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A SPECIAL FAMILY: PAULA WHITE 
AND JIM FRYE
Contributed by Tracy Frye, Paula and Jim’s sister

My family has been diagnosed with 
Kuf’s Disease, a very rare form of 
Batten disease. We think I am the 
fourth generation to contend with 
this horrible disease. I have lost my 
grandmother, great-great uncle, 
mother, aunt, cousin, sister and 
brother to this fatal disease. I have 
experienced the helpless feeling of 
watching my loved ones suffer through 
Kuf’s disease with blindness, seizures 
and pain. Kuf’s quickly takes away 
one’s independence, losing the ability 
to walk, resulting in falls and many 
trips to the emergency room.

At age 46, it appears that I have been 
physically spared from this disease; 
however, it has affected me mentally 
by watching my family suffer. It is 
my heart’s desire to help make a 

difference for the families and children 
affected with Kuf’s.

At the age of 10, I became a caregiver 
to my mother, and have been dealing 
with this disease through family 
members all of my life.  My mother 
was 35 when the seizures started. She 
soon lost her ability to speak, walk, 
think and eat, and finally lost her life 
at age 41. I was 16 when she died 
and can still remember the six-year 
ordeal, an experience I do not wish for 
anyone.

My sister, Paula, and brother, Jim, 
were both diagnosed with Kuf’s at the 
ages of 35-36. They struggled to lead 
a normal life, but with this disease 
there is no life. They lost their ability to 
walk, see, talk, feed themselves, were 
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This photo of Paula at age 49 shows the deterioration in her muscles wherein she lost the 
ability to hold her head up, along with many other things.
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A SPECIAL FAMILY (CONTINUED FROM PG 1)

confined to a bed, could not swallow 
and had to deal with seizures. I feel 
they were robbed from the simple 
things of everyday life that so many 
take for granted.

Jim had a passion for horses, and 
loved to ride and rope. It was all taken 
from him after several years with Kuf’s. 
He went from riding a horse to a wheel 
chair and, soon after, to a bed until his 
death. Paula was a nurse taking care 
of people before she was diagnosed 
with Kuf’s. Roles quickly reversed and 
she was the one being taken care 
of. They both went to join God at the 
young age of 50. I admire them so 
much for having such a strong will to 
live. In my eyes, they were warriors 
and fought to the very end.

While Jim and Paula’s struggle ended, 
the story is not over. They have 
children that could be affected.  I feel 
abundantly blessed to have missed 
this disease, but have a great concern 
for my family members that are 
reaching the age of the adult onset of 

Kuf’s. I have prayed for an end to this 
disease by finding a cure; however, in 
order to accomplish that people need 
to be made aware of Kuf’s.

Contributed by Marshal Shamblin, 
Paula’s daughter

When I was nine years old, I 
remember my Mom had gone grocery 
shopping and when she came home, 
she pulled in the driveway and was 
just blasting her horn. My sister and 
I thought, “Oh, Mom’s back with 
groceries and she wants us to help 
bring them in.” As we walked out to the 
driveway, she just would not let up on 
the horn and when she saw my sister 
and me, she was yelling “Go get your 
Dad, go get your Dad!” 

We ran in the house to get Dad and he 
came running out to her car. She was 
crying and telling him something was 
wrong. He was trying to help her out of 
the car and she told him she was dizzy 
and couldn’t see anything. Dad carried 
her into the house and laid her on their 

bed. 

I remember running in there and 
seeing her body shaking all over and 
stuff was coming out of her mouth. I 
had never seen anyone have a seizure 
before. My sisters and I were crying 
because we had no idea what was 
happening to our Mom. Dad yelled at 
us to leave the room and to call the 
ambulance, where she was taken to 
the nearest hospital. That was her first 
seizure and the beginning of a deadly 
disease we knew nothing about.

Mom stayed in the hospital for a few 
days and when she came home, we 
didn’t have any real answers. I was 
young, as were my sisters, and I 
really don’t remember much about the 
weeks/months following her seizure. I 
do, however, remember her going to 
see multiple doctors and neurologists 
over time, and taking several 
medications to control her seizures.

I can remember the day my Mom sat 
me and my youngest sister down and 
told us that she was sick. I believe I 
was ten and my sister eight. She said 
to us that she had a disease (I don’t 
remember if she said the name of it) 
and that she was going to die. She 
said it wouldn’t be today, tomorrow, 
and maybe not in the next few years, 
but that she wasn’t going to get any 
better and it would eventually take her 
life. I didn’t know what to do with this 
information! I was scared, my sister 
was scared and I remember her and 
me crying and talking about it as we 
walked to school one morning. How 
does a child even digest this sort of 
thing?

As the years went on and I grew 
older and more knowledgeable about 

Continued on page 3
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just what was going on (I think my 
Dad tried to shield us from most of 
it when we were little), my Mom was 
progressing worse and worse into 
the disease. She would sleep a lot 
because of all the medication she was 
on. She was a nurse and loved her 
job, but eventually had to give it up 
as she just wasn’t able to work. She 
had to stop driving; certain friends 
stopped coming around. Mom had 
terrible seizures more frequently, and 
her tremors and shaking were so bad 
at times that she couldn’t drink/eat on 
her own.

It was devastating watching her lose 
things one by one and seeing her 
life change so much. I could see 
the frustration in her as she would 
struggle to get words out and make 
complete sentences. She would 
forget most things immediately, even 
right after you would tell her; she 
repeated herself a lot, she even had 
hallucinations. I would catch her many 
times just crying. 

My Mom was determined to do as 
many things on her own as she 

could. She hated that her kids had 
to help her, and most of the time she 
wouldn’t let us - she did not like being 
dependent on us girls - she only 
wanted Dad to help. 

Her gait was so unsteady but she 
would get up and walk anyway. She 
would fall a lot. She fell so much that 
she would literally be bruised from 
head to toe. If I ever saw her getting 
up, I would walk behind her just far 
enough so that she didn’t think I was 
just “watching” or “following” her, even 
though she probably knew what I was 
doing. I wanted to be right by her or 
just far enough away to catch her or 
help her keep balance if I saw her 
about to topple over. 

One memory that always sticks with 
me is a time she had taken a bad fall 
in the dining room - she tripped and 
fell, hitting her head on the chair. I 
heard her of course, and went running 
in there and tried to help her up. 
Mom’s face and head were bleeding. 
I reached out to help her and she was 
telling me no, that she could get up 
on her own. As she was trying to get 

up by herself, I said “Mom, I am right 
here, let me help you.” She slowly 
reached out her arm to let me help 
her and she looked up at me with her 
eyes filled with tears like she just felt 
defeated. I sat down with her there on 
the floor and hugged her. We both just 
sat there and cried together. 

It wasn’t fair, her life wasn’t supposed 
to be this way, she was the Mom but 
she took on a childlike role as she had 
to be the one taken care of. She was 
well aware of what was happening to 
her and she knew it was only going to 
get worse, as did we. I felt helpless, 
as all I could do was literally watch her 
deteriorate - my Mom, who was once 
healthy, now had her children/husband 
taking care of her. She was able to 
walk up until the last few years of her 
life, then became wheelchair bound. 

My Mom loved being a grandma - 
she wanted nothing more than to be 
around her grandchildren. It was very 
hard for me to not let Mom watch my 
baby on her own, or hold her without 
someone right by her side to make 
sure she didn’t drop her or anything 
like that. 

Even though Mom was progressing 
into the disease, I let her help me as 
much as I felt she was able to because 
I knew she loved it so much and so 
many things had already been taken 
away from her. I wasn’t going to take 
away one of the most joyful things left 
in her life. She loved her grandchildren 
so much. I hope I am able to always 
let my daughter know how much her 
Nana loved her. 

The last three years of her life she 
spent in a nursing home and we 
visited her often. Some days she 

A SPECIAL FAMILY (CONTINUED FROM PG 2)

Continued on page 4
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A SPECIAL FAMILY (CONTINUED FROM PG 3)

wouldn’t speak at all, other days she 
would try as hard as she could and 
get a few things out. Mom loved to 
see her granddaughter and would 
light up when she knew she was 
in the room. Some days she would 
struggle with getting my name out, but 
she did always remember who I was. 
Eventually, she quit talking altogether. 
It was unbelievably hard - you could 
see the pain in her blue eyes, and 
feel it in the way she would just hug 
so tightly. I would always get in my 
car and just break down in tears. This 
could one day be me. I may also have 
to live with this deadly disease.

The disease eventually took 
everything from her - her mind, her 
body, her life. 

Contributed by Dru Glenn, Paula’s 
youngest daughter

My Mom had her first seizure one 
week before her 35th birthday. It was 
the start of her Kuf’s disease battle. 
After being diagnosed, Mom was only 
able to work until she was 39. She 
was a nurse and began forgetting and 
losing her memory, and she couldn’t 
put other people’s lives in her hands 
under those conditions. 

Mom said she had warning signs 
before her seizures would start, such 
as seeing bright flashing lights. These 
signs would tell her she needed to get 
on the floor and lay on her side before 
a grand mal seizure would begin.

My mother was a very independent 
person and Kuf’s took that away 
from her. She became dependent on 
her meds to regulate seizures and 
headaches (migraines). She could 
no longer drive and was dependent 

on others to take her places, or she’d 
walk to the store, many times having 
seizures in public. Mom became very 
shaky and unsteady and fell down a lot 
or would run into things. Her speech 
got slower and shaky as well, and she 
would forget what her conversation 
was and repeat herself.

At the age of 48, due to being a total 
care patient, Mom went to live in a 
nursing home. Her disease progressed 
from there. She was in a wheelchair 
and couldn’t walk on her own. Her 
head was permanently bent to her left 
side because she couldn’t hold it up 
on her own. She couldn’t feed herself 
although sometimes she could drink 
with a straw. 

Mom passed away at age 50.

Contributed by Nickie Frye, Jim’s 
youngest daughter

I hope you dance is the one and only 
song I ever danced with my Dad. The 
Kuf’s disease was getting worse and 
slowly taking my Dad. As this song 
came on, he begged me to dance. 

I remember being afraid, for with 
this disease you never knew what 
to expect. I knew it could be my only 
chance to dance with him, so I got up 
and we danced.

Afterward, I realized it was the perfect 
song we could have ever danced to. 
The lyrics fit what both of us were 
going through. The verse “I hope you 
never lose your sense of wonder” 
was meaningful, and hope to me is to 
want, to expect that what is envisioned 
may happen, and a gut feeling that it’s 
worth holding on to just a bit longer. 

I always envisioned what could 
happen to my Dad with his seizures 
and forgetting things, but as time 
went on, it was way worse than I ever 
imagined. You never envision your 
Dad in a wheelchair or lying in a bed 
not able to speak. 

There is another verse in the song, 
“God forbid love ever leave you empty 
handed,” and sometimes in life it does 
just that. It left me stronger and wiser 

This is Jim at age 48 at Paula’s last birthday party.

Continued on page 5
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A SPECIAL FAMILY (CONTINUED FROM PG 4)

after my Dad passed away. It makes 
you realize to live life to the fullest 
- you never know what is going to 
happen. My Dad lived his to the fullest. 

“When you get the choice to sit it out 
or dance” takes me back when I let 
that one special moment take my 
hand and embrace it with my Daddy’s. 
As we let the music move us on the 
dance floor, I had no worries, no 
cares, just me and the guy I always 
have known as my Dad. 

“Living might mean taking chances 
but they’re worth taking.” My Dad 
knew what his chances were with the 
disease after watching his sister go 
through the same thing. He stayed 
strong and fought until the very end of 
his life. 

“Loving might be a mistake but it’s 
worth making.” My Dad was all about 
love and showed everyone love until 
there was no more to give. 

“Don’t let some hell-bent heart leave 
you bitter.” We could be angry at the 
world but it won’t take back what has 
happened. 

“Give the heavens above more than 
just a passing glance.”  I know my 
Dad is in heaven, a place high above 
the clouds, yet deep inside my soul. 
A place of complete peace and 
happiness. 

“I hope you dance” because “time is 
a wheel in constant motion” and who 
wants to look back on their years 
and wonder where those years have 
gone? 

I have hope that there will be a cure - 
where there is hope there is wonder; 

where there is wonder, there is faith; 
and where there is faith there is a 
chance.

Contributed by Lachrisha Frye, 
Jim’s oldest daughter 

Glimpses
In Memory of Jim Frye

Being a child, you don’t realize what’s 
really happening - your life is changing 
forever! I was told that my father had 
been diagnosed with a rare disease 
called Kuf’s. He had experienced his 
first seizure. 

You never know what a seizure really 
is until you experience it firsthand. The 
shaking, jumping, and tightening of 
the body.  The distortion, rolling of the 
eyes, and the unimaginable sounds 
that you can still hear years later. 
For a child, it is so scary to see the 
one person that’s supposed to be so 
strong be so helpless. 

As Kuf’s progresses, it only gets 
worse. It takes your independence and 
the joys of life away. My father who 
could no longer drive, go horseback 
riding, hunting, fishing, or just be a 
normal man. Everything was gone! 
He needed to have someone by his 
side at all times, just waiting for the 
unexpected to happen.
 
The disease progresses slowly and 
eventually takes every ounce of your 
independence. My Pops was in a 
nursing home relying on others to feed 
him, help him use the restroom, and 
doing daily tasks that most people 
take for granted. Lying in bed unable 
to move, talk, or see. Suffering in 
pain and agony and relying totally 
on others. He was a young man that 

seemed like he was older in age. 

He suffered when he should have 
been enjoying life and watching his 
grandchildren grow. Dad couldn’t even 
remember who his own children were 
sometimes. Talking to you one minute, 
then not knowing what had been said 
seconds later. 

The idea of your father not knowing 
who you are is so heartbreaking. I 
know there was nothing he could do to 
help it, but you just hope and pray for 
a cure to have your loved ones back! 

The things I would say and do if I 
had it all to do over again! I hate that 
my father and loved ones had to go 
through this horrific disease. Kuf’s 
is a life sentence that you live with 
every second of your life. I hope and 
pray for a cure for the families that are 
experiencing this pain. Kuf’s not only 
takes the victim’s life and memories, 
but the family and friends around them 
too!

http://www.bdsra.org
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Be sure to join us July 14 through 
17 at the Airport Marriott in 
Bloomington, Minnesota for our 
23rd Annual Batten Disease 
Conference.  

Many families, affected children 
and sibs will be there for a 
weekend of fun and laughter, as 
well as learning about the latest 
in Batten disease news from 
our best scientists, researchers 
and physicians in the U.S. and 
around the world. Testing and 
research will again be available at 
the conference, as well as many 
hours of social interaction for a 
pleasant weekend.

For more information or if you 
have any questions, please 
contact me at 877/642-5512 or 
nancycarney@bdsra.org. We 
look forward to seeing you in 
Minnesota!

THE ANNUAL 
CONFERENCE
IS ALMOST 
HERE!
by Nancy Carney, RN

A SPECIAL CHILD: CAMILA PASANI FROM BRAZIL
Contributed by Christina Pasani, Camila’s mother (translated from Portugese)

Christina Pasani, mother of Camila, 
wrote BDSRA to let us know that 
all is good, that Camila has not had 
any more crises. Camila continues 
having difficulty with speaking and 
walking, but is well. Christina writes 
the following “small history on my 
experience with the illness of Batten.” 

Camila was born January 30, 1995. 
I cried with happiness - my daughter 
was born so pretty and perfect. 
Her development was normal until 
7 years of age when I started to 
notice the vision problem. When I 
asked if she was able to see, Camila 
answered yes, but she had trouble 
with objects and the colors. I looked 
to an ophthalmologist and Camila was 
diagnosed with Rod-Cone Dystrophy. 
Each year, there was more vision 
loss and, without treatment, my 
daughter would be blind and I could 
do nothing about it! I was greatly 
distressed and could not imagine 
what was forthcoming. When Camila 
was 9 years old, she had her first 
seizure. I started the marathon of 
medical examinations and heard many 
opinions, until one of the doctors said 
to me that it could be Batten or NCL.

I looked on the Internet and was 
scared, but I decided to do the DNA 
test, hoping that my daughter did not 
have this. The first test was done in 
2005, another in 2006 - both tests 
proving positive for CLN3. Here, the 
second part of my life starts. After 
Batten diagnosis, I cried day after 
day and night after night. I asked 
for strength and courage from God 
because my daughter was not losing 
just her vision. It worried me about 
the future and I could not accept the 
diagnosis. 

With time, I decided to fight! It did not 
help to cry - the time is cruel for this 
illness. My search for treatment is 
untiring. Although Camila and I have 
much to fear, I do not lose hope. In 
my search, I found families who feel 
the same pain that I do, seeing their 
children losing their vivacity, losing 
motor functions…dying. 

Today, in 2011, Camila is 16 years 
old, has difficulty speaking, eating 
and walking.  She has lost central 
vision, has convulsive crises and 
cognitive difficulty. She continues to 
be a pretty and smiling girl. She does 

not complain. Camila likes music 
very much and when I see her trying 
to follow music, I am happy and 
comforted.

I have two more children, wonderful 
boys, who are not carriers of Batten. I 
ask God every day that he illuminates 
the minds of the doctors and scientists 
so that they can find the cure for the 
illness of Batten.

mailto:nancycarney%40bdsra.org?subject=
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BDSRA PROGRAMS — IT’S ALL ABOUT YOU!
by Lisa Weston, Program Director

NEWS & UPDATES FROM THE EXECUTIVE DIRECTOR
by Lance Johnston, Executive Director

INTERNATIONAL CONFERENCE ON NEURONAL 
CEROID LIPOFUSCINOSES (NCL2012)

Reminders: The BDSRA Equipment 
Exchange Program is open to any 
BDSRA family needing equipment 
for their child/ren living with Batten 
disease. We have a variety of medical 
equipment and supplies, most of 
which have been generously donated 
by other families, and is available at 
no cost to the family.

Please contact me if you are 
interested in the program, want to 
donate or have any questions.

Our Sibling Carrier Testing 
Program is available to siblings 
of individuals affected with Batten 
disease to be tested for carrier 
status. The program will also cover 
carrier testing for qualified spouses 
or fiancées, and diagnostic testing 
for children of siblings. For more 
information regarding testing 
protocol, eligibility, costs and 
available funding, confidentiality, etc., 
please contact me at 888/379-2546 
or lisaweston@bdsra.org.

 Needed:  A BDSRA family who has 
a son with Juvenile Batten disease 
is in need of an Ergolift–Wall Lift. 
This is similar to a Hoyer lift but is 
mounted on the wall. If you have 
one to donate to BDSRA (and 
receive a tax deduction) or know 
of one that is available, please 
contact BDSRA at 800/448-4570 or 
bdsra1@bdsra.org. Thank you!

v v v v v v v v v v v 

NCL2012 is the 13th International Conference on Neuronal 
Ceroid Lipofuscinoses (Batten disease) and the 1st Worldwide 
Meeting for Batten Parents Organizations.

March 28 - 31, 2012
Windsor Conference Centre
Royal Holloway, University of London, London

For more information, go to www.ncl2012.org

A VISIT FROM SERBIA
Dr. Ruzica Kravljanac, a pediatric 
neurologist from Serbia, visited 
Columbus on April 17. 

She had supper that Sunday evening 
with several Central Ohio families and 
met with a few children affected with 
CLN 1, 2, 3 and 6. 

This was a valuable opportunity for her 
inasmuch as all of the children she has 
seen in Serbia are Late Infantile. The 
parents were very open and talked in 
detail about their children. 

On Monday, April 18, Nancy Carney, 
RN of BDSRA, took Dr. Kravljanac 
to Nationwide Children’s Hospital for 
Batten Disease Clinic Day. 

There she met the people who run the 
Batten Disease Center of Excellence 
and two children with Juvenile. 

She spent her last day in Columbus 
visiting the BDSRA offices, talking 
with staff and receiving a helpful 

introduction to the support side of 
BDSRA.

Dr. Kravljanac spent the majority of 
her time in the United States working 
with Dr. Katherine Sims in Boston.

STEM CELL TRIAL 
CANCELLED
As most know, Stem Cells, Inc. has 
dropped the Batten disease stem cell 

Continued on page 8
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trial. Inability to find children who fit 
the criteria for inclusion in the trial 
was cited as the reason for the trial 
termination. This came as a complete 
surprise to everyone in BDSRA and, 
although BDSRA does not agree with 
the decision to drop the trial, there is 
nothing we can do about it but try to 
encourage Stem Cells, Inc. to resume 
the trial someday.  

CENTERS OF EXCELLENCE
Leaders of the four Batten Disease 
Centers of Excellence met with   
           BDSRA staff  
           members May 6 in  
                       BDSRA offices in  
                       Reynoldsburg. A review      
                       of the first year of 

NEWS FROM THE EXECUTIVE DIRECTOR (CONTINUED FROM PG 7)

operation of the Centers of Excellence 
indicated that they are well-regarded 
by the families and children who have 
utilized their expertise and services. 

It was decided that the Unified Batten  
Disease Rating Scale (UBDRS) would 
be instituted into each Center. Also, 
because of the number of children with 
Batten disease who have been found 
to have developed “brittle bones” 
and heart problems, the Centers will 
conduct bone density testing and 
EKGs. 

It was also decided to expand 
the number of Centers by adding 
Children’s Hospital at Washington 
University in St. Louis, Texas 

Children’s Hospital in Houston, 
Women’s and Children’s Hospital 
in Belgrade, Serbia, and Children’s 
Hospital in Cordoba, Argentina. 
Watch for further information on these 
Centers as they are implemented.

BDSRA BOARD OF 
DIRECTORS ELECTIONS 
Congratulations to Mike Collins of 
Mokena, IL, father of Becca (INCL), 
who has been elected to the Board 
of Directors. We welcome Mike and 
look forward to his contributions! 
Sara Thompson leaves with the 
deep appreciation of the Board and 
everyone in BDSRA. Sara, thank 
you for your three years of dedicated 
service to BDSRA!

NEWS FROM THE DIRECTOR OF DEVELOPMENT
by Adina Ryan, Director of Development

It’s summertime and prime 
fundraising season for all of our 
families. Thank you for all you are 
doing to support the important 
work of shedding light on Batten 
disease and raising funds for 
research, programs and services 
for BDSRA.  The events you 
continue to organize and the 
donations you continue to send, 
even in this difficult economic 
climate, are greatly appreciated. 
We are here for you! 

Please feel free to share any 
fundraising ideas you have that 
may benefit all of our families. We 
have lots of materials available to 
support you in your efforts.  
Please visit us at www.bdsra.org  
or contact me directly at  
aryan@bdsra.org or 866/287-7233 
if you need further assistance. 

DO YOU CURRENTLY GIVE TO 
UNITED WAY OR WORK FOR A 
GOVERNMENT AGENCY?
Consider making your gift to United 
Way or the Combined Federal 
Campaign (CFC) to BDSRA this year. 
We are a write-in organization for the 
national United Way and a member of 
CFC campaigns across the country.  
BDSRA’s CFC No. is 11781. If you 
need more information or would like 
to volunteer at one of these events, 
please let me know.

HOW CAN YOU HELP US 
MAKE OTHERS MORE AWARE 
OF BATTEN DISEASE?
Did you know that more than two 
years ago, BDSRA changed its logo 
and colors for all materials relating to 
Batten disease? It is important that 
we all use the same information when 

communicating about the disease. 
Copies of our logo, actual color codes 
for imprinting, templates of letterhead, 
sample letters, etc. are available on 
our website, or you can contact me 
for a digital copy. If you are holding a 
fundraiser, we do not charge for any 
material orders (brochures, magnets, 
pins, etc.). If they are for personal use, 
we simply ask for a donation to cover 
the cost and shipping of the items.

CONTACT INFO REQUESTED

Have you moved or changed your 
email address? We have gone 
green with our newsletter and other 
information about Batten disease and 
BDSRA. Don’t forget that we can keep 
you posted on important research 
updates and events occurring all 
over the world. If you have contact 
information changes, please send 
them directly to aryan@bdsra.org.

http://www.bdsra.org
mailto:aryan%40bdsra.org?subject=
mailto:aryan%40bdsra.org?subject=
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A FIFTH SEASON
Six of our Chicago-land families joined together for a unique fundraiser for 
Batten disease this past April.  Over $53,000 was raised for research for children 
with the Infantile/Late Infantile form of Batten disease. Way to go!

Pictured above is Nancy Lowden, 
grandma to Eric and McKenna 
Lowden, running in the annual Hope 
for the Cure Race in Texas. 

OURBOYS ANNUAL 5K IN  
NORTH CAROLINA
Contributed by Chris Hawkins

The 5th annual event is in the books 
and what a beautiful morning in 
Concord for a 5K! A HUGE thank you 
to all our volunteers; thank you for 
spending your time on a Saturday 
morning helping us have a successful 
event.

We had a great turnout and once 
again, thanks to you, we grew our 
event by 40-50 runners with a tally of 
207 runners. 

I can’t describe what it feels like to 
stand up in front of a group and see 
so many people coming out to support 
kids affected by Batten disease. I got 
a little emotional, I hope you don’t 

Jeff McConnell and Jeremy, Chris, 
Brandon and Wendy Hawkins

mind. We got a great surprise when 
Chris and Eric Lowden, who also has 
Juvenile Batten disease, came down 
from Raleigh to attend. 
Brandon, Jeremy and Eric enjoyed the 
“pace car” again this year and Cam 
got to wave the American flag.

A shout out to our top three finishers 
in the one mile fun run, all of whom 
are 10 and under:  Will Szymborski, 
Karina Mitchell and David Szymborski.

24 HOURS OF LOOPY!
Jeff McGonnell is an ultra marathoner. 
Oh, and did we mention how “Loopy” 
he is? This man ran 100 miles over a 
24 hour period agreeing to do, wear, 
or sing anything people asked him to 
for a great donation. 

This event raised over $6,000. Many 

thanks, Jeff! We appreciate your 
support for all our families. 

Learn more at http://davidsonnews.
net/2011/06/04/photos-of-the-day-24-
hours-around-the-village-green.

FANTASTIC FAMILIES & FABULOUS FUNDRAISERS

BATTEN DISEASE AWARENESS WEEKEND
The first weekend in June was an important weekend for our families with Batten 

disease. June 3-5, 2011 marked the 3rd Annual Batten Awareness Weekend, 
raising awareness of the disease in the United States. 

Thanks to everyone who was involved in this effort!

http://www.bdsra.org
http://davidsonnews.net/2011/06/04/photos-of-the-day-24-hours-around-the-village-green
http://davidsonnews.net/2011/06/04/photos-of-the-day-24-hours-around-the-village-green
http://davidsonnews.net/2011/06/04/photos-of-the-day-24-hours-around-the-village-green
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Paws in the Plaza is an event held 
the first Thursday of each month at 
Creekside Plaza in Downtown Olde 
Gahanna, Ohio. Dogs of all sizes, 
breeds, colors and ages bring their 
owners to visit a variety of vendors’ 
booths from 4:30 p.m. to dusk. Most 
vendors offer items or services for 
the “pooches.” Both canines and 
their companions leisurely stroll a 

CANINE CONNECTIONS: PAWS IN THE PLAZA
by Anne Salladin, Parent Volunteer

plaza area complete with a waterfall, 
surrounded by local shops and 
restaurants.

BDSRA’s own Barkin’ for Batten is 
one of the sponsors for this well-
attended event that runs April through 
November. We are listed along with 
two local animal care centers on 
advertising leaflets. I set up a table 
and talk with pet owners, creating 
awareness of Batten disease and 
advertise our upcoming Dog Walk at 
Hannah Park in Gahanna on October 
15. As I hand out brochures and 
offer dog treats, I explain there are 
19 breeds of canines that carry the 
Batten disease gene. Special attempts 
are made to reach out to dog owners 
of those specific breeds. Interest 

always increases when I mention the 
possibility of a dog being affected with 
this “unheard of” disease. At the May 
5 event, I displayed a poster wishing 
a Happy Cinco de Mayo featuring 
a Chihuahua with the caption “The 
Chihuahua is one of 19 breeds that 
carries the Batten disease gene.” 

This created some attention! Future 
dates will feature other breeds. Many 
people indicated an interest in looking 
up the BDSRA website, as well as the 
particulars for the October dog walk.

Paws in the Plaza is an excellent 
place to make personal contact with 
potential sponsors and vendors who 
we hope will participate in our Barkin’ 
for Batten charity dog walk.
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THE NURSE’S CORNER: SEIZURES & THEIR COMPLICATIONS
By Nancy Carney, RN

What is a Seizure? 
A seizure is a disorder of the brain that 
causes recurring seizures due to a 
temporary abnormality in the electrical 
activity in the brain. It is the result of 
sudden, intense bursts of electrical 
activity in the brain. The occurrence 
of a seizure is often detected by a 
disruption in muscle control that can 
affect overall movement, speech, 
vision, or even loss of consciousness. 
Seizures are classified into two 
primary groups:  partial – beginning 
in a specific location of the brain. 
Simple partial seizures do not affect 
consciousness or awareness. 
Complex partial seizures may cause 
a child to become unresponsive or 
lose consciousness. Some children 
may experience simple or complex 
seizures that spread throughout the 
brain (partial seizures with secondary 
generalized seizures). Generalized 
seizures begin over the entire surface 
of the brain.

What Causes Seizures?
The causes of seizures include the 
following:  alcohol abuse, brain tumor/
stroke, fetal development problems, 
family history, head injury, infections, 
inherited diseases, poisoning, 
problems during birth, and lupus.

Diagnosing Seizures
You need a good description of the 
seizures, general medical/history of 
the child, a good physical/neurological 
exam, probably many lab tests, 
neurological tests, an EEG, a CT scan, 
a MRI, a PET, and a SPECT.

An accurate diagnosis of seizure 
type, intensity and frequency is the 
first step to determining the best 
treatment for your child. If special 
needs are of concern, you need to 

consider potential interactions with 
other drugs your child may be taking, 
medication side effects, sensitivity 
of the side effects of a seizure, as 
well as those from anti-epileptic 
medications because of compromised 
immune systems or impaired mental 
capabilities, daily dosing schedules, 
ability to reach and maintain effective 
blood levels and availability of “user-
friendly” formulations, i.e., liquid 
or sprinkle capsules. You need 
to be aware of the following side 
effects:  nausea, vomiting, blurred or 
double vision, headache, dizziness, 
drowsiness, loss of coordination, 
nutritional losses, poor muscle control 
or developmental delays or prevention 
of injury from a seizure.

Seizure Triggers
There are many seizure triggers – 
factors that affect the increase or 
decrease of seizure threshold. Some 
of the more common ones include 
the following:  missed medications, 
drug abuse, alcohol, over the counter 
drugs, caffeine, herbal remedies, 
menstrual periods, lights and patterns, 
nutrition, stress, fever, colds, and 
infectious diseases.

Types of Seizures
Generalized Tonic Clonic (also called 
grand mal seizures). A sudden cry 
or dry gasp, fall, rigidity, followed by 
muscle jerks (tonic phase), shallow 
breathing or temporarily suspended 
breathing, blush skin, tongue and 
lips may turn blue, possible loss 
of bladder or bowel control (clonic 
phase). Usually last a couple of 
minutes. Normal breathing then starts 
again. There may be some confusion 
and/or fatigue, may complain of a 
headache, followed by return to full 
consciousness. 

What to do: Look for medical 
identification, protect child from 
nearby hazards, loosen shirt or 
blouse collars, protect head from 
injury, turn on side to keep airway 
clear unless injury exists. Reassure 
as consciousness returns. If single 
seizure lasts less than 5 minutes, call 
parents and ask if hospital evaluation 
is wanted, if multiple seizures, or if one 
seizure lasts longer than 5 minutes, 
have parent on the phone to ask for 
transport to the nearest hospital. 

Absence Seizures (also called petit 
mal seizures). A blank stare, beginning 
and ending abruptly, lasting only a few 
seconds, most common in children. 
May be accompanied by rapid blinking 
and/or some chewing movements of 
the mouth. The child is unaware of 
what is going on during the seizure, 
but quickly returns to full awareness 
once it has stopped. May result in 
learning difficulties if not recognized 
and treated. 

What to do: No first aid is necessary, 
but if this is the first observation of the 
seizure, medical evaluation should 
be recommended. Parents should be 
notified immediately.

Simple Partial Seizures (also called 
focal seizures) begin in one area 
of the body, arm, leg or face with 
jerking. It can’t be stopped. The child 
stays awake and aware. Jerking may 
proceed from one area of the body 
to another, and sometimes spreads 
to become a convulsive seizure. 
Partial sensory seizures may not be 
obvious to an onlooker. The child 
experiences a distorted environment. 
He may see or hear things that are 

Continued on page 12
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not there, may feel unexplained fear, 
sadness, anger, or joy. He may have 
nausea, experience odd smells, and 
have a generally “funny” feeling in 
his stomach. May have an “aura” 
– a smell, taste, or other sensation 
depending on the part of the brain that 
is affected. These seizures usually last 
less than one minute.

What to do: No first aid is necessary 
unless the seizure becomes 
convulsive, then you would follow the 
first aid as outlined for generalized 
tonic clonic seizures. There would 
normally be no immediate action 
needed other than reassurance and 
emotional support. Medical evaluation 
should be recommended.

Complex Partial Seizure (also called 
psychomotor seizures or temporal 
lobe seizures) usually start with a 
blank stare, followed by chewing, 
followed by random activity. The child 
appears unaware of his surroundings, 
but awake, confused or in dreamlike 
state, may seem dazed, or mumbling. 
Unable to respond appropriately to 
questions or commands. Actions 
clumsy, not directed. He may pick 
at clothing, pick up objects, or try to 
take his clothes off. He may run, or 
appear afraid. He may struggle or 
flail at restraint. Once a pattern is 
established, the same set of actions 
will usually occur with each seizure. 
The seizure will usually last 30 
seconds to 3 minutes, but post-seizure 
confusion can last substantially longer. 
There is no memory of what happened 
during the seizure period.

What to do: Speak calmly and 
reassuringly to the child having the 
seizure and to others. Guide the child 
away from obvious hazards. Stay with 
the child until he is completely aware 

of environment. 

Offer to help take the child home if 
parents are unable to come for him.

What NOT to do: Do not grab hold 
unless sudden threat of danger 
(such as an oncoming car). Try not to 
restrain. Do not shout. Do not expect 
verbal instructions to be obeyed. 

Atonic Seizures (also called drop 
seizures). A child suddenly collapses 
and falls. After 10 seconds to a 
minute he/she recovers, regains 
consciousness, and can stand and 
walk again.
What to do: No first aid needed unless 
the child was injured as s/he fell, but 
the child should be given a thorough 
medical evaluation.

Myoclonic Seizures. Sudden brief, 
massive muscle jerks that may involve 
the whole body or parts of the body. It 
may cause the child to spill what s/he 
was holding or fall off of a chair.
What to do: No first aid needed, but 
the child should be given a thorough 
medical evaluation

Infantile Spasms. These are clusters 
of quick, sudden movements that start 
between three months and two years 
of age. If a child is sitting up, the head 
will fall forward and the arms will flex 
forward. If the child is lying down, the 
knees will be drawn up, with the arms 
and head flexed forward as if the baby 
is reaching for support.

What to do: No first aid is necessary, 
but your doctor should be consulted. 

There are also Jacksonian Seizures 
that are simple partial seizures that 
begin as partial, then spread to involve 
the entire body; it then it becomes 

generalized and called Jacksonian. 
The initial phase may be short. 

Laughing Seizures are when the 
child will laugh continuously for 30-45 
minutes.

Treatment of Seizures
Surgery is an option for some children 
whose seizures cannot be controlled 
by medications or who have severe 
reactions to drugs, by removing brain 
tissue.

Vagus Nerve Stimulator (VNS) sends 
and receives messages to and from 
the brain. It seems to help in kids with 
Refractory Seizures.

Relaxation techniques such as 
deep breathing can help reduce 
stress. Stress can alter brain activity, 
disturb sleep and cause some to 
hyperventilate.

Biofeedback teaches people to control 
physical functions that are usually 
considered involuntary, such as blood 
pressure.

Medications
Anticonvulsants – may need several 
different ones to control seizures

Sedatives – as calming effect for the 
brain.

Ketogenic diet is a high fat, low 
carbohydrate diet; difficult to stay on 
for long periods at a time.

Safety Protection with Seizures
• Make sure family, friends, 

teachers, and caregivers know 
what to expect if your child does 
have a seizure. 

Continued on page 13
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• Wear a medical ID bracelet or 
necklace.

Safety Tips at Home
• Avoid locking bathroom/bedroom 

door
• Use of a shower/tub seat if falling 

is possible use non-skid strips in 
bathtub

• Check temperature of water – 
slightly lower let someone know 
when you are taking a bath/
shower fill tub only part way make 
so bathroom is shatterproof

• Cook only when someone else is 
at home use microwave instead of 
stove

• Use back burners on stove use 
blender or food processor instead 

THE NURSE’S CORNER: SEIZURES & THEIR COMPLICATIONS (CONTINUED FROM PG 12)

of knives use a cart to carry 
food use plastic instead of glass 
cover floors with thick padding or 
carpeting to cushion falls

• Pad sharp corners with slip 
corners

• Keep floors free of toys or clutter 
• No smoking or lighting fires
• Do not use space heaters that can 

easily be knocked over 
• Avoid climbing on ladders 
• Make sure power tools have 

automatic shut off features 
• If your child wanders during 

seizures, keep outside doors 
locked

Safety Tips When Away from Home
• Use cups with lids

• Avoid flashing lights
• Wear seat belts
• Wear protective gear as needed, 

goggles, gloves
• Wear helmets if bike riding
• Take elevators instead of stairs or 

escalators
• Travel with a friend
• 
Safety Tips While Playing
• Exercise on soft surfaces
• Swim with a friend – wear a vest 

If you have any questions, please 
email me at nancycarney@bdsra.org.

a In Loving Memory b
CLAY CUNNINGHAM, son of Dave & Jane Cunningham, Birmingham, AL

Born:  10-08-02  ♦  Died:  04-05-11 ♦  Juvenile

HEATHER SELPH, daughter of Ruth Giacalone, Salisbury, MD
Born:  12-10-84  ♦  Died:  04-05-11  ♦  Juvenile

JOEY MILANI, son of Bill & Cindy Milani, Frederick, MD
Born:  01-18-93  ♦  Died:  04-15-11  ♦  CLN7

ARENE SANGRONIZ REMIRO, daughter of Nestor Sangroniz & Arantza Remiro, Madrid, Spain
Died:  05-28-11  ♦  Late Infantile

BRYCE DALEY, son of Jonathon & Lorraine Daley, Paralowie, S. Australia
Born: 05-13-01  ♦  Died: 05-29-11  ♦  Late Infantile

http://www.bdsra.org
mailto:nancycarney%40bdsra.org?subject=
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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:
AUDREANNA & ALEXANDRIA 
ALBAUGH
Dad & Mom
CATIE & ANNIE ALLIO
Vacaville Police Officers   
Association  
JERRY ANTEAU
FOR HIS 75TH B-DAY
Ms. Bonnie Thompson
KATE BENROTH
Dad & Mom
Ms. Michelle Claypool
THE BETZ FAMILY BIRTHDAYS
Ms. Nichole Ferris
CELIA BETZ
Dad & Mom
Ms. Erin Arnett
Ms. Meg Duerksen
Mr. & Mrs. Joseph Ferris
Mr. & Mrs. Richard Friend
New Heights Academy Charter School
Ms. Heather Sola
NAOMI CAUGHEY
Dad & Mom
Mr. & Mrs. Bob Caughey
CLIFFORD DAHL
Dad & Mom
Friends of the Chatham Library (Café)
MITCHELL DITMAR
Mr. Brad Ditmar

SECOND QUARTER DONOR GIFTS 
(GIFTS GIVEN MARCH 16 - JUNE 9, 2011)

ADA ELIZABETH ELFERT
Mr. & Mrs. Jeffrey Holloman
RYAN FARET
Dad & Mom
Grandma Elna – Happy  Birthday
Mr. & Mrs. James Thomas
KELSEY FULLER - FOR HER 14TH 
BIRTHDAY
Tracy Cornew
Ms. Michelle Dickson
Ms. Susan Licata
Robin Navratil & James  Eccles
Ms. Janet Roberto
Grandpa & Grandma Walsh
Ms. Deb Yingst
COURTNEY GUNTHER
Mr. & Mrs. Melton Frederick
BRANDON & JEREMY HAWKINS
Ms. Mary Campodonico
Frances Dattolo
Ms. Lynn Marsh
Shawn Principi
JENNA HILL
Ms. Donna Hill
SARA INKS 
William Gellerman & Victoria Thorpe
CHRISTOPHER ISNARD
Mr. & Mrs. Jay Noble
NOAH & COURTNEY JOHNSON
Grandpa & Grandma Depoi
Mr. & Mrs. Ralph Hodges
RYAN KENNEDY
Dad & Mom
ERIC & McKENNA LOWDEN
Dad & Mom
RYAN MAYNARD
Ms. Elizabeth Cutter
JONATHAN McCOLLUM
Mr. & Mrs. Paul Williams
SKY McKEE
Teammates from Staffordville School
SEAN NEWELL
Dad & Mom

MR. & MRS. JOSEPH NICITA - 
ON THEIR 60TH ANNIVERSARY
Mr. & Mrs. John Trabisco
STUDENTS FROM OHIO STATE 
SCHOOL FOR THE BLIND
Ms. Judith O’Keefe
JUSTIN PECK
Ms. Kendra Johnson
MASON SMERDEL
Anonymous
Mr. & Mrs. Timothy Phillips
KRISTIN SMITH
Dad & Mom
NOAH VANHOUTAN
Dad & Mom
Ms. Laurie Cunningham
Mr. Lance Johnston – Happy Birthday
Ms. Amanda Konder
STEVE VANSPANKEREN
Mr. Andrew Remak
ANGELA VERGE
Ms. Diane Sanowski
RACHEL von TUNGELN
Dad & Mom
Mr. & Mrs. Richard Davis
Mr. & Mrs. Andrew Muir
Mr. & Mrs. Michael Petrocelli
Prema M. Wilson
NICK WELLNER
Dad & Mom

IN MEMORY OF:
KARI ANDERSON 
Ms. Denise Prohaska
Mr. Hyatt Stengle
CURTIS ANTHONY
Great Grandpa & Grandma Anthony
WHITNEY BARROW
Mr. & Mrs. Scott Mapes
ABBY BORTZ
Mr. Ryan Bornbach
DANIEL BREUER
Dad

Continued on page 15
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Mr. & MRS. RICHARD BROMELY
Mr. & Mrs. Steve Thompson
HANNAH CAULFIELD
Dad
ALLY CHANCE
Dad & Mom
CLAY CUNNINGHAM
Aims S.S. Class
Mr. & Mrs. Dick Anderson
Ms. Gayle Bingham
Mr. & Mrs. Robert Bloom
Mr. & Mrs. Dean Bucalos
Ms. Janis Clements
Mr. & Mrs. Steven Conley
Cornerstone Sunday School 
Mr. & Mrs. Robert Crisler
Mr. Brad Cunningham
Mr. & Mrs. Tommy Davis
Mr. & Mrs. David Ferguson
Mr. & Mrs. James Finlen
Mr. & Mrs. Paul Grandin
Ms. Malynda Guarisco
Mr. & Mrs. Alan Hale
Ms. Beatrice Hastings
Mr. & Mrs. Nicholas Haynes
Mrs. Cecil Hinton
Ms. Delores Johnson
Mr. Randal Kell
Mr. & Mrs. E.W. Parish
Mr. & Mrs. William Pearson
Mr. Vandiver Phillips
Mr. & Mrs. Willie Season
Simmons Middle School Faculty & 
Staff
Ms. Ellen Smith
South Heritage Funeral Home
Mr. & Mrs. Edward Thorton
Ms. Barbara Traywick
Ms. Jean Wharton
Mr. & Mrs. Leslie Yarbrough
ANGELA DOUMITT
Ms. Theresa Doumitt-Sister
EMILY DUGGER
Mr. & Mrs. Steven Summers
DONNA FERGUSON
Mr. James Fretwell
CHAD FORSYTH
Ms. Claudette Pattyn
MELISSA FROIO
Dad & Mom

JIM FRYE
Ms. Tracy Frye, Sister
CHRIS GAINES
Roebuck Elks Lodge 2123
COURTNEY HARMON
Mr. Walter Czechowicz
Mr. & Mrs. Joseph Hill
Tracy Medwid
DANIEL KERNER
Mr. & Mrs. Howard Goldman
JULIE LEFFLER
Dad & Mom
Ms. Laura Ratchford
STEPHANIE LEIS
Mr. & Mrs. William Sanford
DOROTHY ROSE LESKO
Mr. & Mrs. Steven Luce
ZANE MAXIMUS LEWIS
Ms. Sharon Grabill
EDDIE MAJESKI
Ms. Jennifer Majeski
LEAH KATHERINE McFARLANE
Grandma Phillips
JOEY & BILLY MILANI
Mr. David Ablondi
Mr. & Mrs. John Ahalt
Continuum Nursing Services
Ms. Kateri DeLaney
Mr. & Mrs. Stephen Deloach
Mr. & Mrs. Thomas Frech
Frederick Pediatric Dentistry, LLC Staff
Mr. & Mrs. David Gasda
Mr. Ralph Ghent
Mr. & Mrs. Karl Ginter
Ms. Margaret Kuhn
Mr. & Mrs. Steve Lynch
Mr. & Mrs. Martin Lumm
Dr. & Mrs. Mansouri
Mr. & Mrs. J.R. Maynard
Ms. Marian McSherry
Mr. & Mrs. Mark Mikrut
Mr. & Mrs. John Milani
Mr. William Mohan
Mr. & Mrs. Walter Mozdzierz
Dr. John Newby
Ms. Maureen Pastika
Mr. Martin Socha
Ms. Sherry Southard
Mr. & Mrs. Kenneth Vanspankeren
Ms. Deborah Wegerer

ALDINE, TOM & NEAL MOUNT
Ms. Margaret Mount
MICHELLE NEWELL
Dad & Mom
ZACHARY NOORDHOEK
Mr. & Mrs. Kevin Keenan
EVELYN NOWICKI
Mom
DERRICK OLSEN
Mr. Thomas Hernan
BARBARA JO PATTERSON
Mom
SARA PFALLER
Mr. Joseph Gora
Ms. Nancy Scott
HOWARD PITTS
Mom
SHIV RANA
Ms. Virginia Elgin
Mr. & Mrs. John Jerikian
Jayendra Singh
THOMAS SCHULTZ
Dad & Mom
Ms. Paula Schultz
NATEY SCHWARTZE
Ms. Susan Bellassai
HEATHER SELPH
Ms. Jane Farber
Mr. & Mrs. James Snyder
MATTHEW STEWART
Dad & Mom
Ms. Kathleen Kilmer
Smoke Tree Jeweler
S. Turbow
Harriet Yost & Bette Knutson
PAUL WALLACE
Mr. & Mrs. Alain Isnard
PAULA WHITE
Ms. Tracy Frye, Sister
CAROLYN WILHELM
Dad & Mom
HELEN MARIE WRIGHT –  
105 YEARS OLD AT PASSING
Ms. Karen Sherman
ELEANOR WOLNIK
Mr. & Mrs. Casimir Mikrut
DANIEL YANAK
Marie & Reynicole Gilbert

Continued on page 16

http://www.bdsra.org


Batten Disease Support and Research Association | 166 Humphries Dr. | Reynoldsburg, OH 43068  |  800/448-4570 16

MADELINE ZELLMER
Dad & Mom
Grandma Ruth Zellmer

CANADIAN CHAPTER:
NICHOLAS PAUL JEWETT
Ms. Alana Baum
Mr. & Mrs. Bruce Bloom 
Ms. Sherry Brewer
Pip Duinstra
Mr. & Mrs. Timothy Gits
Ms. Glenna Haines
Ms. Stacia Garriott Kass
Mr. Andrew MacDonald
Vergotis Vassillis
Ms. Roxanne Watson

PROGRAMS & SERVICES:
All That Glitters Gold Recycling
Ms. Andrea Allio
Mr. Steven Anderson
Anonymous
Aunt Sallee – Memory of Kourtney 
Harmon
Ms. Heather Barnes
Ms. Christina Barsch
Ms. Bobbie Bateman-Wilson
Ms. Kathy Bechtold
Mr. & Mrs. Craig Benson
Blake’s Purpose
Jo Byriel
Canadian Chapter Families
Mr. & Mrs. Guy Cunningham – 
Memory of Clay
Ms. Peg Dicapua
Ms. Jodi Dillinger
Ms. Valerie Weston Edson
Mr. & Mrs. Greg Froio/Melissa Froio 
Foundation Inc.
Ms. Marra Gad
Mr. & Mrs. Rob Geer/Jacob’s Prayer
Ms. Susan Ogren Gentry
Mr. Jonathan Goldstein
Mr. & Mrs. Mike Hardin
Ms. Sharon Harrington
Ms. Sherry Hatchett
The Chris Hawkins Family
Mr. & Mrs. John Heuchan – Honor of 

Nicholas
Mr. & Mrs. Daniel Hynie
Ms. Rhonda Jacobi
Mr. Neil Johnson
Mr. Martin Katz
Ms. Carol Kelly
Mr. & Mrs. Lloyd Kjar
Ms. Deb Lowther
Ms. Paris Major
Ms. Melissa McCarthy
Ms. Connie Mercer
Muscles & Integrity Men’s Ministries
Ms. Alison Myers
Ms. Irena Newcombe
Ms. Lisa O’Connell
Ms. Jacquie Parella
Partnership For Cures
Ms. Andrea Peterson
Ms. Christin Prestia
P.T. Services Rehabilitation, Inc.
Mr. James Robinson
Ms. Alli Rose
Ms. Robin Rose
Ms. Adina Ryan
Ms. Ann Salladin
Mr. & Mrs. Lewis Schattler
Brett Self & Tracy Reeves
Mr. & Mrs. Todd Thacker – Honor of 
Austin & Lacy Thacker
Mr. Dean Thomas
Vic’s Mud Bog
Ms. Hope Welch
Mr. Kenneth Wolter
Mr. Bryan Zubler

RESEARCH:
Mr. Thomas Cornel
Mr. & Mrs. Greg Froio/Melissa Froio 
Foundation Inc.
Metro NY/NJ Chapter
Mr. David Munger
Norsk Spielmeyer-Vogt Forening
Mr. Alex Perell
Apoorva Vasanl

CONFERENCE:
Anonymous (Stipends)
BDSRA Midwest Chapter
BDSRA Tennessee Chapter

SPECIAL EVENTS:
RUN FOR RESEARCH 
(NOAH’S RUN)
 Mr. & Mrs. Dave Anderson – Honor of 
Justin Peck
Ms. Jeanne Brock
Ms. Heather Dainiak – Honor of 
Nicholas
Fairfield Police Management 
Association 
Mr. Gerald Harder
Ms. Sharon Helderie
Ms. Caroline Hochstedt
Mr. & Mrs. Daniel Hynie
Mr. William Jaenike – Memory Joey 
Milani
Mr. David Kennicott – Honor of Bridget 
Ms. Sharon King
Jackie Lauber
Ms. Jean LaVallie
Ms. Shannon Leis – Honor of Nolan
Mr. & Mrs. Thomas Lithio
Ms. Nancy Mangum – Honor of John
Mary Payton’s Miracle Foundation
Ms. Michelle McCarley
McLane Advisors – Honor of Zachary 
Killinger
Minnesota Chapter Families
Ms. Nancy Peruyero – Honor of 
Nicholas & Noah
Ms. Heidi Quandt
Richard Ratz & Jane Emanuel 
Mr. John Scott
Mr. & Mrs. Warren Shuros – Honor of 
Kesley
Ms. Joni Spaulding – Honor of Michael 
Metcalf
Ms. Patricia Stubbs – Honor Zichaela 
Caffey
Ms. Jill Thompson – Honor of Nolan 
Leis
The VanHoutan Family
Ms. Kat von Tungeln
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2011 RUN FOR RESEARCH

Every step hurts. Every day leads 
further into the unknown. Every 
progression is met with a demoralizing 
dose of regression. This is the life of a 
family battling Batten disease.

One man decided to set his life aside 
and journey across the United States 
in honor of these rare warriors. He 
wakes almost every morning and runs 
a marathon, with the simple hope that 
someone, anyone will listen to this 
cause. That someone will look into the 
heart of his quest and see the amazing 
beauty and perseverance of these 
children and decide to do something 
about it. Most of his steps go unheard, 
outside of this small community, but 
the waves of support push him forward 
every day.

I had the unique opportunity to fly to 
Dallas, TX, at the half way point of 
Noah’s 2,400 mile journey. Not only 
did I get to spend time with Noah, but 
I had the chance to spend precious 
moments with families I’ve not met 

before. Those moments taught me to 
give beyond comfort and to live a life 
serving a greater cause then my own.

We all experience and perceive life 
differently, but the common ties 
that bind this community of families 
together is beyond humbling. The 
magnitude in which each family 
encounters the ebb and flow of life 
sends most into a 
deep dark cave. 
But you fight, 
each day you 
rise and face the 
circumstances 
and you hold 
out hope, that 
this day may be 
different.  
I’m beyond 
inspired 
by Noah’s 
persistence in the 
difficult situations 
he faces (nature, 
lack of coverage, 

RUN, NOAH, RUN!
Contributed by Eric Leslie

Noah Coughlan has been running 
across the southern United States now 
for more than 3½ months, with less 
than one month to go to complete his 
journey. Covering a distance of 2,400 
miles from California to Florida, he has 
been raising awareness and funding 
for Batten disease. Noah will be 
attending our Annual Conference this 
year to share his experiences about 
his journey in honor and memory of all 
our children. 

ALMOST TO THE FINISH LINE!
by Adina Ryan, Director of Development

From left: Michelle Killinger, Eric Leslie, Lauren Coughlan, 
Melissa Dugan Smith and Noah Coughlan attend the Texas 
Rangers vs. Anaheim Angels baseball game in Arlington.

finances, etc.), but my life is forever 
changed by the courage these families 
show, just by waking up and getting 
out of bed each and every morning.

Noah’s journey will end in July, but the 
significance of how this community 
has unified under one simple cause 
will live on forever. Thank you, Noah, 
for your 2,400 mile journey.

If you would like to help promote his 
big finish or come cheer him on at the 
Jacksonville, FL, finish line, please 
contact me.

http://www.bdsra.org

