
Dear Friends,

I couldn’t be happier to be part of  BDSRA and want 
to thank so many of  you who took the time out of  
your busy lives to contact me with warm messages of  
welcome.  We’re going to do great things together on 
the road toward a cure.  Along the way, we’ll support 
families, engage researchers and medical providers, 
and capture the imagination of  new donors.  

Hearing about your experiences, what helps you and 
your families day-to-day, and how BDSRA can best 
support you, is what adds life to what we do.  Each 
day, our Facebook communities share incredible 
ideas for supporting our children so that their lives 
are as full as possible.  We continue to be humbled 
by the commitment of  the multidisciplinary teams in the Batten Centers of  
Excellence and by researchers all over the world who give their best.  This is a 
movement.  And everyone matters.  Every day.  

Yours in good hope,
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StARt YOuR ENgINES:  tHE ANNuAL 
CONFERENCE IS READY tO gO! 
The Annual Conference is just a week away!  Final touches are being made to 
our 25th Birthday Party being held Thursday evening, July 19 – YOU ARE IN-
VITED!  The Southeast Chapter has organized an amazing agenda.  The five 
researchers who will be joining us this year are very excited about starting and/

or continuing their research projects on Batten disease 
and are asking for your participation.  Scientists will 
provide updates on clinical trials with a new approach 
in presenting their work of  the past year.  The Sibs 
will have a GREAT time at Carowinds and the Gold 
Mines.

We can’t wait to see you!  Please join us in Charlotte July 19-22 to celebrate 25 
years of  BDSRA!  Check out www.bdsra.org for more information.

        

Donors
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A SPECIAL CHILD REMEMBERED: DANIEL KERNER

The sun shone brightly Saturday afternoon as a crowd 
gathered at the Tijeras Creek Little League field for the 
presentation of  the second annual of  the Daniel Lewis 
Kerner Award.

An honorary batboy who cheered on his team from his 
wheelchair with contagious enthusiasm, Daniel passed 
away from Battens Disease, a rare neurodegenerative 
disease, on April 12, 2010. He was only 10, but his 
bright spirit and passion for the game of  baseball live on 
through this special award.

The award went to a pair of  12-year-olds, Nathan Otto 
and John Toole.

Last year’s winners, Will Cody and Alex Beall, were 
responsible for helping select this year’s recipients. They 
narrowed the pool down to 60 candidates, then 12, be-
fore making their final decision. Both Will and Alex gave 
short speeches, each reiterating that the award is not 
necessarily given to the best baseball player, but rather 
someone whose passion and dedication to the game is 
evident in all they do on the field and beyond—much 
like Daniel.

“I was honored to be selected last year,” said Alex, now 
13. “It is one of  my greatest memories, and I was proud 
to help select this year’s winners ... because they always 
show lots of  heart and never give up, just like Daniel 
Kerner.”

David Kerner, Daniel’s older brother, ended his com-
ments with these words: “Give the game your whole 
heart, and it will give it right back to you.”

Jim Canty, the immediate past president of  the league and 
the organizer of  the event, also spoke.

“This is my favorite day of  the Little League season,” Canty 
said. “This is the day that stands for all the things that Little 
League was established for. We are honoring one of  our 
players. The award winners are selected by the players and 
presented by the players. 

“This is a day when it doesn’t matter what team you are on, 
how many wins you have, how many great hits or catches 
you’ve made. This is a day we celebrate baseball for the pure 
fun and enjoyment it provides.”

Finally, the names of  this year’s recipients were announced. 
Nathan and John came forward to receive their award as the 
crowd cheered and clapped.

Both boys beamed as they posed with last year’s recipients 
and then with their families for photos. Daniel Kerner’s par-
ents, Marcus and Joanna, were also present and congratulated 
the boys for their outstanding effort.

Nathan Otto attends Spirit Preparatory Academy in Tustin 
and has played baseball for two years. He currently plays 
outfield for the Angels. John Toole is a sixth grader at Ar-
royo Vista Elementary School and has been playing baseball 
for five years. A member of  the Marlins, he enjoys playing 
second base.

An 18x18 inch bronze plaque bearing Daniel’s picture hangs 
on the wall of  the snack bar at the field, reminding every 
passerby of  the boy with the infectious smile who loved 
baseball almost as much as he loved life itself. 

The plaque that memorializes 
Daniel Kerner at the fields shared 
by Tijeras Creek and Rancho Santa 
Margarita little leagues.
Credit: Tijeras Creek Little League

Award winners John 
Toole (second from left) 
and Nathan Otto are 
flanked by last year’s 
recipients, Will Cody 
(left) and Alex Beall. 
In the back is David 
Kerner, brother of  
Daniel Kerner.
Credit: Karen Koczwara

two tijeras Creek Little Leaguers received the second annual Daniel Kerner Award for 
their commitment to the game, just like the honorary batboy who inspired the award.
By Karen Koczwara, Rancho Santa Margarita Patch, May 1, 2012 (reprinted with permission)
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Families are our biggest asset. 
They share valuable support and 
essential advice with each other in 
addition to the care received from 
medical professionals. Facebook, 
phone calls, emails and letters pass 
from home to home every day with 
news good and bad, with hope and 
laughter.

This month, we talk with the 
Dahl Family, formerly of  Peoria, 
Illinois, now living in Chatham, 
Illinois, near Springfield. David 
and Corrina are the parents of  
Clifford, 15, and Isaac, 9. Clifford 
was diagnosed with JNCL in the 
fall of  2003 when teachers noticed 
his eyesight had worsened con-
siderably. Through BDSRA, the 
Dahls have met the only people 
who know what they are going 
through. David said that they ap-
preciate the information, research, 
expertise, and moral support their 
membership in BDSRA provides. 
They also feel that BDSRA offers 
an easy way to direct their healthy 
friends and relatives to learn more 
about Batten disease.

This issue’s topic:  Symptom Man-
agement

BDSRA:  When you learned of  Clif-
ford’s diagnosis of  JNCL, what was 
your first focus?

Corrina:  I think, for me, it was 
trying to be proactive on his symp-
toms; making sure that if  he was 
having seizures, we caught those as 
soon as we could and got treat-
ment for them.

Dave:  Learning as much as we 
could about the illness and what 
to expect. Getting involved with 

BDSRA and meeting other fami-
lies. And staying busy and living as 
normal a life possible - for myself  
and for my family. How could I go 
to work day after day? How could 
I NOT? What could I do, take a 
15-year leave of  absence? It’s helped 
keep me sane.

BDSRA:  What have been the most 
difficult symptoms to deal with? Seizures? 
Mobility? Behavior? Other?

Corrina:  Definitely behavior.

Dave:  Same. That has not ended.

Corrina:  Tantrum-like behavior 
that is typical of  a toddler, but not 
of  an older child.

He becomes very over-emotional. 
Where other people might be mildly 
concerned, he is in tears over the 
same event. Where other people 
might be a little irritated at some-
thing, he is screaming and shouting 
over it.
 
Dave:  Yes, we like to say he is a 
little kid in a big kid’s body. He and 
I play a CD-ROM game every night 
before bed. The other night, there 
was a glitch, and the game shut 
down before it was almost over. I 
informed Clifford that we would 
not be starting the game from the 
beginning and that he would be go-
ing to bed. He reacted like a three-
year-old, as if  this were the most 
terrible tragedy ever to befall him, 
with lots and lots of  tears.
 
He is also very impulsive, espe-
cially with his mouth and hands. He 
says whatever pops into his head, 
whether it is appropriate or not, 
whether it makes sense or not. At 

the dinner table and around other 
people, particularly his brother, he 
reaches for other people and things 
even when told not to.

He seems to get his kicks from mak-
ing us mad. He does not seem to be 
satisfied until he has punched all of  
our buttons to the point at which 
Corrina and I are both yelling at him 
and threatening punishment. Some 
of  these things may be “normal kid” 
behaviors which Batten has simply 
exacerbated. Corrina and I are thor-
oughly baffled, as she and I grew up 
as “good” kids who wanted to please 
our parents; we just do not under-
stand the appeal.

BDSRA:  What treatments, procedures or 
rituals keep Clifford most comfortable?

Corrina:  He likes his daily routines. 
As he’s gotten older, trying new 
things is not always something he 
wants to do. We try to encourage 
him, yet not get him to the point 
where he has anxiety about it and 
gets upset. If  it’s something we think 
he’ll really like, we may push him a 
little harder. Otherwise, we try not to 
push too much.

Dave:  He is a creature of  habit and 
routine and a bit of  a hoarder. He 
probably would have been this way 
regardless of  Batten, largely because 
one of  his parents is this way. The 
Batten disease has exacerbated all of  
this, though. With regard to outside 
activities, he not only refuses to try 
most new activities, but he has also 
lost interest in activities he previously 
liked. With all children, it’s a matter 
of  picking your battles, but this is 
especially so with Clifford. He’s also 
very strong-willed and enjoys engag-
ing us in battle at any time, which is 
further frustrating for us.

FOCuS | ON | FAMILIES
Contributed by Lisa Weston, Program Director

Continued on page 4
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The Dahls visit the Abraham Lincoln Presidential Library and Museum in Springfield, IL, last October.  From left:  
Clifford, Isaac, Corrina, the "Lincoln Family," and Dave on the far right.

To answer the question, he enjoys 
listening to sports on the radio and 
relentlessly tape-recording the broad-
casts, then playing them back. He also 
has some old-time radio programs on 
CD and mp3. But almost everything 
is about routine: his food, his games, 
his going-to-bed routine, which we 
simply refer to as The Process.

BDSRA:  How has the health care com-
munity helped or supported you? Are there 
any healthcare professionals in particular 
who have provided exceptional guidance? 
What are this person’s attributes and his/
her attitudes about Batten disease?

Corrina:  I think all of  our doctors 
have been really wonderful. They usu-
ally have looked up Batten disease and 
learned as much as they could about 
it. They’ve been supportive of  things 
we’ve wanted to try. Most importantly, 
the doctors have been very good with 
Clifford himself  and very kind, even 
when he exhibits behaviors that may 
not be totally appropriate.

Dave: We’ve heard a lot of  horror 
stories over the years, particularly with 
regard to this illness being very dif-
ficult to diagnose. Doctors, like most 
professionals, don’t want to admit 
they are wrong and don’t want to 
admit they don’t have the answer. We 
have been very, for lack of  a better 
term, fortunate that we happened to 
start with an eye specialist who was 
familiar with Batten; that is how we 
first learned of  the disease just weeks 
after we knew Clifford was losing his 
eyesight. Everywhere along the line, 
every doctor we have encountered 
has had the attitude of  “I have never 
heard of  this, but I’ll learn!” We’ve 
been blessed in this regard.

Dave: A lot of  the symptoms have 
not come our way yet, for a number 
of  reasons. So it is interesting to read 
about what other folks are experi-
encing and what we may expect. As 
far as advice goes, expect people to 
disappoint you. Many members of  
our own family are in denial as to 
what this is really all about. We live 
with it 24 hours a day. It’s fatal. We 
have been grieving ever since our 
diagnosis in 2003. There is no way to 
tell someone how to deal with it un-
less they are already dealing with it. 
We encourage people to get involved 
in BDSRA but have learned it is not 
for everyone.

BDSRA:  We see you on Facebook and 
appreciate your humor and insight! What 
have you learned from other families regard-
ing symptom management and what advice 
would you offer to others in helping care for 
their child(ren) affected by Batten disease?

Corrina:  I like bouncing things off  
other families and asking them if  
they’ve encountered similar issues 
and finding out what worked for 
other people and seeing if  it might 
work for me, and letting them know 
what’s worked for us and hoping it 
can help them. Being in contact with 
other families is just a tremendous 
boost to your own morale and help-
ing you cope with everything that 
happens with this disease.

FOCuS | ON | FAMILIES  (continued from pg 3)
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#10. Obtain a copy of  your child’s IEP.

#9.   Send the IEP to one of  BDSRA’s educational
         consultants for review.
         ●  The consultants will identify which goals are
             less important and which goals are critical.
         ●  Remember, the consultants are always 
             available to consult over the phone with you or
             the school.
         ●  Many schools are willing to bring a consultant
             in to observe, write behavior plans, and help
             with the development of  the IEP.

#8.   Pair summer activities with a small object that will
         represent that activity to your child.
         ●  A small piece of  towel could mean swimming
             lessons.
         ●  A car key could mean driving to the park.

#7.   Give your child the representative object every
         time you do that activity.
         ●  Allow your child to hold or wear the object
             throughout the activity.
         ●  The object then becomes a cue as to what will 
             happen.
         ●  The object also becomes a fidget toy for
             restless hands.

#6.   Velcro the representational objects to a small
         board or cardboard in the order that the activities
         will happen.
         ●  Your child now has a tactile schedule.
         ●  The schedule will ease anxiety of  not knowing
             what to expect.
         ●  Summertime tends to be less structured, and
             your child needs structure.

#5.   Start a scrapbook or experience book of  the fun
         activities your child does this summer.
         ●  Take pictures to add to the pages.
         ●  Make one page per activity.
         ●  Add something tactile to the page to allow your
             child to find the page he or she wants.  For
             example, sand for the beach, a candle for a
             birthday party, a ticket for a favorite movie.

        ●  If  your child is verbal, write down his or her
            words telling you about the activity.
        ●  If  your child is not verbal, write a short story
            about the activity and read it out loud for your
            child’s approval.

#4.   Store the experience book in a place easily 
         accessible to your child.

#3.   Encourage your child to share the experience book
         with friends, relatives, and family members.

#2.   Allow your child to take the experience book to
         school the first day.
         ●  This will allow anyone new at the school to
              quickly get to know your child.

And #1…Relax a little and have a fun summer!

BDSRA’s Education Support Program provides 
information and assistance to parents and educators 
to understand the educational needs of  children with 
Batten disease, as well as providing the best educational 
experience for the child.  If  you have any questions 
regarding special education needs, please contact one of  
BDSRA’s education consultants:

Wendy Bills:  866/287-7232 (toll free);
   wbills@murrayschools.org
Lindsey Adams:  ladams@murrayschools.org
Emily Calvert:  kevin.calvert@sbcglobal.net
Colleen Heath:  cheath@ossb.oh.gov
Toni Hollingsworth: toni.hollingsworth@usm.edu
Chris VanderStel: cvanderstel@fhps.net

By Wendy Bills, PhD, BDSRA Education Specialist

tOP tEN SuMMER EDuCAtION tIPS FOR PARENtS
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Rose-Mary N. Boustany, MD, Professor of  Pediatrics and Biochemistry at the American 
University of  Beirut, and a clinician and researcher of  Batten disease, received the 2012 Sid-
ney Carter Award in Child Neurology from the American Academy of  Neurology (AAN).  
The award is made in recognition of  Dr. Boustany’s outstanding achievements in the field 
of  Pediatric Neurology.  This recognition includes delivering the Carter lectureship at the 
64th AAN Annual Meeting during the Presidential Plenary Session held on April 24, 2012 
in New Orleans, Louisiana.  This lecture, one of  AAN’s premier lectures, is given biannually 
to an exceptional child neurologist.

Dr. Boustany, previously at Duke University, is well known to many families who have chil-
dren with Batten disease and has been deeply involved with Batten disease since the mid-
1980s.  She is also a member of  BDSRA’s Medical Advisory Board.

Dr. rOSe-Mary N. BOuStaNy receiveS PreStiGiOuS awarD

NEW PARtNERSHIP ADvANCES RESEARCH FOR JNCL
By Danielle M Kerkovich, PhD, Principal Scientist, Beyond Batten Disease Foundation and Scientific Officer, BDSRA

BDSRA is pleased to announce a partnership between our colleagues at the Beyond Batten Disease Foundation 
and the American Academy of  Neurology (AAN) to create the very first clinical research fellowship in Juvenile 
Batten disease.  Previous fellows have gone on to obtain record levels of  NIH funding demonstrating that AAN 
fellowships are a first step toward developing a competitive career in translational research in neurological disorders, 
bridging the gap between basic discovery in the laboratory and clinical care and treatment.  This two-year fellowship 
will enable one researcher to conduct studies critically important for the treatment of  Juvenile Batten disease. 
Funding for this partnership was provided in part by the Will Herndon Fund for Juvenile Batten Disease Research. 
Applications are due October 1, 2012.  Stay tuned!

        

BDSRA was recently made aware of  the passing of  Aristotle N. "Si" 
Siakotos, PhD.  Dr. Siakotis, 83, passed away October 31, 2011 with 
his family by his side.  He was born in Dedham, MA, graduated from 
U-Mass and earned a PhD from Cornell University.  Si was a professor 
of  Pathology since 1968 at the Indiana University School of  Medicine, 
working in neurogenetic diseases.  He was one of  the original Batten 
disease investigators in the USA and pioneered the study of  storage 
material and the use of  a dog model for therapy.  He organized the 
Batten disease cell bank at Indiana University and an International 
NCL Scientific Congress meeting in Indianapolis in 1990 in conjunc-
tion with the Batten Disease Support and Research Association’s sec-
ond annual conference.  The Batten disease community has lost one of  
its champions who will be greatly missed.

BAttEN DISEASE COMMuNItY LOSES 
    SCIENtIFIC PIONEER AND FRIEND
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NOtES FROM LONDON NCL2012
Prof. Jonathan Cooper (pictured right), Co-Organizer of the 13th 
International Conference on Neuronal Ceroid Lipofuscinosis (Bat-
ten Disease), provides a brief summary of the conference held 
in London March 28-31, 2012.  The 1st Worldwide Meeting of the 
Batten Disease International Alliance was also held at that time.  
For more details or to download the conference booklet contain-
ing all the abstracts, please visit www.ncl2012.org.

I am currently working on a “family friendly” summary 
of  all the presentations at the meeting, using the lay 
summaries provided by each presenter.  Many of  these 
need some more “translation” to make them properly 
understandable, but as a brief  summary the main points 
to take from the NCL2012 meeting would be:

a)  Several new disease causing genes have been identified, 
with up to 14 genes now involved.  Many of  them are differ-
ent adult forms of  Batten disease, but one is another early 
onset form.  This is important because getting a proper diag-
nosis should be easier for some families.

b)  There are some new clues about what goes wrong in Juve-
nile Batten disease, with the mysterious Cln3 protein appear-
ing to be involved in how things move around inside cells.

c)  We are learning more about how the disease impacts the 
brain in different forms of  Batten disease.  It appears that it's 
not just the brain cells that are affected by disease, but also 
the glial support cells. Their biology is also compromised and 
this may make the situation worse.

d)  The synapse, or gap across which brain cells talk to one 
another, appears to stop working properly early in the disease.

e)  Several of  the important features of  other neurodegenera-
tive diseases may also be involved in Batten disease.  Looking 
for these in more detail will be important.

f)  It's not just the brain that is affected by disease, but there 
are other events going on in the rest of  the body.  Some of  
these appear to involve the heart (especially in Juvenile Bat-
ten disease), but it's clear that treating the body as well as the 
brain will be important.

g)  For Infantile and Late Infantile Batten disease there are 
many experimental therapies being tested, both in mice and 
dogs.  In Infantile Batten disease there have been some very 
promising results with using gene therapy to treat the brain 
and a bone marrow transplant to treat the body.  Various 

different types of  gene therapy vectors are being tested and 
treating early seems to be important.  Scaling such methods 
up to a bigger brain will be a challenge, but there have been 
some positive results delivering enzyme replacement therapy 
to the brains of  dogs with Late Infantile Batten disease.  This 
may lead to a clinical trial next year.

h)  The clinical trial for CellCept in Juvenile Batten disease is 
now starting at the University of  Rochester, and there were 
several presentations revealing that more has been learned 
about this form of  Batten disease in people.

i)  Getting the families together from all over the world at 
the NCL2012 meeting, plus having them meet with scientists 
and clinicians was very important.  The establishment of  the 
Batten Disease International Alliance (BDIA) brings together 
many of  the nonprofit organizations and should help co-
ordinate funding and research efforts.
_________________________________
Jonathan D. Cooper, PhD
Professor of  Experimental Neuropathology
Institute of  Psychiatry
King's College London

E-Mail:  jon.cooper@kcl.ac.uk or jonathan.cooper@kcl.ac.uk 
or zigsdad@yahoo.com
Institute web site:  www.iop.kcl.ac.uk
NEW PSDL web site:  http://tinyurl.com/newpsdl
Follow the PSDL on Twitter:  @Batten_PSDL
Join the PSDL Batten disease group on Facebook:  
http://tinyurl.com/PSDL-facebook
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11 QuEStIONS tO 
ASK A POtENtIAL 
CAREgIvER
The following article is reprinted with 
permission from The Academy of Special 
Needs Planners’ March 2012 Newsletter 
Special Needs Planning News.

If  you’ve decided to hire a caregiver for a 
person with special needs, you’ll need to 
interview the candidates.  Here are eleven 
important questions to ask:

  Can you provide me with your full name, 
address, phone number, social security num-
ber and current photo ID so that I can run 
a background, including credit, check? (If  
interviewing an agency candidate, request 
contact information only.)
  Can you (your agency) provide me with 
copies of  current documentation related 
to personal insurance, bonding, workers’ 
compensation, and current health status (TB 
test, immunizations, etc.).
  Can you (your agency) show or provide 
me with current documentation related 
to specific services and assistance (autism 
care, CPR, etc.) you are trained/certified to 
provide?
  Tell me about your experience as an in-
home aide how long you have been provid-
ing care, previous work situations, etc.
  Can you (your agency) provide me with 
references related to past clients and em-
ployers.
  Why did you leave your last position? (If  
they have not left this position, ask how they 
plan on coordinating schedules.)
  What are your expectations if  I hire you?
  What hours and days will you be avail-
able?
  What hourly rate do you expect, and 
how to you expect to be paid?
  How do you like to get feedback and 
suggestions?
  What do you like and dislike about home 
care?

(Based on information from interviewees 
and How to Care for Aging Parents, pps. 155-
161, and The Caregiver Helpbook, pps. 177-
181.)

BDSRA PROgRAM REMINDERS
By Lisa Weston, Program Director

The BDSRA Equipment 
Exchange Program has a large 
amount of  inventory available 
to any BDSRA family needing 
equipment for their child/ren 
living with Batten disease.  Our 
space is getting quite crowded 
with a variety of  medical 
equipment and supplies that 
have been generously donated 
by both families affected by 
Batten disease and non-affected 
individuals and families.  All of  
our equipment and supplies in 
this program are available at no 
cost to the family; a list of  what’s 
available can be found on our 
website at https://www.bdsra.
org/programs-services/medical-
equipment.  Please contact Nancy 
Carney at nancycarney@bdsra.org 
if  you are interested in any of  the 
equipment or supplies, want to 
donate or have any questions.

BDSRA’s Sibling Carrier Testing 
Program is available to siblings 
of  individuals affected with Batten 
disease to be tested for carrier sta-
tus.  The program will also cover 
carrier testing for qualified spouses 
or fiancées, and diagnostic testing 
for children of  siblings.  For more 
information regarding testing pro-
tocol, eligibility, costs and available 
funding, confidentiality, etc., please 
contact me lisaweston@bdsra.org.

BDSRA shouts out a BIG “Hip, Hip Hurray!" to the young people 
of  families affected by Batten disease who are willing to give of  their 
time and generosity of  heart to help in the fight against this disease.  We 
recognize and thank the following:

The Seventh Grade Leadership Class of  Maryland School of  the 
Washington School District.   A member of  this Leadership Class 
has a sibling with Batten disease and shared this with his class.  Without 
reservation, the group was in agreement to select the BDSRA organiza-
tion for their final project of  the year.  They made a display board and 
created Bobbin for Battens and Go Fish games.  Every participant at 
the school carnival became educated about Batten disease.  Our Batten 
tomorrows look even brighter with this kind of  young people as our 
future leaders.

We are so proud of  all these young people and THANK them from the 
depths of  our hearts!

Kid’s Korner
By Donna Gunn, Office Manager
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DEvELOPMENt NEWS

Walks, 5Ks, lemonade stands, radio shows.  From 
New Hampshire to Arkansas.  North Carolina 
to Michigan.  Batten families and friends made 
June 2-3 a weekend to remember.  Many thanks 
to those of  you who have sent funds from your 
events.  Your great letters and dollars are still 
coming!

TEAM RACHEL’S CROSS COuNtRY tRAvELS 

Executive Director, Margie Frazier, and Program 
Director, Lisa Weston, were on hand at the BDSRA 
headquarters on the morning of  June 15 to greet the von 
Tungeln caravan as they made their way to California.  
Kat von Tungeln and her four children – Rachel (12), 
Julie (8), London (6) and Boston (5) - were headed to 
Eureka, CA, from Hull, MA, raising awareness of  Batten 
disease and funds for research.  With Seattle on the 
itinerary, their travels included fulfilling some items on 
their bucket list.  

After their visit, a travel care package from Margie, 
bottles of  water and hugs all around, the von Tungelns 
were on the road again.  Rachel, who has Juvenile Batten 
disease, was given a small silk flower in a vase as her 
tactile keepsake of  her stop at BDSRA.  It was great to 
meet them and hope they enjoyed their coast-to-coast 
adventure! 

BioMarin Pharmaceutical, Inc. is 
the premier sponsor of  the Bat-
ten Disease Support and Research 

Association’s 2012 Annual Conference.  We’re excited to 
welcome Charles O’Neill, PhD, DABT, of  BioMarin, who 
will be speaking at the conference Friday morning, July 20.  
Please be sure to let Dr. O’Neill know how much BioMarin’s 
generous sponsorship is appreciated.

The von Tungelns stop at BDSRA’s national office in mid-June to say hello 
on their way across the country.  From left: Boston, Margie, London, Rachel, 
Julie and Kat. 

        

COMINg NExt ISSuE!
Reflections of  25 years of  BDSRA and 
Lance Johnston’s pioneering life work.

Batten Awareness Weekend 
Events Raise Dollars, 
Awareness and Spirits!



 In Loving Memory   
 

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:  Unknown    Late Infantile



AVEREE PIERCE, daughter of Rod & Terri Pierce, Harbour Breton, NL, Canada
Born:  03-09-04    Died:  03-23-12    Late Infantile

  
MARIAH JO CRAWFORD, daughter of Shane & Cassie Crawford, London, OH 

Born:  10-12-96    Died:  03-13-12    Infantile

CASSIE WOLTER, daughter of Ken Wolter & Patty Wolter (deceased), Stillwater, MN
Born:  08-15-88    Died:  02-29-12    Juvenile

RYAN KENNEDY, son of Gene & Karen Kennedy, Mechanicsburg, PA
Born:  05-04-80    Died:  02-28-12    Late Infantile

PETER EDWARDS, son of Mark & Anna Edwards, New Market, MD
Born:  08-30-03    Died:  02-23-12    Finnish Late Infantile

JAMES “HUNTER” WATKINS, son of Jim & Kimberly Watkins, Mauldin, SC
Born:  01-14-03    Died:  02-4-12    Infantile

JUSTIN PECK, son of Corey & Cheri Peck, Colorado Springs, CO
Born:  09-28-04    Died:  01-28-12    Late Infantile

LINDLEY MATTHEWS, daughter of JD Matthews & Diane Whitmar (deceased), Norborne, MO 
Born:  05-07-79    Died:  01-26-12    Infantile

WIAN VAN HEERDEN, son of Willie and Nadine Van Heerden, Brakpan, South Africa
Born:  03-23-06    Died:  01-24-12    Infantile

MIKE ROBINSON, father of Brittany Robinson (Juvenile), Woodbridge, VA
Died:  01-23-12

DANIEL ORTLAND, son of Dave & Joan Ortland, Saddle Brook, NJ
Born:  04-24-99    Died:  01-20-12    Late Infantile

CELIA ELEANOR BETZ, daughter of Andy & Jenni Betz, Grandview Heights, OH
Born:  03-07-07    Died:  01-15-12    Infantile

MACKENZIE ROSE FOSTER, daughter of Ben & Naomi Foster, Medowie, Australia
Born:  10-31-02    Died:  01-11-12    Late Infantile

JOE SKIPPON, father of Richie (angel) & husband of Linda Skippon, Patchogue, NY
Died:  12-28-11

DYLAN PATTERSON, son of Shawna & Doug Pierce, Rushville, IN
Born:  07-10-02    Died:  12-28-11    Late Infantile

DEBBIE CRIGHTON, daughter of Jim & June Crighton, Dundee, Scotland
Born:  01-24-86    Died:  12-13-11    Juvenile

ROY FEYERISEN, father of Katie (angel) & husband of Sheila Feyerisen, Castlewood, SD
Died:  10-06-11
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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 & CATIE ALLIO
Mr. & Mrs. Russell Camp
Mr. & Mrs. L.E. Clair
Mr. & Mrs. Marlin Ford
Ms. Lucille Gardner
Ms. Priscilla Hurzeler
Mr. & Mrs. Richard Johnson
Mr. & Mrs. Michael Jones
Ms. Paula Lindsey-Nash
Ms. Denise Mize
Mr. & Mrs. D. Randolph
Mr. Donald Severance
Ms. Debbie Wold
EMILY COLLINS
Mr. & Mrs. Tommy Davis
REBECCA COLLINS
Mr. & Mrs. Richard Barker
Mr. & Mrs. Michael Bitore
Mr. & Mrs. Rick Camilier
Ms. Annette Orsino
CLIFFORD DAHL
Dad & Mom
Chatham Presbyterian Church
Friends of  the Chatham Library (Café)
Ms. Kendra Fernandez
ETHAN DAVIES
Ms. Amy Murzyn
VALERIE DEDES
Ms. Danielle Myers

SECOND QuARtER DONOR gIFtS 
(GIFTS GIVEN MARCH 11,  2012 THROUGH JUNE 13, 2012)

ADIA ELFERT
North Coast Litho
RYAN FARET
Dad & Mom
Mr. & Mrs. James Thomas
MACKENZIE GAIR
Ms. Clare Burdett
THE GRADY FAMILY 
Mr. Eric Kraus
THE HAWKINS FAMILY
Ms. Martha Berkebile
JESSICA HYNIE
Dad & Mom
Gabriel Hynie Family
Joshua Hynie
Grass Valley Veterinary Hospital 
Mr. Julius Gurney III
Ms. Nancy Husted
Ms. Sharon Perrin
Mr. & Mrs. Bob Trank
Ms. Leslie Wuerzburger
CHRISTOPHER ISNARD
Dad & Mom
Mr. Robert Clear
Mendham High School
THE ISNARD FAMILY
Ms. Carol Castellano
Mr. William Cucco
CHARLENE JASPER
Ms. Brooke Mobley
BOSTON JOHNSON
Ms. Lisa Brennan-Fleming
Mr. & Mrs. Douglas Johnescu
NOAH & COURTNEY JOHNSON
Grandpa & Grandma Depoi
NICOLE KOENIG
Mr. Rick Wallace
McKENNA & ERIC LOWDEN
Ms. Lori Fohn
Ms. Lisa Johnson
RYAN MAYNARD
Uncle Rory & Aunt Jeanine
Ms. Elizabeth Cutter
JONATHAN McCOLLUM
Mr. & Mrs. Paul Williams

JEFF McGONNELL
Mr. & Mrs. Steve Pratt
JAKE MEDLEY
Dad & Mom
Mr. Henry Jackson
JEFF MONTAVON
Ms. Christina Barnickel
PAVLO
Victoria Park School of  Toronto
RICKY RICKETTS
Exeter Mat Club
KESLEY SHUROS
Dad & Mom
Mr. Bill Goebel
Ms. Janice Hotvedt
MASON SMERDEL
North Coast Litho
KATE STEELE
Ms. Colette Lazenka
ELIZABETH STOOPS
Mr. William Stoops
REX TIMKO
Elizabeth Forward High School
NOAH & LAINE VANHOUTAN
Ms. Marie O’Connor Parker
BRENT WILHITE
Dad & Mom

IN MEMORY OF: 
CATIE ALLIO
Auntie NoNo
Mr. & Mrs. Lee Becker
Ms. Deanna Carpenter
Mr. Fred Daniels
Mr. & Mrs. Todd Galli
Mr. & Mrs. David Garcia
Mr. & Mrs. Dale Golez
Ms. Roberta Hescock
Ms. Nancy Hynie
Mr. & Mrs. William Ivins
Mr. & Mrs. Orv Klein
Mr. & Mrs. Modesto Mourlot
Mr. & Mrs. Chester Pawlik

Continued on page 12
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Mr. Charles Roberts
Ms. Sharon Scott
Ms. Jill Shields
Ms. Alisha Swaim
Terry Thomas
Mr. & Mrs. Stephen Thompson
Ms. Georgia Visconti
KARI ANDERSON
Ms. Denise Prohaska
CURTIS ANTHONY 
Great Grandpa & Great Grandma 
Anthony
CELIA BETZ
Grandpa & Grandma Tolliver – 
  For Celia’s 5th B-day
Mr. & Mrs. J. Timothy Betz
Gallia Academy Middle School
Leslie King
Ms. Linda Kuhn
Mr. & Mrs. Augie Macioce
Mr. & Mrs. Gary Rawson
Mr. & Mrs. Joseph Redden
Mr. & Mrs. Mike Wendell
Lisa Weston
ABIGAIL BORTZ
Mr. Ryan Bornbach
DANIEL BREUER
Dad
DANIELLE BUSBY – 
  Sister of  Brittany Robinson
Ms. Brandie Valenzuela
HANNAH CAULFIELD
Dad & Lori
ALLY CHANCE
Dad & Mom
MARIAH CRAWFORD
Honda of  America
EMILY DUGGER
Ms. Amy Summers
PETER EDWARDS
Dad & Mom
Mr. & Mrs. Timothy Bibo
Mr. & Mrs. Michael Shuster
Dr. & Mrs. Savas Tsakiris
FREDERICK ELL - 
  Nephew of  Bob Wilhelm
American Modern Insurance Group
Mr. & Mrs. John Berrens Jr.
Mr. & Mrs. Gary Burke

Mr. & Mrs. James Ernst
Ms. Kathy Hammersmith
Mr. & Mrs. William Hoffman
Mr. & Mrs. Michael Kelly
The Kroger Company, Cincinnati/
  Dayton OH Division
The Midland Company Foundation 
Mr. & Mrs. Patrick Mohan
Mr. & Mrs. Robert Pohlabeln
Mr. & Mrs. Thomas Shanks
Mr. & Mrs. L. Edward Smith
Mr. & Mrs. John Tensing
Ms. Mary Pat Wanninger
Mr. & Mrs. Steven Wunder
CHRISTOPHER ERB
Dad & Mom
TRAVIS JACK FAIR
Ms. D’Anna Brown
Ms. Amy Packard
BOBBY IRELAND
Dad & Mom
DEBRA KACHURIK – Great Aunt
   of  Andrew & Trent Grady
Mr. & Mrs. James Kachurik
VICTOR KARL - 
  Uncle of  Bill Milani
Ms. Susan D’Arienzo
Ms. Elizabeth del Fierro
Urmi Foster
Mr. & Mrs. John Groome
Mr. & Mrs. Chris Hawkins
Mr. & Mrs. Daniel Kervick
Mr. & Mrs. George Koehler
Mr. Joshua Konvisser
Mr. & Mrs. Kevin Kuhn
Mr. John Liddy
Mr. & Mrs. Joseph Liddy
Mr. John Milani
Mr. & Mrs. Richard Peters
Red Devils Soccer Team
Chris Rezendes
Ms. Jennifer Rosing
Mr. & Mrs. Ed Tafaro
Toll Gate Grammar School
RYAN KENNEDY
Grandma Kennedy
Mr. & Mrs. Edward Kohler
Mr. & Mrs. Dale Kurtz

JULIE ANN KLEE 
Dad & Mom
JUSTIN LAVEN
Ms. Sandra Connor
JOSEPH LEE III
Grace Christian Fellowship Church
JULIE LEFFLER
Dad & Mom
ZANE MAXIMUS LEWIS
Ms. Sharon Grabill
GORDON LINDSEY
Paula Lindsey-Nash – Daughter
Denise Mize – Daughter
Mr. & Mrs. Russell Camp
Mr. & Mrs. L.E. Clair
Mr. Fred Daniels
Mr. & Mrs. Marlin Ford 
Ms. Lucille Gardner
Ms. Priscilla Hurzeler
Mr. & Mrs. Richard Johnson
Mr. & Mrs. Michael Jones
Mr. & Mrs. D. Randolph
Mr. Donald Severance
LINDLEY JOY MATTHEWS
Mr. Donald Verbrugge
LEAH KATHERINE McFARLANE
Grandma Phillips
BILLY & JOEY MILANI
Ms. Susan D’Arienzo
Ms. Elizabeth del Fierro
Urmi Foster
Mr. & Mrs. John Groome
Mr. & Mrs. Chris Hawkins
Mr. & Mrs. Daniel Kervick
Mr. & Mrs. George Koehler
Mr. Joshua Konvisser
Mr. & Mrs. Kevin Kuhn
Mr. John Liddy
Mr. & Mrs. Joseph Liddy
Mr. John Milani
Mr. & Mrs. Richard Peters
Red Devils Soccer Team
Chris Rezendes
Ms. Jennifer Rosing
Mr. & Mrs. Ed Tafaro
Toll Gate Grammar School 

Continued on page 13
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CHAZ MONEYMAKER
First Delta Insurance Inc.
The House MMA Academy
Mr. & Mrs. Greg Satterfield
MEGHAN O’NEIL
Dad & Mom
Mr. & Mrs. Geoffrey Garman
Mr. & Mrs. David Gauthier
Mr. & Mrs. Michael Hoffman
Mr. & Mrs. Lee Kile
Mr. & Mrs. Kurt Kranz
Ms. Rita Mansour
Ms. Jana Moore
Ms. Sheila Schwartz
Ms. Lisa Simon
Mr. & Mrs. Stephen Videto
DANIEL ORTLAND
Dad & Mom
Mr. & Mrs. Thomas Carney
Ms. Karen Kozlowicz
Mr. & Mrs. Vincent Pasquino
BARBARA JO PATTERSON
Mom
JUSTIN PECK
Dad & Mom
Mr. & Mrs. Bob Baker
Mr. & Mrs. William Barton
Mr. & Mrs. Dean Brosious
Mr. & Mrs. Gregory Felderman
Mr. & Mrs. Frank Hutton
Mr. & Mrs. F. Roger Little
Mr. & Mrs. J.R. Maynard
Ms. Katherine Richmond Peterson
Ms. Ruth White
SARA PFALLER
Mr. & Mrs. David Branecki
WILLIAM DEAN PHELAN
Ms. Kylene Phelan
HOWIE PITTS
Mom 
SHIV RANA
Ms. Elizabeth Weisman
MARK & JAMES RICKMAN
Centa Corporation
PAULA HARRIMAN RUGGLES –
  Aunt of  Angel Megan Harriman
Dad & Mom
Mr. & Mrs. Victor Allen
Mr. & Mrs. Richard Brockelman
Ms. Anne Davis

Ms. Doris Durrin
Lu Flynn
Mr. Harold Harriman
Mr. & Mrs. Jim Hays
Mr. & Mrs. Richard Healey
Ms. Patrice McNally
Prayer Shawl Ministry
Rotary Club of  Hampton, NH
Ms. Beverly Snow
Ms. Jean Stanley
Frances Therrien
Mr. & Mrs. John Vaillancourt
Ms. Gertrude Waters
CHARLIE SCANLON
Dad & Mom
Aunt Lucille
Ms. Elizabeth Lorenz
Mr. & Mrs. Steven Thompson
KEVIN SCANLON – 
  Uncle of  Angel Charlie Scanlon
Ms. Elizabeth Lorenz
Mr. & Mrs. Steven Thompson
LEWIS SCHATTLER – 
  Father of  Angel Sandra Schattler
Anonymous
Mr. & Mrs. Thomas Abernathy
Hancock Baptist Temple
Mr. & Mrs. Lawrence Rigsbee
Mr. & Mrs. William Vavrina
Mr. & Mrs. Gary Voytatal
SANDRA SCHATTLER 
Anonymous
Mr. & Mrs. Thomas Abernathy
Hancock Baptist Temple
Mr. & Mrs. Lawrence Rigsbee
Mr. & Mrs. William Vavrina
Mr. & Mrs. Gary Voytatal
THOMAS SCHULTZ
Ms. Paula Robison
MICHELE SHERIDAN
Ms. Susan Bradley
Ms. Lucille Fritz
Ms. Susan Jones
Ms. Linda Kinnan
Mr. & Mrs. Fred Robinson – 
  Happy Birthday, Michele!
Ms. Gloria Rose
JACKSON SMITHERS
Mr. William Schaefer

BROXTON TAYLOR
Ms. Darcy Anderson
Ms. Carla Bertilson
Mr. & Mrs. Doug Bobb
Chandler High School DECA 
  Booster Club
Ms. Lindsay Davis
Desert Schools Federal Credit Union
Ms. Darlene Emert
Ms. Judith Etchelecu
Mr. & Mrs. Brian Feirstein
Mr. & Mrs. Frank Gennario
Ms. Jessica Gentile
Ms. Rayna Hiles
Ms. Cheryl Johnson
Mr. William Kane Jr.
Ms. Tammy Kloser
Mr. Paul Kossler
Mr. & Mrs. Paul Liberatore
Mr. Michael Martin
Ms. Laurie McGee
Mr. & Mrs. Rick Partai
Ms. Della Cambron Patrick
Ms. Jeanne Pazaras
Mr. & Mrs. James Redmond
Ms. Kristen Schell
Mr. Gerard Stanton
Mr. Brian Tesar
Mr. John Vick 
Mr. Trevor Wilde
Ms. Susan Woodward
GEORGETTE ELIZABETH TERRY
Mr. & Mrs. Mark Monahan
LOTTIE WALICHOWSKI
Mr. & Mrs. Richard Barker
Mr. & Mrs. Michael Bitore
Mr. & Mrs. Rick Camilier
Ms. Annette Orsino
MARYALICE WARREN
Ms. Malka Percal
IRENE WILHELM – 
  Mother of  Bob Wilhelm
Mr. & Mrs. John Berrens Jr.
Ms. Eugenia Burke
Mr. & Mrs. William Froschauer Jr.
Mr. & Mrs. Mike Herr
Ms. Ann Kline
Mr. & Mrs. William Mulvey
Mr. & Mrs. Harold Walter

Continued on page 14
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CASSIE WOLTER
Dad
Ms. Judy Anderson
Ms. Laura Bagne 
Ms. Donna Bakkum
Mr. & Mrs. J. Michael Callan
Ms. Barbara Cameron
Ms. Ruth Clinard
Ms. Erin Colligan
Mr. & Mrs. Paul Ditter
Ardis Edmonds
Ms. Colleen Gunderson
Ms. Leanne Kopisca-Steffens
Mr. & Mrs. Gregory Larson
Mr. & Mrs. Stephen Laven
Mr. & Mrs. Craig Miller
Mr. & Mrs. George Nelson-Lindall
Ms. Justine Reger
Mr. & Mrs. John Russell
Ms. Lynn Scherfenberg
Ms. Jeanne Schwartz
Mr. & Mrs. Warren Shuros
Ms. Mary Jane Smetanka
Ms. Joni Spaulding
Mr. & Mrs. Michael Welton
DANIAL YANAK
Dad & Mom
Mr. & Mrs. Alfonso Gonzalez - 
  We love you, Daniel.
CHESTER, ROBERT & 
  CAROLANN YODIS
Mom

PROgRAMS & 
SERvICES:
Ms. Andrea Allio
Anonymous
BDSRA Metro NY/NJ Chapter
Mr. & Mrs. Donald Bosshardt
BP Corporation North America Inc.
Capital One Card Lab Connect 
Program
Causes on Facebook
Mr. Vincent Colarusso
Mr. Thomas Cummins
Ms. Peggy Dicapua
Ms. Joan Ditmar
K.L. Elliott
Ms. Ann Marie Gennario

Mr. Dale Gick
GoodSearch
Ms. Sharon Grabill
Mr. Howard Haga
Ms. Susan Hallowell
Kris Hinckley
Mr. & Mrs. Larry Hoover
Mr. Roger Huber
Mr. & Mrs. Daniel Hynie
Mr. & Mrs. Scott Infante
Mr. Brian King
Kroger
Mr. Charles Kwasniewski
Ms. Samantha Martinez
Ms. Suzanne Mudd-Yarber
North Coast Litho
One in a Million Club, 
  University of  Miami (FL)
Mr. & Mrs. James Pranschke
Mr. Michael Roberson
Mr. James Robinson
Mr. & Mrs. William Scheerer
Mr. & Mrs. Richard Sheerman
Ms. Paula Sholberg
Super Heat, Inc.
Ms. Carol Swarbrick
Mr. Richard Tarburton
Veterans of  Foreign Wars 
  (Morgan City, LA)
Mr. Mark Zamzow

RESEARCH:
BDSRA Canadian Chapter
BDSRA Metro NY/NJ Chapter
Mr. Thomas Cornell
Mr. Michael Friedhoff
Mr. & Mrs. Alain Isnard
The Noah’s Hope Fund
Partnership for Cures

CONFERENCE:
Anonymous
BDSRA Metro NY/NJ Chapter
BioMarin
Mr. & Mrs. Alain Isnard
Mr. & Mrs. Killinger – 
  Honor of  Zachary Killinger

SPECIAL EvENtS: 
A Fifth Season
Asher Bash
   Honor of  Asher Nikolajevs
Batten Blue Print
   Memory of  Meghan O’Neill
Battin for Batten (London, OH)
   Memory of  Mariah Crawford
Battin for Batten (Blue Springs, MO)
   Memory of  Haylee Joyce
Chic-Fil-A
   Honor of  Jake Medley
Cross Country Road Trip for a Cure
   Honor of  Rachel von Tungeln
Dave’s Home Roast
   Honor of  Clifford Dahl
Hope for Batten Cure
   Honor of  Eric & McKenna Lowden
Kevin Lumm Golf  Tournament
   Memory of  Kevin Lumm
Kick Battens for Carl
   Memory of  Carl Bergam
Loopy for a Cause
   Honor of  Jeremy & Brandon 
   Hawkins
No Show Golf  Outing
Our Boys
  Honor of  Jeremy & Brandon
  Hawkins
Redland 2nd Annual Ryan 
  Kennedy Memorial
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tHE NuRSE’S CORNER  
Medication – trade vs. generic Brands
By Nancy Carney, RN

Among the challenges we hear from families, one concerns medications.  

When a physician orders a medication, there may be more than one way to distribute it.  For example, it may be 
given in the following forms:  pill, capsule, gel capsule or caplet, liquid, sprinkles, sub-lingual (under the tongue), 
crushable, or rectal forms.  The injectable form of  some medications is typically used at end of  life.  Your doctor 
may not be aware of  the various forms that are available, but your pharmacist should be able to provide that 
information.  If  your pharmacist does not have a specific drug on hand, s/he can usually obtain it within a day or 
two.  

Many drugs today can be prescribed with the trade name or generic name.  We have found that while the generic 
brand is usually much less expensive, some of  these drugs are slightly altered and children may not respond as 
well with the generic brand.  In this case, call your physician and ask for a prescription with the trade name.  If  
an insurance provider will not pay for the more expensive drug, the doctor can write the prescription for the 
trade name, listing the side effects of  the generic brand or indicating why the trade brand is needed.  Insurance 
providers often honor this request; however, if  they decline, the doctor can contact the insurance company to 
discuss why using the trade name is preferable for the patient’s care.

CLINICAL RESEARCH tRIALS AND YOu:
A New Web Resource from the National Institutes of Health Provided by the National 
Institute of Neurological Disorders and Stroke

The NIH has created a new website, NIH Clinical Research Trials and You (www.clinicalresearchtrials.nih.gov), to help 
people learn more about clinical trials, why they matter and how to participate. 

Research has shown that some of  the greatest challenges to recruitment of  volunteers are the lack of  general knowledge 
about what trials involve, where they are carried out, and who may participate.  The new, centralized resource will make it 
easier for the public and health professionals to learn about clinical trials and how people can participate.

Visitors to the site will find information about: 
 ▪  the basics of  clinical trial participation
 ▪  experiences from clinical trial volunteers and explanations from researchers
 ▪  links on how to search for a trial or enroll in a research matching program 
 
In addition, health care professionals can read about evidence-based strategies for talking with patients about trials, and 
find audience-tested posters to help promote trials in clinics and offices.

If  you have any questions, please contact NINDS at either NINDS.nonprofit.info@ninds.nih.gov or (301) 496-5751.

Provided by the National Institute of Neurological Disorders and Stroke 


