ANLAUF
Mara Renier
MARY ANLAUF
Janelle Dennis
Wendy Erickson
Rhonda Leaf
Jennifer Oliver
CARL BERGAM
Mom and Dad
Anonymous
Nicholas and Bethany Belisle
Ann Blair
Lisa Boyle
Martin and Kathleen Bradley
Jason and Christy Byle
James and Patricia Childers
John and Carla Donohue
Linda Funk
Thomas and Kimberly Green
Ed and Sue Greenshields
Daniel and Sabrina Guilliaume
Kari Henderson-Burke
John and Diane Holz
Heidi Hooper
Sandy Hunter
Nadeane Jantz
Aaron and Nanci Johnson
Dean and Shelly Johnson
Wayne and Susan Keezer
Steven and Sonya Kraski
John and Kimberly Meno
Tom and Cherrie Murphy
Jack and Karen Murrin
Gregory and Karen Oakes
Kenneth and Debby Olson
Jean Peterson
Scott and Nicole Peterson
R & L Auto Repair
Jodi Greensheilds Smith
Scott and Shannon Smith
Christina Stevens
James and Margaret Welch
Craig and Lisa Willis
Donald and Lynn Wyatt
CELIA BETZ
Anonymous
Sara Betz
Christopher and Andrea Dent
John and Sandra Gills
Anne Griffin
Jane Leiby
Maya’s Curls
Susan Meyer
Ruthann Blough Pfau

Margaret Rieser
Joan Schmidt
Jean Walker
DANIEL BREUER
Dad
HANNAH CAULFIELD
Dad and Lori
ALLY CHANCE
Charles and Rose Chance
CARLA CHOW
John and Geraldine Bixler
DYLAN CLASPILL
David and Sherry Branecki
MARIAH CRAWFORD
Lancaster Girls Softball Association
Venom Fastpitch
Vikings Elite 2001
CLAY CUNNINGHAM
Mom, Dad and Sisters
ETHAN DAVIES
Elijah Davies
CATE DIBBLE
Michael Burnside
Johanna DeVries
Kelli Dunaj
Michael and Patricia Silva
EMILY DUGGER
Steven and Amy Summers
TRAVIS FAIR
Lynn Roberts
MELISSA FROIO
Mom and Dad
Pete and Diane Hatton
SARA GEDEON
Ernest Page
COURTNEY GUNTHER
Melton and Marilyn Frederick
TERRY KOONTZ
Randy and Darlene Royalty
JUSTIN LAVEN
Mom and Dad
Sandra Connor
John and Karen Osen
JULIA ANN LEFFLER - 
  On the occasion of  her birthday
Mom and Dad
ZANE MAXIMUS LEWIS
Sharon Grabill
ROBBIE and STEPHANIE MAXIM
Madeline Stone
LEAH MCFARLANE
Sandra Phillips
AMBER MITCHELL
Debbie Hendrix

AIDEN MOBERG
Lisa Turner
CHESTER MOUNT
Mario Bellantoni
Mary Conroy
Jana DiLauro
Scott and Joan Dunkelberger
Nancy Easterly
Employees of  the NYS Unified
  Court System
Inna Erlikh
Lee Anne Fryland
Paula Harting
Kathleen Hausmann
James Hogan
Mary Kinsey
Elissa Krauss and Harriet Grimm
Anthony Manisero
Patricia Maroon
Vincent McGowan
C. and M. Melanson
Gail Miller
Neeraja Raghunathan
Vincenzo Riccobene
Patricia Ross
John Sheridan
Kathleen Theuer
CASEY ELAINE MUELLER
Terri and Steve Kellum
DANE MURDOCK
Lisa Stella
DANIEL ORTLAND
Dad and Mom
SARA PFALLER
David and Sherry Branecki
DAVID PFOHL
Elizabeth McBroom
Jeann Rybinski
MICHAEL PINDER
Anne Baumann
HOWARD PITTS
M. Faye Reynolds
SHIV RANA
James and Elaine Soya
JAMES and MARK RICKMAN
Gail Sanecki
JACKSON SMITHERS
Robert and Alice Smithers
WILLIAM STANCOMBE
Sheila Urban and Anne Sanuth
NATALIE TARAILO
Steve and Janie Doak
BROXTON TAYLOR
Brian and Jennifer Feirstein

Continued on page 13
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RODE TINKER
Terah Kuykendall
MARTIN WILLIAMS
Jennifer LaFontaine
CHELSEY WORSTER
Betty Lou Daye
David and Cheryl Daye
Earl and Lorraine Dill
Paula Downs
Raymond Gresser
Vivian Gresser
Melissa Hills
Tina Laney
Marion Morrison
Nina Morrison
David and Dorothea Round
Lori Spencer
Maynard and June Vicnaire
Charles and Jean Worster

PROGRAMS, SERVICES 
  & RESEARCH:
Aetna Foundation
Lars and Leilani Anderson
Anonymous
BDSRA Metro NY/NJ Chapter
   and Friends
BDSRA Southeast Chapter
   and Friends
BDSRA Tennessee Chapter
   and Friends

BioMarin Pharmaceutical, Inc.
Melissa Blyleven
Brady Corporation Foundation
Builders Exchange
Ann Caldwell
Lorraine Chafe
GE Foundation
Geoffry and Nanette Habershaw
Daniel and Nancy Hynie
Martin and Helen Katz
Brad and Donna Lindsey
Scott and Nancy Lowden
Briana Metcalf
Bill and Betsy Offutt
Debby Quigley
Heather Roell
The Toro Foundation
Tyco Electronics
Sheila Waddell
Wawa, Inc.
Cathy and Les Weston

These special events were 
held between March and 
June 15th, 2013:
Battin’ for Batten 
  Memory of  Mariah Crawford
Caroline and Anna Medley - 
Lemonade Stand
  Honor of  Jake Medley

Greater Atlanta Girls Choir Concert
  Memory of  Celia Betz
Harrison Township School and 
  Pleasant Valley School – 
  Wear Jeans to Work Day
   Honor of  Kelsey Fuller
Hoops for Hope
  Honor of  Christopher, Elizabeth, 
  James and Samuel Chappell
Kick Batten’s for Carl 
  Memory of  Carl Bergam
Run the Creek
  Honor of  Brandon and Jeremy 
  Hawkins

Approximately $13,800 was donated to 
BDSRA for research and services.

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

        


