
Dear Friends,

Thanks to you, I have had an incredible five months of  learning, 
welcome and transitions.  This Illuminator marks so many changes - 
honoring past achievements and looking forward to new initiatives, 
research and growth.  We are mindful of  the great gifts of  your 
time and passion to make 25 years of  BDSRA into a very successful 
reality.  In the coming days, we will welcome new board members 
(nominations being accepted now!), a new Senior Director of  
Advancement and Outreach, and announcements of  funded re-
search for 2012/2013.  

In this issue, Lisa Weston updates us on the spectacular, well-attended annual confer-
ence in Charlotte.  What a fun and informative time.  Reports from attendees have 
given the event an unequivocal “thumbs up.”  The Johnsons of  Illinois are the featured 
family in our Q & A.  And we say a not-so-final farewell to Lance Johnston, who has 
our undying thanks.  Keep calm, and read on...with BDSRA.  

Be in touch,
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A MESSAGE FROM MARGIE

BDSRA WELCOMES JULIE CONRY AS SENIOR DIRECTOR
OF ADVANCEMENT AND OUTREACH
The Batten Disease Support and Research Association is pleased 
to welcome Julie Conry as its new Senior Director of  Advance-
ment and Outreach.  She will begin her full-time work for 
BDSRA October 8, 2012.  

Prior to her work with us, Julie has had several leadership posts 
in advancement for the Ohio State University Wexner Medi-
cal Center focusing on major gifts and constituency-based services for the College of  
Medicine and the School of  Allied Medical Professions.  She is a veteran of  three major 
capital campaigns at OSU, including the recently concluded Power to Change Lives 
Medical Center campaign, with a goal of  $500 million for research, education and pro-
grams.  Julie has served as Director of  Foundation Relations for Ohio State, directed 
college-based fundraising programs in the College of  Nursing and the OSU Graduate 
School and was an adjunct faculty member in the School of  Communications at OSU.

Her education includes a master’s degree in journalism from the OSU Kiplinger Fellow-
ship Program, a bachelor’s degree from Oberlin College, and a certificate in nonprofit 
management from the University of  Chicago Graham School of  General Studies Man-
aging Institutional Advancement Program.  Julie has directed media and constituent re-
lations programs in the Ohio Legislature and covered government and consumer issues 
for several daily newspapers.  Her experience also includes developing and presenting a 
range of  training seminars in proposal writing and grants development for nonprofits 
including Ohio State, Penn State University, Indiana University, CASE V, Ohio 4-H 
Council, Boy Scouts, Ohio Cooperative Extension Service, and other Columbus organi-
zations.  Julie’s research and publications for the Indiana University Purdue University-
Indianapolis (IUPUI) Center on Philanthropy have focused on nonprofit management, 
workforce issues, and occupational trends in fundraising. 

We are delighted that Julie is joining the BDSRA team!  

Lance Johnston - A True Light 
in the World of Batten Disease
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This caricature, rendered by Brad Daugherty, was 
presented to Lance at the conference this past July.

Continued on page 3

LANCE JOHNSTON - A True Light 
in the World of Batten Disease
In 2010, Lance Johnston announced to the Board of  Directors that he wanted 
to retire as executive director of  BDSRA.  This past August, Lance did just that, 
leaving his legacy in the Batten disease community.  As a tribute to Lance and all 
that he has accomplished, we share some highlights of  his 25 years of  success.

BDSRA - Then and Now

 BDSRA becomes an organization in 1987 after leaving its affiliation
        with the National Tay-Sachs & Allied Diseases (NTSAD).
    1989 brings the first family conference to New Orleans.
    Four forms of  Batten disease were originally recognized.  The first 
        gene, Juvenile, was identified in 1995. Later the same year, the gene for
        Infantile was also identified. The gene for Late Infantile was identified
        in 1997.  Today there are 14 known NCLs and the genes for all but the
        recessive adult form, also known as Kufs, have been identified.
 Since 1992, BDSRA has provided over $5 million in research funding
        and has been recognized in over 120 scientific journals and publications.
 BDSRA was instrumental in getting the Social Security Administration
        to recognize Batten disease and provide for immediate recognition
        based on the medical necessity.
    Lance has helped parents develop support groups in Canada, Australia,
        New Zealand, South Africa, South America, Spain, United Kingdom
        and Serbia.
    Teach and Be Taught curricula became available to families affected
         by Batten disease, as well as to schools, to protect educational rights and 
        improve quality of  life.
 Over 1,300 families worldwide have benefitted from BDSRA’s ground-
        breaking services, education and awareness initiatives and research.
 Centers of  Excellence around the world with dedicated professionals
       who provide consultation, testing and guidance on caring for affected  
         children and adults.  In the United States, Argentina and Serbia, the goal 
     is the same - to provide compassionate and evidence-based care to 
        "our" families.
 BDSRA has a large number of  family-initiated foundations to find a 
       cure.  We are happy collaborating with them and appreciate their long 
      standing support.  Beyond Batten Foundation, Noah’s Hope, A Cure 
    for Bridgett, Taylor’s Tale, and Our Promise to Nicholas have all 
        funded research in partnership in 2011.  
 The Future is Bright!  The new faces of  the BDSRA team look
        forward to more collaborations, research and support for families.
        Let’s cure it.

SPECIAL WORDS 
FOR A 

SPECIAL PERSON
What does one say about Lance 
Johnston! I first met Lance John-
ston in the early 1990s at an interna-
tional conference on Batten Disease.  
When he became the Executive Di-
rector of  BDSRA, we worked to-
gether until he retired.

Through his long hours, hard work 
and caring, he brought the BDSRA 
to world-renowned status.  Lance 
has been and will always be my “GO 
TO” guy.  Because Lance loves his 
job and cares about people, he has 
been able to move mountains.  He’s 
pushed for more research and has 
gotten more doctors involved with 
Batten disease.  

I’m sorry to see him leave the 
BDSRA, but know he will always 
be a part of  our Batten family. We 
are so proud of  you for all you have 
done for our families.  I love you 
Lance, you will always have a special 
place in my heart.  God bless you.

With love, 
Edie Dockter  
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LANCE JOHNSTON (continued from pg 2)

MORE SPECIAL WORDS FOR A SPECIAL PERSON

George Maxim and Lance, both past Board presidents, share a 
laugh at the party celebrating BDSRA's 25th anniversary during 
the 2012 conference.

We were fortunate enough to have received the phone # 
to BDSRA by the doctor that diagnosed Ryan.  My earli-
est memory of  Lance was just after Ryan was diagnosed.  
At the time, Ryan was really struggling academically, but 
he had the opportunity to go to a camp for the visually-
impaired over the summer.  My dilemma at the time was 
whether I should send him to camp when he really needed 
some tutoring to keep up with his peers in reading.  Instead 
of  telling me that I don’t need to worry about his academ-
ics, because he is going to continue to deteriorate, he very 
calmly said, “Well, what’s the worst that can happen?  He 
has a little catching up to do.”  That was all I needed to hear. 
The decision was made.  I was at peace with it, and it was 
one of  the best decisions I ever made for Ryan.  Thank you, 
Lance!  ~ Lisa Faret

We would not be where we are today with the BDSRA with-
out Lance Johnston.  He is [an] AMAZING person who 
worked toward a cure and helped families cope with their 
children with this disease, working on this which seems near-
ly half  his life time.  Knowing every inch of  new science 
going on to solve this disease, every article written, knowing 
every child diagnosed and passed.  He calls every family!  He 
is just amazing.  I have met him, too, and yes everyone loves 
him dearly.  You all know this!  
~ Heather Noyes Dainiak

On behalf  of  the Australian Chapter -

Thank you Lance for providing guidance in the develop-
ment of  the Aussie Chapter over the past 12 years and sup-
port to all its members.  You were an amazing mentor to 
me personally and your ongoing passion towards the Bat-
ten disease cause was inspiring.  All the very best wishes to 
you in the future, enjoying every day that comes.  

~ From Vanessa and all your friends in Australia

He is a wonderful man. I had the pleasure of  meeting him at the Christmas party this 
past year. He has done a lot for the Batten families. ~ Brandy Boley via Facebook

Lance, Bob Wilhelm, Steve Thompson and guest share a cart at the 2010 
Lumm Golf  Tournament held in Maryland.

Lance with 
Rita Garvey 
and Celia 
Betz at the 

2011 Barkin' 
For Batten 

fundraiser held 
in Gahanna, 

Ohio.
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FOCUS | ON | FAMILIES
Contributed by Lisa Weston, Program Director

Goofy embraces the Johnson Family at Disney World in November 2011 during Boston's 
Make a Wish trip. (From left:  Jim, Boston, Braden and Chrissy).

Families affected by Batten disease provide an amaz-
ing network of  support for each other.  The percep-
tions, experiences and advice that is shared through 
Facebook, e-mails, phone calls, etc. offer families and 
friends resources that are in addition to the care re-
ceived from medical professionals. 

This month, the Johnson Family from O'Fallon, Ill., 
offer their insights about tube feeding.  Chrissy and Jim 
are the parents of  Braden, 11, and Boston, 4.  Boston 
was born a healthy baby boy who developed normally 
until the age of  2, when he began having seizures 
and loosing speech and motor skills.  After a year of  
testing, Boston was diagnosed on June 6, 2011 with 
Infantile Batten disease.

Chrissy and Jim went searching for information about 
the disease the day of  Boston's diagnosis and came 
across the BDSRA website.  Chrissy tells us that 
BDSRA has “been helpful from day one.  They are a 
great support system and we can't say enough about 
how great the annual family conference is.  BDSRA 
has connected us with other families, which is the 
only way we have been able to keep moving forward.”  
(BDSRA:  Thanks for the kudos, Chrissy!)

This issue’s topic:  Tube Feeding

BDSRA:  Making the decision to go to tube feeding is very 
difficult.  How did you know it was time to transition Boston to 
tube feeding?

Chrissy:  Honestly, for us the decision was not very 
difficult.  About a year ago, Boston began to not want 
to eat.  We were force-feeding him for every meal.  It 
was a fight to give him medication and make sure he 
was getting enough calories and fluids.  He became 
very irritable to the point where we didn't want to take 
him anywhere.  We fought this battle for about four 
months before we made the decision to start tube 
feeding.

Jim:  We knew it was time when Boston started crying 
every time we tried to feed him.  It became a frustrat-
ing challenge for our whole family.

BDSRA:  What worries did you have about this transition?  Can you speak 
to the adjustments you, as parents, and Boston experienced, both physically and 
emotionally?

Chrissy:  Before the surgery, I worried that tube feeding was just 
one step closer to Boston being defeated by Batten disease.  After 
getting feedback from other parents on the BDSRA Facebook 
page and caregivers at Boston's school, I realized we were mak-
ing the right decision.  It's not an easy decision to make, but we 
decided to do whatever it took to make Boston as comfortable as 
possible for as long as we can.

Jim:  Boston had never had surgery before, so I was very con-
cerned about the procedure.  The g-tube was placed December 9, 
2011 and, in our experience, it was a quick and painless surgery.  
He was very comfortable all the way through recovery.

Continued on page 5
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The Johnson’s dog, Brick, an American Bulldog, is Boston's snuggle buddy, 
who has always been very gentle and patient with Boston.

HELPFUL HINTS FROM GENETIC ALLIANCE
(Reprinted with permission from Genetic Alliance’s Weekly Tip Series) 

Our colleagues at Genetic Alliance keep us informed about various issues that can affect the Batten disease community.
Below are two tips that are part of  Genetic Alliance’s Weekly Tip series.  To learn more about Genetic Alliance, please visit 
geneticalliance.org.

Weekly Tip #115:  TSA Cares Hotline 
Traveling can be a stressful time for someone with a disability. The Transportation Security Administration (TSA) has a new 
toll-free hotline, 855-787-2227, to provide information for passengers with disabilities and medical conditions and their fami-
lies before they fly. They recommend calling 72 hours in advance to learn what to expect at security checkpoints. They will also 
be able to coordinate your security screening ahead of  time when they know about your disability. This is a great resource for 
families traveling with a child with a disability. You can plan in advance, and know exactly what to expect at specific airports.

Weekly Tip #116:  Back to School
Back to school season can be both exhilarating and challenging for the whole family. A mix of  excitement and nerves about 
new teachers and hard classes; relief  and regret that summer is ending; a host of  to-do items to check off  the list before the 
first day. We recommend writing a letter to your child's teachers and anyone else who interacts with your child at school - the 
school nurse, librarian, bus driver, etc. This letter should include things like:

• An explanation of  your child's condition and how it will impact his or her classroom experience 
• Accommodations that may be needed during the school day 
• What you have found to be effective preventive, management, and treatment strategies 
• A list of  your child's medications, doses, and when s/he takes them 
• How the child's learning may be affected and how the teacher can help (such as a plan for catching 

your child up in class if  excessive absences occur) 
In addition to the letter for all people who interact with your child, establish one person at school who is responsible for your 
child and create an emergency protocol for this person. For a sample letter and other back to school tips, check out our how-
to guide.

BDSRA:  How has tube feeding changed Boston’s daily quality of  life?

Chrissy:  Tube feeding was the best decision we made for 
Boston.  He became much happier and was no longer irritable.  
He even began to smile, which we hadn't seen the whole year 
of  2011!

FOCUS | ON | FAMILIES  (continued from pg 4)

Jim:  Forcing food and medicine in your child's 
mouth is not a good quality of  life.  It's a relief  to 
know Boston is getting all the nutrients he needs and 
is no longer hungry.  I wish we would have done the 
surgery sooner.

BDSRA:  What support did you need from medical profes-
sionals to transition Boston to tube feeding?

Chrissy:  The doctors and nursing staff  at St. Louis 
Children's Hospital were very helpful before, during, 
and after Boston's surgery.  We had a nurse come 
out to our home after the procedure to make sure 
we were feeding Boston properly.  It took about 
two weeks to get used to the equipment and feeding 
process.

Jim:  I think parents of  children with Batten disease 
become the best medical professionals over time.  I 
learn so many things by reading posts on the BDSRA 
Facebook page.  It's a great support system.
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By Lisa Weston, Program Director

2012 ANNUAL CONFERENCE - A Ride Down Victory Lane

It was all 
checkered 
flags at 
the an-
nual BDSRA 
conference 

held in Charlotte, NC, July 19-22.  This 
year’s conference offered new twists 
and turns, including BDSRA’s 25th 
anniversary celebration, therapy dogs 
for both the affected children and sibs, 
and research thoughtfully presented 
through illustration and explanation.  It 
was a grand conference and our colossal 
thanks go to Charlie and Wanda Leffler, 
as well as to the Southeast Chapter, do-
nors, speakers, doctors, researchers and 
volunteers.  Approximately 350 people 
attended the conference; that number 
includes 97 families, 35 affected children 
and young adults, and 11 first-time at-
tending families.

The NASCAR theme was cleverly 
incorporated into the conference 
throughout the weekend – race car ele-
ments adorned the 25th birthday cake 
and cupcakes during Thursday evening’s 
birthday bash, appeared in the pro-
gram and in child care and Kid’s Parade 
themes, and in the decorations, most 
notably Wanda’s adroit use of  motor oil 
boxes, aerosol lubricant bottles, hubcaps 
and match box cars to name a few.

The Batten disease community was 
honored with two proclamations, one 
from the Mayor of  Charlotte designat-
ing July 16-22, 2012 as Batten Disease 
Awareness Week in Charlotte, and the 
other proclamation from the Governor 
of  North Carolina appointing July 2012 
Batten Disease Awareness Month in the 

state of  NC.  This year’s conference was 
also generously supported by BioMarin, 
Rodgers Builders, Derick Close and 
North Coast Litho, among others.

Gosh, 
how can 
we put in 
this lim-
ited space 
all the 
wonder-
ful things 
occur-
ring at the 2012 conference?  Well, 
here goes:  the tasty treat of  an ice 
cream social, adorable dogs snuggling 
with affected children, sibs and other 
pooch-lovers; one-on-one conversations 
with families and researchers in the 
Poster Room; humble recognition of  
Lance Johnston’s many years of  dedi-
cation to both families and the orga-
nization; families dancing to Saturday 
night’s DJ jam; Board President Kim 
Zellmer’s historical narrative (check 
it out at http://www.youtube.com/
watch?v=3V1t2v7_S1E); Margie Fra-
zier’s welcoming message (http://www.
youtube.com/watch?v=eUScYVEJz9c); 
the distinct t-shirts proudly worn by 
families declaring their fight against Bat-
ten disease; Zumba classes, Shag dance 
lessons and the ever-popular bingo; 
and friends meeting once again to share 
their journeys.

In addition to the traditional pizza and 
pool party, the Sibs enjoyed outings to 
Carowinds Amusement Park and Reed 
Gold Mine.  Those who lost loved ones 
to the disease and participated in the 
Life Goes On outing visited the NAS-
CAR Hall of  Fame and the Billy Gra-
ham Library, courtesy of  the Southeast 
Chapter. 

Although a loud and ominous thunder-
storm darkened the hotel for almost 
two hours Friday evening, the adventure 
was eventually subdued by the hotel’s 
generator, which kept dinner “on track” 

for its scheduled time.  Trivia Night 
was popular, with some tables being a 
tad over-zealous.  With prizes of  candy 
and coffee mugs, we can understand the 
competition.  

The Kid’s Parade was the most an-
ticipated event and highlight of  the 
conference.  The splendidly-attired 
affected children were escorted via a 
mini race track in the Grand Ballroom 
to the stage by siblings and friends.  
After George Maxim announced to the 
kids to “start their engines,” the room 
began filling as each child was intro-
duced, some wearing racing helmets and 
waving checkered flags, bringing about 
thunderous applause and unstoppable 
smiles.

We thank all those who contributed, 
participated, attended and engaged in 
this year’s conference.  It was so special 
because of  all of  you.

We look forward to seeing you at next 
year’s conference in Nashville, Tenn., 
the weekend of  July 18-21 at the 
Nashville Airport Marriott.  Check the 
BDSRA website later this year for infor-
mation about the 2013 conference.

Additional 2012 conference photos will 
be posted mid-October on www.bdsra.
org.

Continued on page 7
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2012 ANNUAL CONFERENCE (continued from pg 6)

BDSRA's Board of  Directors meet for a full day during the annual conference.  Board 
members in attendance are: (standing) Chris Dainiak; Chris Hawkins; Rob Geer, 1st 

Vice President; Mike Collins; Craig Benson; and (seated) Margie Frazier, Executive 
Director; Joel Karg, Treasurer; Kim Zellmer, President; Tracy VanHoutan, 2nd Vice 
President; and Chris Lowden, Secretary.

Charlie Leffler and George Maxim get the kids ready to "start their 
engines" for Saturday night's Kid's Parade.

We had our own 
"Science Fair" 
showcasing Batten 
disease research 
from around the 
world.  The posters 
offered attendees 
an opportunity to 
better understand 
the forms of  the 
disease, with re-
searchers available 
to answer questions.

Families displayed their tenacity in the fight against Batten disease.

Both affected 
children and 
sibs were able 
to mingle with 
the some furry 
friends brought in 
by Pet Therapy 
of  the Carolinas.

In addition to the wonderful 25th "birthday" cake, 
folks were treated to delicious cupcakes decorated in 
BDSRA's colors.  Can you say sugar buzz?
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IT’S ELECTION SEASON!  BDSRA Board Member Nominations
The BDSRA Board will have two open seats beginning January 2013.  If  you would like to know more about being a board 
member, we can help.  Interested in fundraising for support and research?  Have skills in finance, science, marketing, medicine, 
law or other areas that lend themselves to growing BDSRA?  Are you a good BDSRA citizen currently working toward better-
ing programs, supporting other families and educating the general public and policymakers about the importance of  BDSRA?  
Let's talk. 

NOMINATIONS

Board positions are three-year commitments and begin at the January 25-27 Board Meeting.  Anyone interested in running or 
nominating someone for the Board should contact Mike Collins, chair of  the nominations committee, at mikecrts2@comcast.
net no later than October 19.  Personal Fact Sheets will be mailed to each candidate and need to be returned by October 29 
to Margie Frazier by either e-mail - mfrazier@bdsra.org (preferably) – or to the national office.  Ballots will then be sent by 
regular postal service to all paid members and must be returned to BDSRA no later than November 16 to be included in the 
final count.  BDSRA’s address is 166 Humphries Dr., Reynoldsburg, OH 43068.

A WORD ABOUT MEMBER DUES

In accordance with the Bylaws of  BDSRA, ballots will be mailed only to those who have paid their 2012 membership dues.  
Since this is the last newsletter of  the year, we want to remind everyone that dues must be paid in 2012 to receive membership 
benefits - the ability to cast your vote for the upcoming board election being one of  those benefits.

Can’t remember if  you’ve paid your dues?  Please e-mail Donna Gunn at donna@bdsra.org and she will be happy to check for 
you and answer any questions.  If  not, there’s still time to become a member in 2012!  Go to www.bdsra.org and pay online 
(we have a secured site) or send a check to the national office.

OUR THANKS

The Board of  Directors offers its gratitude to Jane Emanuel and Marcus Kerner for their service to BDSRA.  As they are not 
running for re-election this year, we extend our deep appreciation for their years of  time, expertise and support.  If  you have 
an opportunity, please thank Jane and Marcus for their contributions.  Results of  the upcoming election will be announced in 
the January 2013 issue of The Illuminator.

FACEBOOK - JOIN THE BDSRA OFFICIAL GROUP

Did you know there is an “official group” for BDSRA on Facebook?  This Facebook community is a place for affected fami-
lies, their close family members, caregivers, and involved Batten professionals to share experiences, support, and insight into 
the care of  those affected by Batten disease. Even though Facebook platforms are relatively open spaces, the people who are 
part of  this group expect it to be a safe place. What they post is treated with utmost confidentiality.  If  you wish to join this 
group, go to https://www.facebook.com/groups/155390134499620/ and request to join.  Please state your connection to an 
affected family or the Batten disease community.  If  you have any questions, please contact BDSRA at lisaweston@bdsra.org.
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CONGRATULATIONS TO THE PINDERS!
Vicki and Mike Pinder 
of  Reading, Penn., 
were recognized by 
Pennsylvania Sena-
tor Robert P. Casey, 
Jr. for their extensive 
efforts in raising funds 
for Batten disease 
research through 
their Miles4Michael 
events.  Vicki and 
Mike lost their three 
children, Marcy, Mindy 
and Michael, to this 
devastating disease.  
BDSRA joins Senator 
Casey in honoring the Pinders for their heartfelt endeavors, 
and applaud their continued support of  the Batten disease 
community. 

The Armless Archer
In May 2012, BDSRA learned that a gentleman wanted to 
make a donation to the organization.  Matt Stutzman, uncle 
of  Dawson Stutzman (Kalona, IA) who has the Infantile 
form of  Batten disease, was participating in the Paralympics 
in London, followed this summer’s XXX Olympiad.  Matt, 
also known as the Armless Archer, wanted to donate the 
sponsorship money he received from BP for competing in 
the Paralympics to help support families affected by Batten 
disease.

Below is an article about Matt’s Paralympic achievement.

ARCHER WITH NO ARMS WINS SILVER
(Reprinted from http://www.nesn.com/2012/09/archer-with-
no-arms-wins-silver-medal-in-paralympics-video.html posted on 
09/05/12)

The old expression "you've got hands like feet" is meant to be a 
knock on an athlete's ability to effectively use the limbs. But for 
one paralympic athlete, his feet are, in fact, his greatest asset. 

Matthew Stutzman, a 29-year-old archer from the United 
States, is competing for his home country in the 2012 Para-
lympic games in London. The catch, though, is that Stutzman 
has no arms. 

Stutzman was born without arms, but he has overcome the 
unfortunate disability to achieve great things in his life. The 
greatest achievement of  all, though, Stutzman was able to 
capture on Tuesday afternoon as he won a silver medal in the 
competition. 

How does Stutzman even compete in the competition if  he 
has no arms, you ask? Well, the talented athlete uses both of  
his feet as well as his teeth to control the entire procedure. 
First he uses his left foot to carefully place the arrow then 
aims the bow with his extended right foot for optimum accu-
racy. Stutzman then proceeds to bend his body so he can pull 
back on the string with his teeth before letting go towards the 
target. It's really an impressive feat to watch.
 
Although Stutzman was unable to capture the gold medal in 
the event -- a distinction that went to an archer from Finland 
-- he remained proud of  the accomplishment and was all 
smiles afterward. 

"I hope that America is proud of  me," Stutzman said in an 
interview after winning the medal.

MATT, we are EXTREMELY proud of  you and send our 
heartfelt thanks to you and BP for your very generous gift.  
You are a true hero!

Please visit Matt at http://www.inspirationalarcher.com/ to 
be inspired, learn more about him and follow his adventures. 

DEVELOPMENT NEWS

Matt Stutzman of  the 
United States competes in the 
men’s individual compound 
archery open competition on 
Monday, Sept. 3, 2012.

(Reprinted from nesn.com; photo 
© Dennis Grombkowski/Getty 
Images)

 

Kid’s Korner
By Donna Gunn, Office Manager

Shining stars not only light up the skies at night but are also 
shining right here in BDSRA’s Illuminator.  BDSRA would like 
to acknowledge our young people as they continue to forge 
forward with enthusiasm toward the goal of  “Victory!” for 
our Batten disease families.

A couple of  these Shining Stars are Caroline & Hannah Med-
ley, sisters to Jake.  They are fast becoming a staple in the 
Kid’s Korner articles with their ongo-
ing participation in the battle against 
this disease.  Their lemonade busi-
ness continues to boom right on 
into the fall season.  Thank you girls 
for all your hard work!

We admire the determination of  
our young people and tip our hat of  
gratitude to them!! 



 In Loving Memory   
 

ROSIE MICHA WALTERS, daughter of Michelle Mayhew, Bridgend, Wales, UK
Born:  08-30-05    Died:  08-20-12    Late Infantile

 
LILLIAN BULMER, daughter of Tim & Cindy Bulmer, Narrabi, New South Wales, Australia

Born:  N/A    Died:  08-18-12    Late Infantile

MORGAN MAWSON, son of Eddie & Jenni Mawson, Sinfin, Derby, UK
Born:  05-09-07    Died:  08-15-12    Infantile

JORDYNROSE TIMMS, daughter of Mark & Rawinia (Ra) Timms, Timaru, New Zealand
Born:  N/A    Died:  08-07-12    Juvenile

RAYMOND S. MONTVILLE, grandfather of Nora Montville, Gardner, MA
Born:  03-15-43    Died:  08-04-12

MICHAEL LOWERY, son of Amy Alvarez, Round Lake Beach, IL
Born:  12-25-94    Died:  07-16-12    Juvenile

NEVA G. RUSSELL, grandmother of Whitney N. Barrow (Angel), Bloomington, IN
Died:  06-21-12

CHLOE HAMPSON, daughter of Glen & Debra Hampson, Bonner, Australia 
Born:  04-26-02    Died:  04-07-12    Late Infantile



BRITTANY ROBINSON, daughter of Mike Robinson (deceased), Woodbridge, VA 
& Suzanne Ferguson, Surprise, AZ

Born:  05-06-84    Died:  06-01-12    Juvenile

CAITLIN (CATIE) ALLIO, daughter of Joe & Kathy Allio, Vacaville, CA
Born:  10-20-89    Died:  05-13-12    Juvenile

LEWIS SCHATTLER, father of Sandy (angel) & husband of Carol Schattler, Greenfield, IN
Died:  05-03-12

CHAZ MONEYMAKER, son of Clinton & Annette Moneymaker, Helena, AR
Born:  07-27-93    Died:  04-29-12    Infantile

BROXTON TAYLOR, son of Cody & Kristi Taylor, Gilbert, AZ
Born:  12-21-09    Died:  04-20-12    Infantile

LARISSA PUCHALSKI, daughter of Monica Puchalski, Minas do Leão, Brazil
Born:  09-18-03    Died:  N/A    Late Infantile
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Batten Disease Support and Research 
Association has been remembered 
many times in the past three months 
by families and friends of  children 
with Batten disease. To all of  you, 
we express our deepest appreciation 
for your generous gifts. We sincerely 
apologize if  there are any omissions 
or misspellings; please alert us to any 
changes. We kindly ask that with any 
future gifts, you specifically indicate 
whether the donation is in “Honor of ” 
or in “Memory of.”

IN HONOR OF:
ANNIE ALLIO
Northern California BDSRA
BDSRA SIBS
Mr. Tom Froio
KATE BENROTH
Dad & Mom
AIRON BOLEY
Ms. Ann Murphy
CAMERON BOLEY
Ms. Ann Murphy
NICHOLAS ANDREW BURNS
Red Hat Society Queens & Members 
  Board (Friends of  Myrna Johnson, 
  Grandmother of  Nicholas)
ZALA CAFFEY
Irving Elks Lodge #2334
DANIELLE & HOLLY CARBREY
Dad & Mom
CLIFFORD DAHL
Dad & Mom
Chatham Presbyterian Church
Friends of  the Chatham Library (Café)
DANNY DUGGER, GERALD & 
NANCY RAGLAND - Father & 
  Grandparents of  Angel Emily
  Dugger ~ Happy Birthday to all 3
Mr. & Mrs. Gerald Ragland
ADIA ELFERT
North Coast Litho
RYAN FARET
Dad & Mom
Mr. & Mrs. James Thomas

Third Quarter Donor Gifts
(Gifts given June 14, 2012 through Sept. 26, 2012)

KELSEY FULLER – In Honor of  
her 15th Birthday
Grampop & Grammy
Ms. Karen Fuller 
Ms. Sylvia Fuller
Ms. Andrea Giedosh
Mr. & Mrs. Anthony Verna
MACKENZIE GAIR
Ms. Cindy Schmall
AUSTIN HEIN
C.S. Dunham
Ms. Dorothy Kaiser
Ms. Christine Lahar
Mr. & Mrs. Wayne Lampe
Mr. & Mrs. Michael McGovern
JENNA MARIE HILL
Ms. Connie Duggan
Mr. Salvatore Manfredonia
JESSICA HYNIE
Mom
CHRISTOPHER ISNARD
Dad & Mom
NOAH & COURTNEY JOHNSON
Grandpa & Grandma Depoi
LANCE JOHNSTON
The Isnard Family
THE LOWDEN FAMILY
Mr. & Mrs. Keith Lowden
JONATHAN McCOLLUM
Mr. & Mrs. Paul Williams
JEFF MONTAVON
Mr. & Mrs. Edward Gilmore
Ms. Margaret Gilmore
Mr. & Mrs. Rick Godfrey
Ms. Lori Vermeland
KESLEY SHUROS
Mr. & Mrs. Jeffrey Walsh
MASON SMERDEL
North Coast Litho
Mr. & Mrs. Chris Svihlik
JORDON ENWRIGHT ST. GELAIS 
& ZAC ENWRIGHT ST. GELAIS
Ms. Cara Hawes-Khalifa
MARY KAY TENSING’S B-Day!
Ms. Jill Parsons
REX PAUL TIMKO
Grandpa & Grandma Timko

IN MEMORY OF:
CATIE ALLIO
Ms. Carol Adams
Ms. Christine Hogland
Mr. & Mrs. William Ivins
Mr. & Mrs. Jack Larocca
Mr. & Mrs. Michael Lucero
Mr. & Mrs. Rodney McCrew
Northern California BDSRA
Mr. & Mrs. Albert Rogers Jr.
Ms. Kathleen Sheerin
Ms. Lena Stell
Sayoko Strickland
KARI ANDERSON
Mr. & Mrs. Prohaska
JAMES ASHER – 
  Brother-In-Law of  George Maxim
Anonymous
Ms. Suzanne Bowman
N.R. Brown
Mr. & Mrs. Clark Burnett
Mr. & Mrs. Richard Cooper
The Environmental Quality Company 
Ms. Rosemarie Laslo
Ms. Barbara Mandle
Mickey Maude
Mr. William Onopa
Mr. & Mrs. Thomas Pearce
Ms. Madeline Stone
Ms. Adele Thompson
CELIA BETZ
Mr. & Mrs. Adam Betz
Mr. & Mrs. J. Timothy Betz
Mr. & Mrs. Matthew Heinen 
Mr. & Mrs. Eric Holsapple
Mr. & Mrs. Cory Vaudt
RICK BOCKELKAMP
Mr. & Mrs. Brian Carbrey
DANIEL BREUER
Dad
HANNAH CAULFIELD
Dad & Lori
ALLY CHANCE
Dad & Mom
CHRISTOPHER DICAPUA
Dad & Mom

Continued on page 12
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EMILY RENAE DUGGER
Grandpa & Grandma Ragland
Mr. G. Ruffin Chandler Jr.
PETER EDWARDS
Mr. & Mrs. Michael Shuster
TRAVIS JACK FAIR
Fisher Boyd Brown & Huguenard LLP
RONALD FRANZ - Relative of  the
  Bruce Hoover Family
Mr. & Mrs. Bruce Hoover
Ms. Deborah Hoover
Ms. Edith Hoover
MELISSA FROIO
Ms. Michelle Grygo
CHRIS GAINES
Calera Lodge No. 2703
Childersburg BPOE
COURTNEY GUNTHER
Grandpa & Grandma Frederick
J.R. GODFREY
Dad & Mom
ROSE MARIE & DOROTHY 
MARIE HALL
Mr. & Mrs. Rick Godfrey
MRS. EDITH HOOVER – 
  Grandmother of  Nathan Hoover
Jamie Allen
Ms. Margaret Beaver
Mr. & Mrs. Stanley Gibson
Ms. Helen Hoover
Aron Ross
MR. PHILLIP HOOVER – 
  Grandfather of  Nathan Hoover
Ms. Helen Hoover
Dynamix Engineering, Ltd.
Mr. & Mrs. Ronnie Essinger
Mr. & Mrs. Don Foltz
Ms. Dianna Gibson
Mr. & Mrs. David Gillespie
Mr. Peter Greaney
Groveport Madison Local
   Education Association
Mr. Kenneth Heath
Ms. Rita Kratzer
Mr. & Mrs. Jerry Lauber
Mr. Mark Lauber
Mr. & Mrs. David McPherson
NSA Civilian Welfare Fund
Mr. & Mrs. Russell Shelter Jr.
Mrs. William Snyder
Urban Institute Friends
NICHOLAS JEWETT
Ms. Carolyn Price

VICTOR KARL
Ms. Susann Foderaro
Mr. & Mrs. George Koehler
RYAN KENNEDY
Ms. Janet Sutley
JULIE LABORDE
Ms. Edwyna Head
Ms. Elizabeth Jones
Ms. Elizabeth McCant-Gabb
JUSTIN LAVEN
Ms. Sandra Connor
JULIE LEFFLER
Dad & Mom
ZANE MAXIMUS LEWIS
Ms. Sharon Grabill
LINDLEY JOY MATTHEWS
Mr. & Mrs. William Adams
Mr. & Mrs. David Beebe
Mr. & Mrs. Billy Campbell
Concerned Citizens of  Carroll County
Ms. Glenda Cowsert, DBA 
  Matthews Farms
Mr. & Mrs. Rodney Cowsert
Ms. Jana Curry
Mr. & Mrs. Jerry Dooley
Ms. D.R. Feagan
Mr. & Mrs. J.B. Glaze
Mr. & Mrs. Burt Harrison
Mr. & Mrs. Thomas King
Mr. Ronald Lyon
Mr. & Mrs. Gerald Mason
Jack Owen Family
Ms. Mary Richeson
Mr. & Mrs. Kent Rogers
Mr. & Mrs. Charles Webb
Mr. & Mrs. Darrell Webb
Ms. Gladys Webb
Mr. & Mrs. Willard Wood
STEPHANIE & ROBBIE MAXIM
Aunt Madeline Stone
LEAH KATHERINE McFARLANE
Grandma Phillips
BILLY & JOEY MILANI
Ms. Susann Foderaro
RAYMOND MONTVILLE –
  Grandfather of  Nora Montville
Mr. & Mrs. Arthur Field
Mr. & Mrs. Ronald Gagne
Gardner Ten Pins, Inc.
Mr. & Mrs. Edward Nasiatka Jr.
EVELYN NOWICKI
Mom & Rachel

NATHAN OLIEN
Mr. Scott Arnold
Mr. Willard Arnold
Ms. Marla Nelson
Ms. Maryann Wycoff
MEGHAN O’NEILL
Mr. & Mrs. Patrick Haynes
DANIEL ORTLAND
Ms. Judy Marino
DAVID PETERSON
Anonymous
SARA PFALLER
Ms. Barbara Marchok
SHIV RANA
Mr. & Mrs. Ajit Chauhan
BRITTANY ROBINSON
Mr. & Mrs. Nripendra Rana
PAULA RUGGLES
Ms. Brenda Belcastro
Mr. & Mrs. David Brown
Ms. Alberta Harriman
Mr. David Harriman 
Ms. Linda Haynes
Mr. & Mrs. Philip Nourie
NEVA RUSSELL – Grandmother of
  Angel Whitney Barrow 
Anonymous
Mr. & Mrs. Floyd Clark
Ms. Phyliss Eads
Mr. & Mrs. Robert Hamilton
Ms. Barbara Hanson
Mr. & Mrs. Carson Hayes
Mr. & Mrs. Lloyd Johnston
Mr. & Mrs. David Richey
Cindy J. Vlasman Insurance Agency, Inc.
CHARLIE SCANLON
Dad & Mom
THOMAS SCHULTZ
Ms. Paula Robison
EMILY THOMPSON – 
  In Memory of  her Birthday
Aunt Bonnie – With Love
JEAN VANCE – 
  Grandmother of  Angels Erin, 
  Caitlan & Meaghan Vance
Ms. Ann Thomas
DAVID McGEE WALSDORF
Ms. Edwyna Head
Ms. Elizabeth Jones
TRACY WALSDORF
Ms. Edwyna Head
Ms. Elizabeth Jones
DANIEL YANAK
Dad & Mom

Continued on page 13
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 WISHING ALL OF YOU A JOYOUS
   AND PEACEFUL
        HOLIDAY SEASON

CONFERENCE:
Anonymous
BAYADA Pediatrics
Derick Close 
Great Clips - Charlotte, NC Franchisees
Midwest Chapter BDSRA
Network Logix
North Coast Litho
Rodgers Builders
Sanford Health
Southeast Chapter BDSRA

MEMORIAL:
Kevin Lumm Memorial Fund

PROGRAMS & 
SERVICES:
Ms. Andrea Allio
Anonymous
Mr. Dan Bragg
Capital One Card Lab Connect Program
Causes on Facebook
Mr. Thomas Cornell

Dr. & Mrs. Christopher Dainiak
Ms. Joan Ditmar
Ms. Mary Forseth
Ms. Julia Francis
GoodSearch
Ms. Sharon Grabill
Mr. Larry Hoover
Mr. David Johnson
Kevin Lumm Memorial Fund
Kroger
Mr. Alan McCullough
Mr. & Mrs. Thomas McIntosh
Midwest Chapter BDSRA
Mr. & Mrs. Robert Nickerson
North Coast Litho
Mr. Gordon Opel
Ms. Sarah Pelham
Mr. Robert Ratz
Mr. Brian Ribke
Riverview Baptist Church
Mr. James Robinson
Mr. & Mrs. Richard Sheerman
Ms. Margaret Sulvetta
Super Heat, Inc.
Ms. Carol Swarbrick
Mr. Benjamin Timsuren
Mr. Steven Tucker
Ms. Irene Turi

RESEARCH:
Mr. & Mrs. Michael Carbrey
Mr. Thomas Cornell
Heart of  America BDSRA
Ms. Laurie Luce
Melissa Froio Foundation Inc.
Metro NY/NJ Chapter BDSRA

SIBS PROGRAM:
Ms. Laurie Luce

SPECIAL EVENTS: 
Asher Bash
   Honor of  Asher Nikolajevs
A Cure for Nick Golf  Outing
   Honor of  Nick Wellner
Casino Night
   Memory of  Melissa Froio
Kate Benroth Benefit
    Honor of  Kate Benroth
Dave’s Home Roast
   Honor of  Clifford Dahl
Miles for Michael
   Memory of  Marcy, Mindy & 
   Michael Pinder
No Show Golf  Outing


