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Research Updates

Update of Juvenile Batten disease proposed clinical trial
We (or I) have communicated periodically with Dr Jonathan Mink of the University of Rochester regarding the mycophenolate/JNCL clinical trial.  He reports they are working diligently and making real progress.  He will continue to update us via future issues of the Illuminator as plans become more definite.  
I (and many of our members) had assumed that as the drug was already FDA approved, a clinical trial could be quickly initiated. However, the existing manufacturer’s IND (Investigational New Drug) for mycophenolate (Cellcept) could not be used, so a separate IND application had to be made to the FDA.  The trial they are presently planning will be a safety/tolerability trial in the Batten population, although Dr Mink assures us that rating scale and other outcome assessments will be done.  Although the drug is approved for use in transplant patients, there are potential serious side effects that necessitate a study of safety in JNCL individuals. Planning for the trial will continue while awaiting FDA approval. 

(For an overview of the potential cautions for Cellcept, see      

(www.roche.usa.com/products/cellcept/pi.pdf)
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Research Money Awarded in February

BDSRA awarded grant money to two of our researchers during the month of February. 

2/8/08—Martin Katz, Ph.D. University of Missouri

“A canine model for therapy development of Late Infantile NCL”. Continuation. For operating room, supplies and a stereotoxic machine. $10,254.00

Blake’s Purpose, a BDSRA family’s non-profit, provided matching funds for Dr. Katz in the amount of $10,254.00

2/8/08—Douglas Portman, Ph.D. University of Rochester—(Neda Muzaffar) 2nd Year Studentship

“A nematode model for Batten Disease”. $25,441.00
BDSRA issued its annual Request for Proposals (RFPs) for all researchers and scientists interested in submitting a proposal for funding on March 1st. Recipients of these awards will be announced at the Annual Conference in July. 

Conference for South American Families

BDSRA and CEMECO – Children’s Hospital of Cordoba, Argentina, co sponsored a mini conference for families having children with Batten disease in South America. A few years ago, BDSRA provided some funding to Dr. Ines de Halac of Children’s Hospital to set up to do testing for Batten disease in South America. The result has been the identification of 45 children with Batten disease.

Unlike here in North America, there has been no support group or information available about Batten disease other than what they can find on the internet, almost all of which is in English, not Spanish or Portuguese. BDSRA has tried over the past year to have its information and books translated. Four of BDSRA’s publications are translated into Spanish but none, as yet, into Portuguese.

In an effort to help the families start their own support group and develop a better understanding of Batten disease, Dr Halac, BDSRA Director Lance Johnston and Raquel de Faria, parent from Brazil, put together a one and half day conference at National University in Cordoba, Argentina. The conference was attended by six families from Argentina and six from Brazil. Other families in those nations plus, Chile, Paraguay and Venezuela wanted to attend but were unable to for various reasons. Speakers included Dr. Halac, Romina Kohan, Adriana Cismondi and Lance Johnston on research into Batten disease. Seizures were addressed by Dr. Robert Caraballo from Children’s Hospital of Buenos Aires. The assembly was also honored to be addressed by Dr. Kremer, Head of Pediatric Neurology, Children’s Hospital, Cordoba.

None of these families had met each other before and many new friendships were created, just like at BDSRA’s annual conference. The families made the decision to form the South America Chapter of BDSRA and they are setting up their support system and doing awareness about Batten disease. Welcome to all families in South America.

Australia Chapter Awareness Day

The Australian Chapter of BDSRA has recently completed their annual Batten Awareness Day. Their big day was March 31, 2008. Activities planned for the day included a motorbike ride from Brisbane to the Gold Coast (approximately 100 km) and a Quiz & Auction night in Adelaide. The chapter also sells its Batten merchandise items each year. Check the July Illuminator for a full report on the Awareness Day.
Special Person-USA: Angela Lee Sanoski Verge (Kufs)—Brunswick, ME
Angela was born October 7, 1974 in Schenectady, New York.  She was welcomed by her parents and her 4-year-old sister, Melissa.  She was a normal healthy baby and a beautiful little girl.  When she was 2 ½ her family moved to Maine.  All during her school years she was very active.  She was involved in gymnastics, basketball, track and varsity cheerleading.  In high school she discovered that she was a very talented artist.  She made some beautiful pottery as well as drawings and paintings.  Because of her talent, she was chosen by her art teacher to study for a weekend at a prestigious artist’s colony in Maine.

After graduation from high school, she met her future husband, Neal.  In 1998 she went to Pensacola Christian College in Florida.  She earned a bachelors degree in Graphic Design with a minor in advertising.  It was during her last year in college that we started noticing some changes in Angela’s behavior.  

She started to have trouble reading simple paragraphs and could not remember the contents.   Her speech became slow and she couldn’t find the words that she was looking for.  In a group setting she would “zone out” and not participate in the conversation and she had become very forgetful.  She used to enjoy simple crossword puzzles and word searches but could no longer do them.   After graduation, we were able to spend more time with her and it became obvious that she had a serious medical condition.  
She slowly started losing more and more of her abilities.  She had trouble holding a job because she couldn’t remember or understand what she was suppose to do.  It was very “Alzheimer like”.   We were seeing a neurologist in Maine and he was looking for a diagnosis but after several tests, he referred us to a neurologist in Boston.  He also did several tests but could not find a diagnosis. 

On October 25, 2003 Angela and Neal got married.  At this point she was still driving a car and working although everyone knew that something was very wrong.  Shortly after the marriage, things took a rapid decline. She had to quit her job and stop driving.  Her hand writing became smaller and smaller until she could no longer write and her balance was so bad that she could not walk by herself without falling down. She became incontinent.  She didn’t speak much at all and when she did speak it was one or two words.  You could tell that she knew what she wanted to say but could not get the words out.  She recognized that she was confused and it scared her.  She could not safely be left alone so Neal started to bring her over to our house in the morning and we would care for her while he worked and then he would bring her home at night.

Things got so bad that in July of 2004 we thought she was dying.  We had her admitted to Mass. General Hospital in Boston for extensive testing.  She was there for a month and the only clue we had after all the tests was in a muscle biopsy where lipid was found in and around the cells.  It couldn’t be reproduced but after ruling out all other diseases, it was suggested that she probably has a form of Kufs disease, the very rare adult onset form of Batten disease.  There is no gene to test for this but the doctors feel this is a likely diagnosis.  In August of 2005 we took her to the Mayo Clinic in Rochester, MN. for another 2 weeks of testing. They could not confirm a diagnosis. Things have continued to progress since then.  Angela does not speak at all now and is completely paralyzed with a feeding tube. Her muscles are extremely rigid and no amount of medicine relaxes them.  She is still very bright eyed and smiles a lot.  She is definitely aware of what is going on.  She responds to all of us and laughs and smiles appropriately. She lives in a nursing home close by where there are a lot of young CNAs who love her and provide her with a lot of stimulation. Her Dad and I visit daily. Her husband Neal is still very much involved.  He picks her up every Friday night and takes her home for the weekend where he lovingly cares for her.  

We are very blessed to have Angela in our lives.  Everyone that meets her is inspired by her story.  We believe that God is using her in great and mighty ways.  We also believe in miracles and are praying for a great miracle of healing for her.  She is a strong, courageous young woman and I feel honored to be her mother. Thank you for letting me tell you about my beautiful daughter Angela.

Written by: Diane Sanoski—Angela’s mother

Special Child-International: Kyle Wester (JNCL)—Caledon East, Ontario, Canada

Kyle Wester – Born Sept 14, 1989

Our first born – WHAT A MOMENT!!!! – A little early but healthy.  All fingers and toes were there.  Kyle was handsome and of course from a mothers perspective “PERFECT”.  My Mother would say “Don’t blow your own horn”. In other words, let other people tell you he is beautiful.  His first seven years were wonderful including having his brother Craig (younger) to pick on.

I was working full time as well as Dad.  We had a day time Nanny named Karen in the home who took great care of them along with her kids Nathaniel and Cody.  We all became very close.  I came home from work one day and she stated that Kyle was putting on the wrong shoes and grasping for things on the counter.  I didn’t think much of it at the time.  We then noticed Kyle could not see a rainbow, so we thought he may need glasses.  Off to the Optometrist we went.  The doctor could not find anything wrong but his sight may be off but it was hard to tell as he was shy.  Kyle could not tell if he could see or if what he saw was normal at his age, we were to follow up in 2 weeks.  His sight got worse and we returned to the Optometrist.  The doctor could see that something was wrong – something shiny in his retina.  

His sight decreased faster than what was told and down to Sick Kids Hospital we go.  It could be Retinol Dystrophy, definition - something wrong with the retina but we don’t know what.  Not so bad as it would take a long time to loose his sight.  We were devastated that he would grow up without his sight but thanked God that he was with us and otherwise healthy. The pain is still with you as a parent along with other family members.  Kyle’s sight deteriorated quickly now, so we booked back into the hospital.  We were told we were over reacting!  Come back and follow up in a month!  The deterioration continued so we asked for another opinion.  It took another two appointments before they admitted the deterioration was excessively fast, Kyle could no longer see the eye chart.  Way too fast to be Retinal Dystrophy.  More and more testing and they have no clue. 

Next step is to the neurologist - quite the visit.  While we were in with the doctor, Kyle was being looked after by the nurse and he decided to walk off without her knowing.  We were all frantic looking for him, including the doctor.   The doctor actually found him playing in a plastic play house down the hall.  We all had a good laugh, what a character. The neurologist suggested doing a biopsy on his arm thinking it has mitochondria.  In my next breath I asked “What the heck does that mean” – Not good he says.  Finally we are called to meet with the Doctor.  Kyle has Batten Disease (JUVENILE NCL) – 100% fatal and no treatment to correct it.  Do we need a ride home since we are numb asks the Doctor.  We were to go home and enjoy what little quality time we would have with him.

We were lucky, 10 years have gone by and Kyle is still laughing, walking, talking and loving; he is a very wonderful, joyful and sometimes annoying teenager. He is very talkative and repetitive but we don’t mind as we know we will have appreciated this when he will no longer be able to speak.  

I personally have taken too much time being sad.  Please everyone, don’t make that mistake.  It’s not easy, but there is something to be said about what these kids can teach us, especially spiritually.  There are lots of bad times but there are many good times as well, focus on the good times!

It’s not an easy road to follow and we have learned that it’s OK not to feel ok all the time.   The BDSRA and other families are here for you and will help you every step of the way.  They helped our family many times so don’t hesitate to call. Thanks to all who support us. 
Written by mom: Kathy Wester

Rainbows - A Simple Father’s View
Rainbows fill our imagination with hope

There’s a pot of gold at the end of the rainbow!

Somewhere over …

Our world changed once, however, forever – watching a rainbow.

As we peered at the rainbow, our son could not find it.  It was hiding.

Our hearts, and our lives began to sink

Perhaps Kyle needed glasses.

A visit to the optometrist revealed he might need glasses; bring him back in three months.

A month later, we sat in the Optometrist office – something wasn’t right.

Kyle’s retina looked watery, so off to the specialists.

Months of testing and - Could be Retinitis Pigmentosa, oh well, he won’t go completely blind, it progresses very slowly.  Many trips later, and the doc agrees – finally – there is more to it.  He can’t see the chart in front of his face at all.  Kyle is blind!

Off to more specialists, next stop Neurology.

Could it be the big C, mom and dad worry?

Finally and answer – No, but it might as well be.

The fateful drive the next morning will reveal the future.

BATTEN Disease, Neuronal Ceroid Lipofuscinoses – took me six months to pronounce it, and many years to comprehend it.

Blindness, seizures, personality changes, bed ridden, dementia…… and 100% fatal.

Perhaps a couple of good years left – buy a video camera.

All the hopes and dreams of a Rainbow vanished for Kyle, along with the hopes and dreams Mom, Dad, and Brother had for him.

He dreamed of being a hockey player, a basketball player, a musician, a racecar driver, but most of all about love, marriage, and having his own children.

Never giving up, living life to the fullest.  Teaching many of us the true meaning.

He fights with every breath.  Skiing, Hockey, Basketball, Guitar, Swimming, Mountain biking, the list goes on.

His life degrades, but his hopes and dreams keep him going.

His biggest dream of joining Jesus in God’s home is approaching,

For me it is hope I can hardly bare.

Rainbows -  Hope and Dreams,

I’ll never be able to look at one again without seeing you son

Maybe Heaven is the pot of gold at the end of the Rainbow!

I can only have prayer.

Written by Will Wester—Kyle’s father

International Batten Disease Awareness Day

The first ever International Batten Disease Awareness weekend is scheduled for June 7 & 8, 2008. Developed by the BDSRA Board of Directors, this weekend is meant to bring attention to Batten Disease, our exciting research, and the worthy cause the BDSRA represents. It is a time when everyone can join in a united front to raise money and awareness for Batten Disease. 

This will be a “grassroots” effort for everyone as it will take the support of all of our families to spread the word. There are many things you can do to help raise awareness for Batten Disease. BDSRA has an informational booklet about easy fundraising ideas. The website will also have information available about ways you can raise awareness and funds with things like a “No-Show Potluck.” 

If you have questions, ideas, or would like to help out with the International Batten Disease Awareness weekend, please email Warren Shuros: wshuros@msn.com. As more information becomes available, please continue to check the News Flash and the “Fundraising Tips and Events” section on the BDSRA website to stay up-to-date.
In the Nurse’s Corner
How to Help the Sibling(s) of a Terminally Ill Child 

“When my brother was dying, there were so many things I worried about.  Mom and Dad were so upset all the time, but they let me know it was OK to ask them questions.  It helped to know that they would always tell me the truth about what was happening.”

The same issues that arise when talking with your seriously ill child will also often be present for his/her siblings.  The information provided on these pages can also hopefully be able to help guide you when talking with your other children.  However, siblings may have some additional questions and concerns.  Although you have likely already answered some of these questions at the time of the initial diagnosis of a life threatening illness, they may arise again at another time.  Below are some suggestions for how to address these questions.

Can this happen to me or to somebody else I love?  Your child’s siblings may worry more about their own health or that of family and friends.  For example, they may worry that a cold or minor aches and pains mean that they are seriously ill.  Explain to them that no one knows why some people get serious illnesses and others do not, but the pains, colds, etc. do not mean that they will also get a fatal illness.  Your child may also worry that another family member may die.  Reassure him/her that although no one knows when we will die, most people live a long time.  Explain to them about the genetics of Batten Disease, especially if they are older than the affected child.  If they are younger, you can always have them tested very easily.

Did I do something to cause the illness?  Siblings of a child with a serious illness often feel responsible for the illness.  They question whether their behavior or thoughts somehow made their sibling sick.  Reassure your child again that the illness was not because something he/she did or did not do.  Praising all the helpful things he/she has done while his/her sibling has been sick may help with these guilty feelings.

Can I still play with my friends and go to school?  It is important to spend time with their ill brother or sister.  It is also important for them to continue doing “normal” activities such as being with friends and going to school.  Although their desire to participate in these activities may make it appear as though they are not upset, it is likely that these activities are providing the support and structure they need to help them cope.

What will happen when my brother/sister dies?  Siblings may worry what will happen to their sibling’s room and toys or they may wonder where he/she will be after he/she dies.  Although your response to this will depend in part on your religious beliefs, it may be helpful to assure the children that their sibling will no longer be sick or in pain.  Children may also wonder about things like funerals and wakes.  Giving them step by step explanations about what will take place will make these future events less scary to them.

What should I do when Mommy and Daddy are crying?  Children see their parents as strong caregivers who comfort children when they are crying.  Telling your children that they may see you upset from time to time can help them accept this better.  Let them know that you will be okay, and that even though you are sad right now because of their sibling’s illness, you can still take care of them.  Tell them what would be most helpful to you when you are upset (playing quietly in another room, giving you a hug, etc.) so that they feel better prepared when this happens.  However, be careful you do not give the message that they are responsible for taking care of you.

What do I say when people ask me questions about my brother/sister?

Children often feel uncomfortable with the increased attention focused on their family when a family member is ill.  They may not know how to answer questions about their sibling’s condition or about how their family is coping.  Practicing a range of answers with your child can help them feel more comfortable in these situations.

It is possible that your other children will feel jealous or angry at times because you are not able to give them as much individual attention right now.  Although most of your time and energy will need to be directed to your ill child, try to find some special time to spend with your other children when possible.  By spending even a few minutes talking to your other children about things that are meaningful to them can be comforting.  Focus on the quality of that time together rather than the quantity.  

Telling a child about a loved one’s serious illness should be an on-going process, and it is best not to give too much information at one time.  The rate at which it is done and the amount and type of information given will depend largely on the age of the child as well as the rate of progression of the illness.  The choice of words used is important – clear, correct, and precise words are best so that misunderstandings are prevented whenever possible.  Trying to explain to children about a serious disease such as Batten Disease when you do not understand what is happening yourself may be one of the reasons why you put off doing it.  Finding the right words to use can be difficult.  Start initially by referring to things the child already knows about his/her sibling – that he/she has trouble walking, or seeing.  Explain to your child/children that you have taken your “sick” child to the doctor and that as time goes on the walking will get worse or that he/she will become totally blind.  You may want to explain a little more or this may be enough for this time, but you have brought the subject out into the open and sharing the fact that the disease is not a taboo subject, but one that is safe to discuss. 
Gradually, give more information about the illness and its effect.  If you include something about how the illness may progress, it also helps the child to feel you are in control, but stress how variable Batten Disease can be.  Talking about the practical steps you have in mind to help the family manage is also important.  Children may become frightened by the changes in their sibling with Batten Disease. They see him/her not being able to play as he/she used to and to be more dependent on Mom and Dad, becoming more unable to do things.  Thus he/she can become angry and irritable caused by intense frustration may worry the other children especially if they do not understand the cause.  Time spent giving a simple explanation will help children to cope.  Children are acutely aware of “differences” and may be embarrassed by the way their sibling has changed since the illness has begun.  They need to understand that and be helped. 

Close friends also need to know what is happening and be encouraged to continue coming to the home as often as possible.  Telling a child that someone they love has an illness from which they will die, is hard.  Just thinking about it may cause you great distress, and you will probably feel you want to protect the child from similar feelings or yourself from the child’s distress.  What you say needs to reflect the stage of the Batten Disease.  Children’s understanding of time scales is very different from adults.  If it appears likely that their sibling will not die in the near future, then the child needs to be told that the death is unlikely to happen for some time.

Children’s understanding about death depends not only on their age and own experience but also the family’s religious beliefs.  Some parents may have had an opportunity through family bereavement or the death of a pet to explain how natural it is to feel sad when a loved one dies.  It also shows that happy memories can live on after the sadness. For some children, the only experience of human death is of the violence reported on television news or on films.  They may have come to believe that all deaths are like this but need reassurance that this is not true.
Well Siblings

A sibling can influence a person’s feelings about himself/herself, his/her perception of others, and even how much he/she accomplishes in his/her life.  Pretty powerful.  Well siblings have a myriad of mixed emotions about their affected brothers and sisters.  Studies show that in addition to feeling protective and loving toward them, the unaffected child can feel angry at, guilty about, or even embarrassed by his/her special brother or sister.  If the healthy sibling’s feelings are overlooked or ignored, serious problems can erupt in their lives.  Young children may even believe their mother intentionally made their sibling sick.  Parents, who ignore a child’s comments or questions and refuses to give them sincere answers, only beget confusion and anger.  There can be more nightmares and fears.  They can eventually poison the parent-child relationship and destroy the child’s sense of trust.  
Kids – especially school-age children - also fear that they will catch their sibling’s condition.  Older kids may worry that their offspring will inherit what their sibling has.  They need enormous reassurance that they will not get their sibling’s illness.  First, explain your special child’s problem.  Even if it is genetic, most childhood genetic conditions are uncommon.  Offer hope that by the time the older kids become parents, doctors will probably have a way to treat the condition.

Talking to Well Children

Sometimes explaining a child’s disability is so painful for parents that they dread discussing it, even with their other children.  This is particularly true if a child has a congenital illness that the parent knows came from his/her side of the family or was due to something he/she did, but we know the genetics of Batten Disease. Avoiding explanations would be okay if no one was adversely affected.  The trouble is that burying such information only leads to more difficulties that can damage well siblings and their lifelong relationships.  If children know that talking about the condition is taboo, then irrational, guilt-ridden, and unsettling thoughts grow unchecked.  These ideas can manifest themselves into serious fears and resentments or an inability to form intimate relationships down the line.  When parents do explain what happened, sisters and brothers may feel bad, but at least they have some grasp of what is occurring.  Siblings in the know grow to understand the family dynamics more completely and ultimately admire their parents’ fortitude and abilities. 

No Way to Feel Right

Once you have decided the how’s and why’s of your special child’s condition, it is critical for well siblings to know that their feelings – the guilt, the embarrassment, the resentment – are all real and acceptable.  Remember the situation can be emotionally intense.  Chances are everyone has mixed feelings.  There is no one right way to feel.  Often kids complain about a sibling’s behavior.  “It is frustrating when Jill acts that way in public.  And even though you understand why, it can still be embarrassing.  The problem is, this is the stage she is at now.  We need fresh ideas on how to help her”.  By engaging the creativity of the well siblings, everyone in the family is strengthened.  Periodic family meetings are good settings for discussing feelings.  You can do this with or without professional intervention.  The sessions give everyone a chance to air his or her thoughts.  Parents will hear what their children have to say about a brother or sister with special needs.  When there is stress, feelings can be overlooked and become dangerously overheated.  Minor irritations can quickly escalate into major problems. 

It is best to try to set things straight out on a regular basis.  Family meetings can also help dispel the rage siblings often feel toward their affected brother or sister because of what they perceive as a unique tie between you and your affected child.  Sometimes the “well child” will wish he/she had a problem to get more attention from his/her parents.  Parents automatically take extra time with their affected child – between visits to the doctors and other professionals, it cannot be helped.  But the other children can perceive this as favoritism.  

Commonly, the well-siblings vies for parental attention by either pretending to be sick or actually hurting himself/herself so that he/she can see the doctor with Mom and Dad, too.  He/she wants reassurance that he/she is loved as much as his/her brother or sister.  This is frustrating for parents, especially when they are “wound up” over their unhealthy child.  One of the most reassuring ways to let the non affected children feel valued is to spend time alone with them.

Easing Bad Feelings

There are ways to help ease bad feelings, too. You can physically express attention for the well siblings with extra hugs or kisses.  Remind them of how great you think they are.  Reiterate that the reason you spend more time with your affected child is not because you love him/her more but because he/she has different needs.  You can also say you can understand why that makes other children in the family feel ignored or angry.  Ask him/her to be sure to tell you if he/she is ever feeling ignored so that you can let him/her know how very special he/she is to you.

There are many more issues to discuss concerning siblings.  We will be talking about many topics at the conference is a session this summer.  Hope you will be able to attend.  If you have any questions concerning this article or about conference, please call the office.
Nancy Carney, RN 877-642-5512--nancycarney@bdsra.org
Medication Book

BDSRA Nurse, Nancy Carney, has been working hard to update her Medication book to include all of the latest and most up-to-date drugs used for children with Batten Disease. Since the debut of her book in 2001, many changes have happened in regards to medications and those typically prescribed to our children. She hopes that this newly revised version will help parents be better prepared when talking about medications with their pediatricians and neurologists. Her book is now available! To receive a copy of the book, please contact Nancy at 1-877-642-5512.

Monthly Chats

As a way to get more communication between families, besides the one time a year at Conference, I have begun hosting Monthly Chats. These chats are about topics important to our families. We have discussed topics such as Fundraising, “Emergency Preparedness for Families who have Children with Special Needs”, Education, and “How to Choose the Right Doctor”. On Monday, April 14, 2008 we will be having our next Monthly Chat at 9:00 pm EST/6:00 pm PST. Our topic will be “Transitioning into Summer” and we will discuss how to better help your child move from the school setting into the day-to-day activities of summer. I will post a reminder on the Bulletin Board in early April along with instructions on how to access the Chat Room. Please mark your calendars and we’ll see you on April 14th at 9:00 pm EST/6:00 pm PST. 

-Amy Kirk: Coordinator of Family Services

Summertime Fun

With summer rapidly approaching, many parents face the challenge of how to provide entertainment and appropriate supervision for their child with Batten Disease. While other children may be able to go on summer long camping trips or attend residential camps, what types of accommodations are available for your child with Batten Disease? My article this quarter will discuss different options you may have for your special child and their special needs when it comes to summer fun.

As a child you may remember going to camp every summer, reuniting with the same friends, swimming until your lips turned blue, and eating hot dogs at least three nights a week. Summer camp is a great experience for any child, even a child with Batten Disease. There are camps and other opportunities available during the summer months that are appropriate settings for your child. Often, parents do not know where to look for these camps or are afraid that they might not provide the right experience for their special camper. In today’s world, summer camps for children with special needs are everywhere. Unfortunately, there is no camp specifically for a child with Batten Disease, but there are other camps available for children who experience many of the same challenges as your child. 

So where do you look to find a summer camp? Do you send your child miles away to a residential camp or stay close to home at a day camp? Do they have the appropriate equipment and accommodations for all of your child’s needs? These are all important questions to consider and ask when looking for a camp. The first place to look could be your child’s school. Does the school offer a summer program or day camp that your child can participate in? If your child receives special services through the school, the same services could be available during the summer months in conjunction with a day program or camp. If your child attends a School for the Blind, it is very possible that they provide some sort of summer programming. However, if your school does not provide a summer program, ask the teacher, principal, or aide about any other programs or camps in your area. 

If there is a YMCA nearby, inquire about summer camps through them. Many YMCA’s across the country provide summer programming for children of all ages. Be sure to ask if they can provide the appropriate accommodations for a child with special needs. If your child needs more one-on-one attention, can they provide that? If your child is in a wheelchair, can they make the activities adaptable for your child? These are just some of the challenges when looking into a summer camp that is not geared specifically for children with disabilities. 

If you’re looking for a summer camp that is more directed towards your child’s needs, like blindness or seizures, these camps are also available. They can be a little harder to find and may not be as close to your home, but may provide a better camping experience. Contacting your area Easter Seals (www.easter-seals.org) or United Cerebral Palsy Foundation (www.ucp.org) may be the first step. These organizations provide services to children with many different disabilities. If they don’t provide a program or camp that suits your needs, they can most likely point you in the right direction. You may also want to contact your local Epilepsy Foundation (www.epilepsyfoundation.org), Foundation Fighting Blindness (www.ffb.org), or American Foundation for the Blind (www.afb.org) for more information about disability-specific camps in your area. You may also want to contact your local Moose Lodge, Elks Lodge, Rotary Club, or Lions Club to see if they provide any summer camps in your area. Many of these community membership clubs use their money to benefit the community in ways like this. For example, the Lions Clubs in Kentucky has a camp for blind and visually impaired youth ages 8-15. This camp is free to any children who qualify and the Lions Club even provides across the state transportation if needed. Many summer camps also provide scholarships for families who may find it financially difficult to pay for a camping experience. Ask about the scholarship requirements and apply. 

Below are a few tips that parents can use when finding and inquiring about camps. These tips were taken from Volume 38, Issue 03 of Exceptional Parent Magazine:
10 Helpful Hints to Prepare Your Child with Special Needs for Camp

· If possible, visit the location prior to camps so your child is familiar with the people and surroundings.

· Ask staff to explain routines and schedules to your child each day.

· Create tactile supports of routines, camp rules, and instructions for specific activities for staff to use with your child at camp.

· Write a social narrative to read with your child about going to camp and what will occur during the week.

· Provide the staff any information that would be helpful in meeting the physical, behavioral, health, social, and communicative needs of your child.

· Provide staff with strategies of what to do if your child is having a difficult time or ways to calm them.

· Send equipment that would help your child participate in activities and communicate with others.

· Share with staff what your child’s strengths and interests are, and prepare them for any issues that may arise at camp.

· Assist your child with getting their bag packed and remember to label everything!

· Talk openly with your child about what to look forward to at camp and answer any questions or concerns they may have.

Questions to Ask When Choosing a Camp for Children with Disabilities

· Will the camp include activities that my child enjoys and is interested in?

· Will my child be able to participate fully without being left out of some activities?

· Is the camp designed for children with disabilities, or is it integrated with other kids?

· What is the ratio of campers to staff and how experienced is the staff in working with kids with disabilities?

· Is the camp able to accommodate my child’s specific physical, behavioral, communication, or health needs?

· Has the camp served children with disabilities before?

· What are the camp’s goals for campers?

· What kinds of screening and training do the staff participate in?

· How are the campers grouped? By age? Gender? Ability?

· Are parents contacted if there is a concern about the child?

· Is feedback provided at the end of camp, concerning the child’s experience?

Below are a few websites from About.com that will help you find a special needs camp in your area. You can search these sites by state, activity, length of time, age, and/or disability:

· Easter Seals Camping and Recreation List: http://www.easter-seals.org
· Association of Independent Camps: http://www.independentcamps.com/
· Camp Resource.com: http://www.campresource.com

· My Summer Camps.com: http://www.mysummercamps.com

· Very Special Camps: http://www.veryspecialcamps.com

· Camp Specialists: http://www.campspecialists.com

· Kid’s Camps.com: http://www.kidscamps.com
Remember, camp can be a fun experience for a child of any age or ability. It is all about finding the right camp that best suits your child’s needs. As always, please feel free to contact me with any questions regarding this article. 

Amy Kirk, MSW, LSW--1-888-379-2546--kirka@bdsra.org
SmartRaise

BDSRA is now listed with SmartRaise.com, another great fundraising website that allows your favorite charity to benefit when you make purchases online. It is an absolutely free program for BDSRA and allows shoppers to pay the same prices they would if they were shopping through the store’s own website. Some of the online stores that help support SmartRaise include Sears, Best Buy, Staples, Target, and hundreds more. Using SmartRaise to purchase through All-Ink.com, not only do you save money on ink cartridges, but BDSRA receives a 15% kickback reward of your entire purchase! You can become a supporter of BDSRA by visiting the SmartRaise website (www.smartraise.com) and signing up. It’s free and easy. Then, every time you want to make a purchase online, visit the SmartRaise page first to make sure that BDSRA benefits from your purchase. Help spread the word about SmartRaise and how it can benefit BDSRA. If you have questions, please contact Amy at kirka@bdsra.com or 1-888-379-2546.

Food Lion Shoppers can help Support BDSRA

BDSRA has enrolled in the Food Lion Lion Shop & Share program. Lion Shop and Share is the easiest, most convenient way to raise money for your local not-for-profit organization. Each time you shop at Food Lion and use your MVP card, a portion of your total grocery purchase will be donated to BDSRA. Food Lion knows it is important to be involved in the local communities in which it serves, and Lion Shop & Share is our way of helping you help your community grow and prosper. 
Please help BDSRA by linking your MVP card and shopping at Food Lion. You may link your MVP card by visiting our website at www.foodlion.com and clicking on the “In the Community” tab on the left side of the screen. You’ll then want to click on “Lion Shop & Share” to link your MVP card to BDSRA.

Remember to shop Food Lion and scan your MVP card. This program does not interfere with the MVP discounts and no MVP product has to be purchased to participate.
A New Novel by Wendy Bills, PhD: “Eight to Hope”
Dr. Bills has made a tremendous impact on how well the children with Batten disease are received and taught in schools across the country today. Her insights and heartfelt efforts are without a doubt instrumental in making the school years happier for everyone as well as being a time when the children continue to be challenged to grow and develop as much as possible.

Whether it is holding out their arm to give blood for a research project or holding a fund raiser to enable a scientist to continue a project to develop a treatment, it is the families and their friends who are every day working to make the ultimate goal of a cure a reality. Your purchase of this book helps us to help the children through support of the family and funding research to continue forward. Proceeds from the book will help to support BDSRA. Order today!

Preorders will be accepted until June 1, 2008. Order today and save $3. To preorder send a check or money order for $12 to:

Wendy Bills 






1141 W 13200 S 

Riverton, Utah 84065

Send in Your 2008 Dues

Dues are to be paid to BDSRA once a year per family or per individual. The fee for dues is $20.00, the same as 2007. Checks can be made out to BDSRA with “Dues” in the memo line. This money helps keep things like the Illuminator, programs for families, and the National Office in operation. It also gives you a vote in the upcoming Board election. If you have an active chapter in your area, please send your dues to that chapter. All other members can send their dues to the National Office. Please start sending in your 2008 Dues today.
Family Fundraising News
Festival of Hope—Raleigh, NC

The 2nd Annual Festival of Hope Craft Fair and Silent Auction was held on Saturday, October 20th, 2007. It was again held at the New Community Church in Raleigh, NC. New Community Church has been very gracious in donating the use of their facilities for 2 years now for this event. Live music was also played by George Fuller, founding pastor of NCC. A wide variety of crafts and goods were offered for sale, such as hand crafted jewelry, children's clothes, hair bows, hand made lip glosses, and pottery. The Hawkins, Lowther, and Leffler families were also there selling their "Favorites From Friends" cookbooks, marshmallow shooters and hand crafter shaker style cooling racks. Silent auction items ranging anywhere from jewelry to round trip airline tickets to an autographed Carolina Hurricanes' jersey were available for bidding. A grand total of $5,168.10 was raised for the Juvenile clinical trial.

1st Annual Blake’s Purpose Golf Tournament—Sacramento, CA

Dawn Jaeger (son Blake-LINCL) and the Blake’s Purpose Foundation held their 1st Annual Golf Tournament on November 2, 2007. The day was full of golf and festivities including a silent auction and entertainment provided by David Garibaldi. The event helped raise money for LINCL research. For more information and pictures, visit www.blakespurpose.org. 

Annual Cookie/Candy Fundraiser—Appleton, WI

Debbie Buckoski, member of the Midwest Chapter, held her annual Cookie/Candy Bake sale fundraiser during the 2007 Holiday season. This fundraiser was a huge success, raising $3,800 for BDSRA! Great job Debbie and the Midwest Chapter. 

Taylor’s Fairy Tale Ball—Charlotte, NC

Taylor's Fairy Tale Ball took place at Roof with a View in uptown Charlotte, N.C. on Friday, February 8, 2008. Close to 175 people took part in the magical evening. This event was hosted in honor of nine-year-old Taylor King—INCL.

The gala raised over $25,000 in support of the search for a cure. As guests arrived, they immediately entered an enchanted forest of silvery branches, twinkling lights, fairy tale images that danced along the walls and plenty of sparkly pink, Taylor's favorite color. In addition to enjoying fine food, music and dancing, guests had the opportunity to bid on great items, including golf lessons, theater tickets and vacations in Wrightsville Beach, N.C. and Munich, Germany in a silent auction. The evening's program featured David Pearce, Ph.D., a world-renowned Batten Disease expert from the University of Rochester, and Taylor's sister, Laura Edwards. To view or purchase photos from Taylor's Fairy Tale Ball, visit www.fairytaleball.photoherald.com. Photos will be available until May 2008.

Thanks to SouthPark Magazine, Charlotte Weekly and the Charlotte Observer for helping publicize the event! Taylor's Fairy Tale Ball Committee would like to thank all silent auction donors, individual sponsors and the following businesses for their generous support of the ball:
A Plus Signs * Athens Paper * Big Time Products * Creative Marketing Solutions * David Pearce, Ph.D. * DJ Doug Armstrong * Kori Hoffman Photography * Luquire George Andrews * My Flower Pro * Party Reflections * Porcupine Provisions * Queen City Benevolent Society * Roof with a View *Wonderworld*
5th Annual Trivia Night & Silent Auction—Columbia, MO

Ron and Lugine Hein (son Austin-JNCL) hosted their 5th Annual Trivia Night and Silent Auction on February 29th, 2008. The event had 37 teams and 280 people in attendance. The Trivia Night even had the support of local radio disc jockey Chris Kellogg from KPLA 101.5 FM. The event raised $7,100 for BDSRA. $5,000 of the money raised will be going towards the Juvenile Trial, while the remainder will be given to the Heart of America Chapter. The Hein’s plan to have 2 events next year with one in February in Columbia and the other in March/April in St. Louis to help promote the 2009 BDSRA Family Conference. Great job Hein family!

Upcoming Fundraisers—Hamilton, ON, Canada

The Carter family has 2 fundraisers planned for 2008. On February 16, they are planning a Valentine’s Day Dance. On June 17, they have a Golf Tournament planned. We look forward to learning of the outcome of both fundraisers. Great work and good luck, Carter family!

Salon Benefit for Batten Disease—Caledonia, MI

Heidi Christine’s Salon is the family salon for David & Joan Ditmar (son Mitchell, 18, JNCL) in their town of Caledonia. Their stylist Dana and salon manager Chris came up with the idea of this benefit for Batten disease. The salon is offering discounted services on haircuts, manicures, and pedicures with all of the proceeds, tips, and donations benefiting ongoing Batten disease research. The benefit will take place on March 22, 2008 from 3pm-6pm.
Art of Imagination Show—Reno, NV

Derek and Christy Allbee (son Connor, 13, JNCL) are hosting an evening of magic, illusions and comedy for the whole family. The evening’s events will be led by Garry Carson, a world-renowned magician and entertainer from Las Vegas, NV. The show will be held on April 16, 2008 at the Boy’s and Girl’s Club of the Truckee Meadows in Reno. All of the proceeds raised will be donated to BDSRA. The show begins at 6:30 pm. For ticket information, please contact Derek & Christy at (775) 329-0587 or Penny & Krystal at Model Dairy at (775) 788-7900. 
Basket Party and 2nd Annual Family Festival for Batten Disease—Charlotte, NC

The Hawkins Family (Brandon and Jeremy—Juv) along with WR Odell Elementary Academically and Intellectually Gifted class will be hosting a Basket Party on Friday, April 8th. Attendees will have the opportunity to win one of many different themed baskets. The Hawkins’ are also hosting their 2nd Annual Family Festival for Batten Disease on June 7, 2008 in conjunction with the International Awareness Day. This year’s event will include a 5k run, 1 mile fun run, and silent auction. The event will be held at the Harris Road Middle School in Charlotte. For more information, please contact Chris Hawkins at chawk328@ctc.net.

3rd Annual Jackson’s Hope Golf Tournament—Sarasota, FL

The Smithers’ family is hosting their 3rd Annual Golf tournament in memory of son and grandson Jackson (INCL) on Sunday, April 20th, 2008. The tournament is being held at the Oak Ford Golf Club in Sarasota. This tournament has helped raised almost $10,000 annually for INCL research and local scholarships for students. Good luck Smithers’ family. For more information about the golf tournament, please contact Alice Smithers at (941) 809-7124. 

The Relay: 199 Mile Relay Race—Vacaville, CA

The Allio family (daughters Catie and Annie—JNCL) is participating for the 8th time in a 199 mile relay race from Calistoga, CA to Santa Cruz, CA on April 19th and 20th. There are currently 3 teams registered to run in the event. Each team consists of 12 runners who run between 13-19 miles in a relay-style race! Joe Allio participates on one of the teams while wife Kathy, son Tony, and daughters Catie and Annie help feed the runners before the race and help throw a party in Santa Cruz for the runners when the race is completed. Joe runs with his colleagues in the police department under the name “Catie and Annie’s Cops.” Good luck Joe and the rest of the Allio Family! For more information, please visit The Relay website: http://www.therelay.com

Walk With Nick Against Juvenile Batten Disease—Baltimore, MD

John and Tina Heuchan (son Nick—Juv) as founders of the Nick’s Battle Foundation are hosting the “Walk With Nick Against Juvenile Batten Disease” event on Saturday, April 26, 2008. The event is being held at Norwood Elementary in Baltimore. The event includes a walk for the Norwood students, a ½ mile community pledge walk, and a car show. Deejay Jimmy will be providing the day’s musical entertainment. The day’s activities will run from 10:00 am to 2:00 pm. For more information, please visit the Nick’s Battle website at www.nicksbattle.org.
No Show Potluck—Caledonia, WI

Joseph and Sue Sivulka are hosting a “No Show” Potluck in memory of their daughter, Linda’s, and the first anniversary of her Angel Day. Linda had JNCL and passed away on May 9, 2007. The Sivulka’s have invited friends and family to “not show” for their first ever “No Show” Potluck dinner event. Donors have the chance to win a $100 gift card of their choice. For more information about the event, please call the Sivulka’s at  (262) 835-1364. 
Hope for Batten Cure 5 mile Run/2 mile Walk/1K Fun Run—Dallas, TX

Nancy Lowden, grandmother of Chris and Danielle Lowden’s children (son Eric, daughter McKenna-JNCL) is hosting her first ever Run/Walk/Fun Run event to help benefit Batten disease research and BDSRA. The race is scheduled for May 10th, 2008 at Flag Pole Hill Pavilion in Dallas, TX. Participants will start the race bright and early at 9:00 am with registration beginning at 8:00 am. There will be prizes awarded for the top runners. For more information, please contact Nancy at nslowden@swbell.net or visit the Hope for Batten Cure website: http://www.bdsra.leapserve.com. Good luck Nancy and our Dallas/Ft. Worth families.

Minnesota Chapter Annual 5K Run/Walk for Batten Disease—St Paul, MN

The Minnesota Chapter of BDSRA and the Ramsey Co. Sheriff’s Department has planned their annual 5K Run/Walk for Batten Disease for May 10, 2008. The event is being held at Lake Phalen, just as it has in years past. The event will also include a silent auction and prize raffle. The Minnesota Chapter also hopes to have one of our Batten Disease researchers speak at the event. If you are interested in helping out with the event, donating an item to the silent auction or prize raffle, or have general questions, please contact Joni Metcalf at joni_metcalf@hotmail.com.
Hayden’s Hope Benefit—Two Rivers, WI

The Thelen Family (daughter Hayden-INCL) is holding their first ever Hayden’s Hope Benefit on May 23, 2008. The event is being held at the Two Rivers Community House in Two Rivers, WI from 6:00 pm to 11:00 pm. The night’s events will include a silent and live auction, raffles, kids’ carnival, food, drinks, bracelets, t-shirts, and much more. For more information, please visit the Hayden’s Hope website at www.helphayden.com or email Beth Lasak at helphayden@gmail.com 
3rd Annual ‘Toast to Dionysus’ Event—Kingsville, ON, Canada
On June 7, 2008 (National Batten Disease Day) the Mastronardi Estate Winery will host the 3rd Annual 'Toast to Dionysus' event in memory of Brittany Mastronardi, daughter of Tony and Eadie. Brittany succumbed to Late Infantile Batten Disease in 2002. Proceeds from this event go to BDSRA. 

This event will be of interest to those living in Southern Ontario, Michigan or Ohio. You can purchase tickets by calling the winery toll-free at 1-800-320-5040. Those wishing to take advantage of the Dionysus Getaway Packages, which include overnight accommodations, tickets to the show and other amenities, can call 1-800-638-3945 or visit www.mastronardiwines.com for additional booking information. Pavlo (Mediterranean guitarist extraordinaire!) returns to Mastronardi Estate Winery to perform the road production of his recently recorded PBS special - Pavlo: Mediterranean Nights. The event has gotten bigger each year and sells out quickly so get your tickets early.
Melissa Froio Foundation Annual Golf Outing—Sicklerville, NJ

The Froio Family (daughter Melissa-LINCL) will be hosting their 9th Annual Golf Outing on June 20, 2008. This event has helped raise money for BDSRA and Late Infantile research. With over 150 golfers in attendance every year, the 2008 outing should be no different. The golf tournament features lunch and dinner, refreshments, a Chinese auction, and sports memorabilia. This year the Philadelphia Eagles Cheerleaders are expected to make an appearance and will be part of the foursome pictures. BDSRA families are welcome to attend. For more information, please go to the Melissa Froio Foundation website: http://www.melissafroio.org
5th Annual “Kevin’s Fund” Golf Tournament—Hagerstown, MD

Martin and Vicki Lumm are hosting their 5th annual “Kevin’s Fund” Golf Tournament on Friday, June 27, 2008. The money raised from the tournament benefits the Kevin Lumm Memorial Fund which in turn provides assistance to families with Batten disease in the area and the BDSRA. Prizes for the event in the past have included a 2 year lease on a 2007 Saab for a hole-in-one contest, 7 day cruise, door prizes and many others. The day includes donuts, coffee and juice in the morning, a luncheon buffet after the tournament, and guaranteed fun! For more information, please contact Martin and Vicki Lumm at (240) 313-2234. 

2nd Annual Blake’s Purpose Golf Classic—Sacramento, CA

Dawn and Jeremy Jaeger (son Blake-LINCL) along with the Blake’s Purpose Foundation have announced that they will be hosting the 2nd Annual Blake’s Purpose Golf Classic on October 17, 2008. The Golf Classic is being held at Catta Verdera Country Club. Last year’s event raised a substantial amount of money for Late Infantile Research, and it is the Jaeger family’s hope that this year will be even bigger and better. For more information, please visit the Blake’s Purpose Foundation website: http://www.blakespurpose.org
Roasted Coffee Beans for sale on website-Chatham, Illinois

David Dahl, father of son Clifford (JNCL) has been roasting coffee for awhile now and even has his own coffee roasting business in Chatham. Dave recently found a website where people can sell their hand-crafted goods to a large spectrum of consumers. Through etsy.com, buyers can purchase Daveshomeroast special blends for only $10/lb. David is donating all the proceeds, including shipping costs and overhead costs, to the Juvenile Trial. Visit his page and purchase his coffee today. http://www.daveshomeroast.com

Heart of America Dinner Auction—St Louis, MO

The Heart of America Chapter is having their next Dinner Auction on October 25, 2008 at the Sheraton Chalet in St Louis, Missouri. The money made from this evening will go to help Juvenile Batten Research. If you would like any further information please feel free to contact Diane and Mike Carbrey at dinamik@usexpress.net. Anyone who would like to attend is welcome!

Correction from the January Illuminator

In the January 2008 Illuminator, we had published that Becky Lucas (son Chris Gaines-JNCL), of Jemison, AL had hosted a golf tournament on September 29th to raise money for BDRA. In the article we mentioned that University of Alabama Head Football coach, Nick Saban, had played in the tournament. This information was not correct. Coach Saban had donated a football for auction at the tournament, but unfortunately did not play in the tournament. 

Available Equipment List
BDSRA has a large inventory of available medical equipment for our families. This equipment is available through the Medical Equipment Exchange program and does not cost families anything to receive donated equipment. This program is also available to families who have equipment that they no longer need and would like to donate to other families. Below is a list of equipment currently available through the program. If you are interested in receiving a certain piece of equipment, please contact the BDSRA National Office. If you have a piece of equipment that you would like to add to the list, you may also contact the BDSRA National Office. You can contact the office at bdsra1@bdsra.org or 1-800-448-4570. 

Wheelchairs and Mobility Equipment



1. Manual wheelchair--currently at BDSRA Office

2. Manual wheelchair--adjustable head and arm rests; excellent condition

3. Quickie TS Tilt & Space--seat 18” wide; 20” deep; 21” J-Form; 18” wide back; larger wheels (no room for adjustments)

4. Quickie TS Tilt & Space--seat 16” wide (no room for adjustments)

5. Zippy made by Quickie--pediatric; new seat covers, eye to eye head rest, boxed padded foot rest; still has extension room

6. Adult Wheelchair

7. Quickie Wheelchair--currently in BDSRA Office

8. Pony Walker--currently in BDSRA Office

9. Helmet
--currently in BDSRA Office

10. Posey Pelvic Holder--currently in BDSRA Office

11. Roho Cushion--currently in BDSRA Office

12. Car Seat (2 available)--For an older child (5-6 years old)

13. Car Seat (2 available)--Gorilla Seat by Snug Seat (sz Large)

14. Gait Trainer

15. Bike Trailer--By Baby Jogger; for larger child; www.babyjogger.com
Slings and Lifts





1. Hoyer Lift (2 available)

2. Barrier-free Lift--http://www.medcatalog.com/ (picture and information)

3. Electric Sling lifts (2 available)

4. Lifestyle Sling w/ motor track

Feeding Equipment

1. Mickey buttons (2 available)--1 cm in length

2. Mickey 18 Fr Bolus G-tube

3. Nuk Oral Stimulators (2 avaiable)

4. Rubber spoon

5. Jevity

6. Feeding pump stand

7. Feeding Catheters

8. Catheter Adapter (6 available)

9. Bolus Extension Set (2 available)

10. 2 oz Catheter tip syringe

11. Kangaroo screw cap pump set (2 available)

12. Connecting tube w/ female connecters

13. Extension tubing with wing tip

14. Bard Foley Catheters (4 available)

15. Secur-lok extension sets (2 available)--For Mic-key low profile Gastro 

16. Y site extension (2 available)

17. Y port connector

18. Gravity sets (30 available)

19. 10 ml Syringes (27 available)

20. 60 ml Syringes (14 available)

21. Yankauers (7 available)

Bathing Equipment and Supplies

1. Rifton blue shower chair base--for a shower stall only

2. Transfer Bench--sliding transfer bench with back; locking mechanism for safe transfer; suction cup tips on legs

3. Bath Chair--BDSRA Office

4. Bath Seat--BDSRA Office

Suction Machines and Equipment

1. Suction Machine (3 available)--Tank and tubing included

2. Mucous specimen traps (10 available)--Size: 40 cc

3. Meditron Suction catheters

4. Suction catheters (11 available)--10 Fr

5. Suction catheters (54 available)--14 Fr

6. Peds Suction catheter (100 available)--8 Fr

7. Y 5-in-1 connector

8. Connecting tubing

9. Monoflo drainage bag
--2000 ml

10. Mully’s suction straight (8 available)--Comes with vacuum tip

11. Blue Chucks (49 available)

Oxygen Supplies




1. Breathing treatment aerosol corrugated tubing (4 available)

2. Disposable respiratory humidifier (3 available)

3. Nebulizer adapter

4. 50 ft O2 Extension tubing (2 available)

5. 6 ft O2 Extension tubing

6. Nasal cannulas (11 available)

7. Pediatric O2 masks (4 available)

8. Low-pressure cuff trach (2 available)

9. Trach mist unit (2 available)

10. Trach holder

11. Trach valve-size Large (4 available)

12. Trach tubes-emergency only (2 available)

13. Medical face mask (10 available)

14. O2 Saturation Machine

15. Chest Compression Vest
Misc Medical Equipment

1. Hospital Bed--No mattress

2. Child Sized BP Cuff

3. Weights

4. IV Pole

5. Cloth Mattress 

6. Pillow cover

7. Diapers-sealed (10 available)

8. Pull-ups-sealed (2 available)

9. Underwear-sealed (1 pair available)

10. Liquid Adhesive (Benzoin)

11. 100 units Heparon-IV only (11 available)--For Heparon Flush

12. Green blood collecting tubes (2 available)--Vacu-container

13. 10 cc Saline Injectable (2 available)

14. Replacement caps (10 available)

15. Foley catheter-catheter plug (2 available)

16. Regular Adhesive Foam disks (6 available)--30 pack; for Decubitus treatment

17. Plastic small soft clamps (2 available)
Guardian Light Guild
We have recently decided to recognize those people who have mentioned BDSRA in their estate plans and wills. The following people are now members of the Guardian Light Guild. Upon acceptance into the Guild, members will receive a certificate of appreciation and recognition in the quarterly Illuminator. We sincerely thank these people for making one of the largest gifts a person can make. It is because of them that the mission of BDSRA will continue on for many years to come.
Dolores Toomey (deceased)--New Bedford, Massachusetts

Cecelia Martin (deceased)--Fayetteville, New York

Gladsia Bland (deceased)--Dexter, Missouri

Barbara Tegen (deceased)--Auburn, California

Diane Plasko--Brielle, New Jersey

*If you have included BDSRA in your estate planning, please contact the National Office: 1-800-448-4570.
IN LOVING MEMORY
Garrett Campbell, son of Scott & Renee Campbell, Charlotte, NC – Born 7/19/05 – Died 12/30/07  Infantile

Travis Witt, son of Sandy & James Bagby, Concord, VA  Born: 08/07/81 – Died: 01/19/08 -- Juvenile

Andrea Sparkes, daughter of Annette Sparkes, Conception Bay N. Newfoundland  Born: 08/24/01 – Died: 01/18/08--Infantile

Joseph Gutierrez, son of Jose & Josefina Gutierrez, Bell Gardens, CA  Born: 12/28/96  - Died: 01/29/08   -- Late Infantile
Mitchell Briggs, son of Judy Briggs, Brownsburg, IN Born: 03/14/90  - Died: 02/09/08   -- Juvenile

Brianna Aaron, daughter of Kayce Barnes, Weatherford, TX Born: 08/11/99 – Died: 02/02/08    -- Late Infantile

Sara Schwartz, daughter of Moses & Katie Schwartz, Seymour, MO Died: 2/16/08 -- Late Infantile

Frank Patane, father of Tamie Sue Patane (deceased), Fripp Island, SC – Died 02/29/08
Joe Falkman, father of Stephen & James Falkman (both deceased) East Islip, NY  Died: 03/19/08
Noah Hardy, son of David & Debbie Hardy, Orient, OH Born: 01/16/93 – Died: 03/25/08  --  Juvenile

Lulu Calderon, daughter of Daniel & Katarina Calderon, Los Angeles, CA  Born: 08/01/98 – Died: 03/25/08  --  Late Infantile
Hunter Watkins, daughter of Jacob & Trichelle Watkins, Mason, MI   Born: 07/13/00 – Died: 03/28/08  --  Late Infantile

BDSRA has been remembered many times in the past three months by family and friends of children with Batten Disease. To all of you we express our deepest appreciation. 

HONOR OF CATIE & ANNIE ALLIO

Ms. Denise Mize

Ms. Andrea Allio

MEMORY OF WHITNEY BARROW

Mr. & Mrs. Wm Scott Mapes


MEMORY OF MARK BINDL

Mr. & Mrs. Gilbert Bindl

MEMORY OF AMY & MICHAEL BOER

Springfield Foundation
MEMORY OF LULU CALDERON

Ms. Robin Fleck

MEMORY OF GARRETT CAMPBELL

BDSRA SW Chapter

HONOR OF MR. & MRS. RICK CASTOR

Ms. Anna Potter

MEMORY OF TREVOR CASTLE

Betty Jo Eaton


MEMORY OF HANNAH CAULFIELD

Michael Caulfield

MEMORY OF EDYTHE CHRISTENSEN

Mr. & Mrs. Brian Lavelle


Mr. & Mrs. R.J. Zernia

Mr. & Mrs. Dick Parrott

Mr. & Mrs. William Pedersen

Mr. & Mrs. John Clarke

Ms. Carol Anderson

Mr. & Mrs. John Shipferling


Mr. & Mrs. Dale Tiller

Ms. Jane Hempel

Ms. Lois Parrott
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Ms. Dorothy Heidemann Nelson

Ms. Nancy Dobler

Mr. & Mrs. Gary Gustafson


Mr. & Mrs. James Ross

Mr. & Mrs. Roger Wohlers
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Mr. & Mrs. Neal Thomas


Mr. & Mrs. Leroy Svec

Ms. Rachael Hamilton

Ms. Susan Converse

Ms. Kristin Gustafson


Burns & Company, Inc

HONOR OF CLIFFORD DAHL

Mr. & Mrs. David Dahl 

HONOR OF KENNETH DOCKTER
Mr. & Mrs. Arthur Mezzano  

HONOR OF CHRISTOPHER D’ORSAY

Mr. & Mrs. Peter Merrifield


Mr. & Mrs. Ken Bannister


MEMORY OF JOHN & ERIC EVENSON

Mr. & Mrs. Thomas Swanson

HONOR OF RYAN FARET

Ms. Clare Casale

Debra Stone & Prayer Group

Ms. Elna Faret

HONOR OF THE FARET FAMILY

Mr. & Mrs. Sverre Andersen

MEMORY OF FRAYA SUSAN FIELDS

Mr. & Mrs. James Fields
HONOR OF    CHRIS GAINES Roebuck Elks Lodge
MEMORY OF SARA GEDEON

Right Now Technologies


MEMORY OF COURTNEY GUNTHER

Mr. & Mrs. Melton Frederick 

HONOR OF KELSIE HARDIN

The Craig Druitt Trust

Mr. & Mrs. James Moore

MEMORY OF NOAH HARDY

Mr. & Mrs. Robert Wilhelm

Mr. & Mrs. Kenneth Stammen

HONOR OF JEREMY & BRANDON HAWKINS

Ms. Claire Kramer

JACKSON MOSES’ B-DAY &

IN MEMORY OF LUKE HAWKINS

Mr. & Mrs. Gregg Hawkins


Mr. & Mrs. Lukas Smith

HONOR OF NICHOLAS HEUCHAN

Nick’s Battle Foundation

MEMORY OF WINSTON TYLER HEY

Haley Hey   - Parents check


LKR Enterprises

Mr. & Mrs. Joe McGowen & Julia

MEMORY OF DAN HOUGHTBY
Mr. & Mrs. David Houghtby

HONOR OF CHRIS ISNARD

Mr. & Mrs. Alain Isnard
MEMORY OF JAMIE JERSHA

Mr. & Mrs. Mark Jersha

HONOR OF COURTNEY & NOAH JOHNSON

Mr. & Mrs. Ralph Hodges


Rosie McKinney

Mr. & Mrs. Gary Wetzel

Mr. & Mrs. Dennis Depoi


Mr. & Mrs. Johnny Clayborn

Ms. Elsie House

MEMORY OF ASHLEY LYNN KIEFER

Mr. & Mrs. Wayne Kiefer


HONOR OF TAYLOR KING

Ms. Peggy Parrish

Mr. & Mrs. Thurman Burnette

Mr. & Mrs. William Bell


Mr. & Mrs. Stephen Grey


Mr. & Mrs. Rodney Weaver

Ms. Elizabeth Rose

Mr. & Mrs. T. Larry Summer


Ms. JoAnn Mills

Mr. & Mrs. John Culp


Mr. & Mrs. Emerson Rounds, Jr

Dr. & Mrs. Emmet Dyer

Ms. Andrea Hoffman

Big Time Products, LLC 

Mr. & Mrs. Jim Tobalski

Mr. & Mrs. J. Sterling Hutcheson
S.L. Cornwell
 

Ms. Hillary Bauer

Ms. Anne Benson

Mr. & Mrs. Jim Booker

Ms. Kelly Bryan 

Ms. Katherine Carlstedt

Ms. Kellyn Clark

Mrs. Toni Clinton

Ms. Rachel Cockrill

Ms. Catherine Cornwell

Mr. & Mrs. Darren Deaton


Mr. & Mrs. Erik Draheim


Mr. & Mrs. Hunter Dyer

Mr. & Mrs. John Edwards


Mr. & Mrs. Jay Eggenberger


Mr. & Mrs. Todd Everett


Mr. & Mrs. Howard Guld


Ms. Sarah Harris

Mr. William Howle
Mr. & Mrs. Art Hudson

Mr. & Mrs. John Jesso

Mr. & Mrs. Larry Killingsworth

Mr. & Mrs. Nicholas Maglosky

Mr. & Mrs. Bruce Moskowitz


Mr. Brian Myhalyk

Ms. Falon Nye


Ms. Cordelia Ogrinz-Kuhn


Mr. & Mrs. Charlie Pittman

Ms. Mary Bryant Riddle

Mr. & Mrs. John Schuller


Mr. Benjamin R. Sullivan, Jr.


Mr. & Mrs. Andrew Swistak

Mr. & Mrs. Anthony Valley

Ms. Stacy Veit


Mr. & Mrs. Martin Welton


Mr. & Mrs. Kevin Wyrick


Mr. & Mrs. Michael Baker


Mr. & Mrs. David Bessinger


Mr. & Mrs. Tom Bounds


Mr. Nathan Bohon
Ms. Caroline Boyer / Mr. Bryan Hosseini

Mr. & Mrs. Nathaniel Brookhouse


Mr. & Mrs. Collin Brown


Ms. Sandy Burnett

Mr. & Mrs. Rex Byers

Mr. & Mrs. Chris Carter

Ms. Crystal Clodfelter

Ms. Melissa Cornwell


Ms. Joy Costa


Creative marketing Solutions


Ms. Peggy Crowder

Mr. & Mrs. Charles Davis


Mr. & Mrs. William J. Edwards

Mr. & Mrs. William G. Edwards

Mr. & Mrs. John Edwards


Mr. & Mrs. Joe Engle
Mr. & Mrs. Lance Eubanks


Mr. & Mrs. Ray Evans

Mr. & Mrs. Christopher Fowler

Ms. Lindsay Greenwald

Ms. Angela Hall

Ms. Ruth Hall


Mr. & Mrs. Brian Harley


Ms. Kim Henderson

Ms. Patricia Ann Holway


Ms. Kristen Homer

Mr. & Mrs. Seth Hudson


Mr. Byran Kearns

Ms. Katherine Lee

Eric Linne / Pam Hutson

Mr. Steve Luquire

Ms. Heather McNatt

Ms. Sandy Moskowitz
Mr. & Mrs. Scott Moskowitz


Ms. Lauren Moskowitz

Mr. & Mrs. James Northrup


Ms.  Kristi Galiger

Mr. Scott Peterson

Mr. & Mrs. Tom Phillips

Ms. Sara Pratt


Ms. Tricia Prestopino

Mr. & Mrs. Dane Rabb

Mr. & Mrs. E. Leonard Roberts

Mr. & Mrs. Martin Rose, Jr.

Mr. & Mrs. Pete Rounds

Ms. Megan Rounds

Ms. Amy Sample

Mr. & Mrs. Shane Sellers


Mr. Jeffrey Sharp

Mr. & Mrs. Jeffery Dale Smiley

Mr. Mrs. Preston W. P. Smith


Ms. Mary Kay Sondecker / Mr. David Bruzas


Ms. Janet Russing 

Ms. Mary Jaunita Lewis

Ms. Donna Peterson

Mr. Michael Glinter

Ms. Emily Spratt

Mr. Todd Staley

Ms. Diane Stewart

Mr. & Mrs. Dave Stith

Mr. & Mrs. Wayne Talley


Mr. Tedrick Tarver

Mr. & Mrs. Richard Tilley


Ms. Jennifer Tomon

Ms. Kristen Valle

Mr. & Mrs. Richard Van Veen

Mr. & Mrs. Mike Vick

Ms. Katie Vick


Mr. & Mrs. David Wagoner


Mr. & Mrs. Richard G. Wheelahan, Jr.

Ms. Alyson Wheelahan

Mr. & Mrs. Richard G. Wheelahan III

Ms. Virginia P. Wheelock
          

MEMORY OF JUSTIN LAVEN

Mr. & Mrs. Robert Hagen

MEMORY OF JULIA LEFFLER’S BIRTHDAY

Mr. & Mrs. Charles Leffler

NC State Univ. Woman’s Club


HONOR OF EDDIE MAJESKI

Mr. & Mrs. Walter Tidwell


Mr. & Mrs. William Hargadon

Mr. & Mrs. Thomas Putney


Mr. & Mrs. David Tidwell


Ms. Jennifer Majeski

Mr. & Mrs. Stanley Rybicki

Ms. Cynthia Curtis Rybicki

MEMORY OF ROBBIE & STEPHANIE MAXIM

Mr. & Mrs. James Asher

Women of Holy Cross Lutheran Church
Mr. & Mrs. George Maxim
 

HONOR OF CHRIS McDONOUGH

Mr. & Mrs. Ron Nagel

Mr. & Mrs. Frank Gildea

Mr. & Mrs. O’Halloran

Mr. & Mrs. Jack Caveney


Mr. & Mrs. Daniel Horn

Mr. & Mrs. Randy Royalty

MEMORY OF JOSEPH MIKRUT

Mr. & Mrs. Michael Martinko

Mr. & Mrs. Joseph J. Mikrut

Mr. & Mrs. William Milani


Mr. & Mrs. Joseph Cronin


Mr. & Mrs. David Oscarson

Mr. Craig Hicks

TENG & Associates

Ms. Theresa Mudjer

Mr. Stanley Socha                    Helen Donnawell & Michaline Mikrut

Mr. & Mrs. T.J. Shanahan

Capitol Tax Partners

Mr. Allan Zemko

Mr. Joseph M. Mikrut

Mr. & Mrs. John Lieske 

Mr. & Mrs. Chris Moore & Family

Mr. & Mrs. Casimir Mikrut


Mr. & Mrs. Steven Vanspankeren

Mr. & Mrs. Robert Mickas

HONOR OF JOEY & MEMORY OF BILLY MILANI

Mr. & Mrs. Steven Vanspankeren

MEMORY OF CHERYL CHRISTINE NELSON

Ms. Constance Nelson

MEMORY OF NATHAN OLIENM

Mr. & Mrs. Stephen Nelson

MEMORY OF EMMA PARKINSON

Mr. & Mrs. Daniel McLaughlin
MEMORY OF FRANK PATANE

The Mitchell Family Trust

Mr. & Mrs. Jerry Helmker


Mr. & Mrs. Richard Morrison

Ms. Mary Caselli

Mr. & Mrs. Samuel Tomarchio

Mr. & Mrs. Fred Patane

Mr. & Mrs. Alfred Tomarchio

Mr. & Mrs. Vincent Parenti


Mr. & Mrs. Carmen Visalli

Ms. Grace Romeo

Mr. & Mrs. Jonathan Thompson

Mr. & Mrs. John Niemiec


Mr. & Mrs. Calvin Watson

Mr. & Mrs. Mario Ascenzi


Mr. & Mrs. Jeffrey Zeck

Mr. & Mrs. Joseph Flynn


Mr. & Mrs. Walter Rouh & Kelly

Ms. Joanna Kato

Parkebank

Mr. & Mrs. Robert Parenti


Mr. & Mrs. Sigafoos

Mr. & Mrs. Daniel Creamer

Mr. John Caselli, Jr

Mr. & Mrs. Martin Micklin


Mr. Frank Bitonti

MEMORY OF TAMMIE SUE PATANE

Mr. Christopher Minix

HONOR OF CHRISTINE RATZ

Mr. & Mrs. Philip Hovis
MEMORY OF BETTY MARIE RICKMAN

Mr. & Mrs. James Gray

Karl Senner, Inc

Mr. & Mrs. Stephen Taylor


Dr. & Mrs. Dieter Teuber


Mr. & Mrs. Joey Skrmetti

Ms. Cheryl Tasker

VT Halter Marine

Mr. & Mrs. Craig Wagner


Mr. & Mrs. John Olson

Mr. & Mrs. Samuel Robinson

MEMORY OF MARK & 

HONOR OF JAMES RICKMAN

Anonymous

MEMORY OF SANDY ROYALTY

Mr. & Mrs. Tim Reichert

Mr. & Mrs. Dennis Royalty

Mr. & Mrs. Brian Royalty

Ms. Irene Royalty

Mr. & Mrs. Larry Royalty

Ms. Ruth Royalty

Mr. Richard Royalty
Mr. & Mrs. Ken Laaker

Mr. & Mrs. Ron Heubner

Ms. Rebecca Burke

Mr. & Mrs. Kent Johnson

Mr. & Mrs. Tim Draine

Mr. & Mrs. Jack Skoog

Mr. & Mrs. Robert Strong & Family

Ms. Ann Binfit

Mr. & Mrs. Jerry Sanborn & Family

Mr. & Mrs. William Davis & Family

Mr. & Mrs. Darrell Clendenin

Ms. Susan Schreacke

Mr. & Mrs. Barton Kelsall & Family

Mr. & Mrs. Gary Weiman

Mr. & Mrs. James Holtman

Mr. & Mrs. Robert Deters

Mr. M.J. Deters

Mr. & Mrs. Tom Durso

Ms. Diane Robertson

Mr. & Mrs. John Dietrich & Family

Ms. Rachel McCombs & A.J.

Mr. & Mrs. James Smith & Family

Mr. & Mrs. Russell Heindselman

Mr. & Mrs. Otis Bartholomew

Mr. & Mrs. Robb Conner

Mr. & Mrs. Mark Cawthon

Mr. & Mrs. Jeff Massman & Family

Mr. & Mrs. Ken Wolf

Mr. & Mrs. Andy Baer

Ms. Donna Churchill

Mr. & Mrs. Garry Trexler & Family

Dr. & Mrs. Steve Rittman

Mr. & Mrs. Stan Carr

Mr. & Mrs. John McCourt

Ms. Regina Ehrhardt

Mr. & Mrs. Phil Slaton

Mr. & Mrs. Verne Bronestine

Mr. & Mrs. Robert Smith

Mr. & Mrs. Bob McNett

Gardner Denver Employees

Ms. Shirley Nagel

Ms. Cathy Wiewell

Mr. & Mrs. Charles Waters

Mr. & Mrs. Donovan Vermeire

Mr. & Mrs. William Tipton

Mr. & Mrs. David Tipton

Mr. & Mrs. Donald Sprenger

Mr. & Mrs. Douglas Smith

Mr. & Mrs. Dan Shriver

Mr. & Mrs. Robert Sheeley


MEMORY OF CHARLIE SCANLON

Mr. & Mrs. Charles Scanlon
MEMORY OF KARLIE SKAVLEM

Mr. Thomas Noel

MEMORY OF CELIA SOCHA

Laura Foster


Mr. & Mrs. Mikrut

Mr. & Mrs. Donald Krol

Mr. & Mrs. Christopher Moore

Church Women United

Mr. Stanley Socha

MEMORY OF GLADYS SPIEGEL

Mr. & Mrs. Medford Smith

Mr. William Hughes

Ms. Judy Jones

Mr. & Mrs. John Ward
Violet B. Gettle Family

LOVING MEMORY OF SARAH SPROGER 

Mr. & Mrs. Secchiari

The Sproger Family

MEMORY OF JOHN & CHRISTINE STURM 

Mr. Miguel Uribe

MEMORY OF LINDSEY JOAN SUSAVAGE

Ms. Kathleen Ingall /Mr. William Carlson
MEMORY OF MARY C. TAYLOR

Super Heat, Inc


Metz,Inc.


Mr. & Mrs. William Haberl


Mr. & Mrs. Walter Mushlitz

Mr. & Mrs. Robert Taylor


Mr. & Mrs. Albert Potter


Mr. & Mrs. Bernard Metz, Jr.

Mr. & Mrs. Randy Parsons


Mr. & Mrs. A. Samuel Uhler


Safety First Vol. Fire Co.  No. 1

Ms. Dolores Taylor

Ms. Irene Taylor

MEMORY OF EMILY THOMPSON

Ms. Bonnie Thompson

Mr. & Mrs. Wasyl Karpenko

MEMORY OF LORENA VAN METER

Mr. & Mrs. Robert Ritzman

MEMORY OF JOSEPH WOLNIK, SR

Mr. & Mrs. Casimir Mikrut


MEMORY OF CAROLYN WILHELM

Mr. & Mrs. Gary Ransick


HONOR OF MADELINE ZELLMER 

Mr. & Mrs. William Shell


Opal Bondurant

Ms. Ruth Zellmer
DONATIONS FOR JUVENILE TRIAL

BDSRA MidWest Chapter

Michael Mulligan

Heart of America BDSRA – Hein
Steven’s Entertainment Group Inc

Anonymous


Mr. & Mrs. Ronald Rowe

Mr. Scott R. Lowden

DONATIONS FOR RESEARCH

Roebuck Elks Lodge

Mr. Paul White


Mr. & Mrs. Christopher Moore

BDSRA MidWest Chapter

Mr. & Mrs. Ron Tostenson

Mr. & Mrs. Kurt Moser

Mr. & Mrs. Jack Caveney


DONATIONS FOR FAMILY SERVICE & OPERATIONS

The Ignatius Family Fund


Mr. & Mrs. Mark Morris

Ms. Ann Schreiner

Ms. Debra Chopel

Mr. Dennis Olsen

Ms. Peggy Dicapua

Ms. Cynthtia House

Ms. Sally Oliveti

Anonymous

Ms. Jeana Adams

DONATIONS FOR CONFERENCE

Ohio Chapter BDSRA
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