


Ruth Lilly


C/O Mary Y. Marsh


National City Bank of Indiana


101 West Washington Street, Suite 600E


Indianapolis, IN 46255











Dear Mrs. Lilly,





My name is Phil Milto.  I am writing you because I have seen first hand your love of your family and I know that you can make a difference of whether my son lives or dies.





I am an Indianapolis area resident and have a business on the southside of town called Milto Cleaners.  Three years ago, I personally came to your condominium and took down your draperies, cleaned them, then rehung them.  I spent two days in your home and could not help to notice the wonderful pictures of your family.  I knew at that point that your family meant a lot to you.  Like you, my family is the most important thing in my life.  I am the father of three beautiful boys, Nathan, Nicholas, and P.J.  They are the pride and joy of my wife and I.  We love our children dearly.





Over 18 months ago, our family started to be torn apart by devastation.  Our oldest son Nathan began to lose his vision and we spent over 12 months trying to figure out what was happening to our wonderful little angel.  After many pain-staking tests and traveling to find some one who could help us, we finally got a diagnosis.  The diagnosis was one we were not prepared to hear.  Our precious 4-½ year old boy, at that time, was diagnosed with a rare, fatal degenerative neurological disease called Batten disease.  We were devastated.  This disease takes no mercy on its young victims.  Nathan is currently almost completely blind and is regressing in skills that he had once mastered.  The child who once ran and played like other children now often runs into walls and requires constant help with routine tasks.  Nathan’s future will consist of seizures, loss of motor control, as well as loss of the ability to think and reason coherently.  Eventually, Nathan will end up bedridden and will require a feeding tube for nourishment.  The average life expectancy for a child with Late Infantile Batten’s Disease is ten years of age.  The doctors told us all we could do is learn how to cope with the disease.  We could not just sit and watch our son deteriorate in front of our eyes without doing everything in our power to help him.





From that point forward we have been relentlessly involved in driving science to develop a therapy for this dreadful disease.  Through numerous hours of research we have come to a point that a therapy does now exist for this devastating disease.  This therapy could save thousands of children around the world.  We have even organized the efforts to initiate a clinical trial to test the therapy.  The science is in place to save our son, but unfortunately we are lacking the funding necessary to develop the therapy and take it through clinical trail.  Funding is what is stopping us from saving our son’s life.





Along with the support of the community, we have spent countless hours organizing fundraising events, including golf outings, benefit dinners, and even Ringling Brothers and Barnum & Bailey Circus had a Nathan’s Battle Under the Big Top Night to raise funds for this life saving clinical trail.  We have raised over $220,000 to date.  We started the Nathan's Battle Foundation which is a 501 (c) 3 non-for-profit foundation.  We have also joined with other parents around the world and are combining our efforts but united we only have $400,000 to fund this clinical trial.  The estimated amount that we will need is around $2 million dollars.  We are fighting time to save our son and money is what is going to stop us from saving him.  Attached to this letter you will find specific expenses of how this funding is going to be used.  A university we are working with lists the cost of the preliminary stages of our project and the CLN2 Business Plan defines in more detail specific cost to develop the drug.





Through our efforts we have gotten many people interested in our cause.  We are currently working with Cornell University to develop this therapy.  Based on their projections and the business plan that I developed we will need around $2 million dollars to get this through clinical trial.  The other potential reality is since this is a genetic disease our other two children could also have this disease.  We cannot even begin to think about such a grim possibility.  I am not sure that my wife and I could survive if one of our other children is affected with this disease.





I have done everything that I can do to help our son.  I have been involved in championing the research efforts to aid in the coordination of bringing this therapy to a clinical trial.  I recently organized a meeting at the NIH in Bethesda, Maryland, where leading Batten disease researchers from across the world were present to collaborate about their latest findings and how to move these findings to clinical trial.  NIH representatives were present to determine grant worthy efforts and the FDA was also present to assist in defining the steps to get to clinical trial.  The FDA explained that given the prognosis of my child, steps could be skipped under the Orphan Drug Act.  This approach has been done before and is a viable method to get treatments to and through clinical trials. 





I have also been involved with the governmental regulatory bodies.  The NIH, FDA, Senator Lugar, Congressman Dan Burton and many others.  The government takes over 2 years to get funding allocated for specific grant requests.  Since this is a rare disease, they do not allocate enough money to this disease.  In 1998, $1.8 million was designated for all forms of Batten’s (3 main forms:  CLN1, CLN2, CLN3).  Divided in thirds, $600,000 was specified for CLN2 and typically 60%-80% of these funds are used for institutional overhead expenses.  This would only leave, at best, $240,000 for CLN2 research and not any for our cause to develop therapies. 





We cannot afford to jeopardize or delay the progress of our research.  As everyday goes by, Nathan continues to get worse.  It is extremely difficult to watch our son deteriorate each day.  If these efforts do not directly help my son, at least we can help countless other parents and children from suffering through this devastating disease.  We have a cure to this dreadful disease.  All we need is the appropriate funding to develop and test this therapy.  Nathan’s future depends on our actions.  Mrs. Lilly, you can make a difference in many kid’s lives.  You could help us save Nathan.  Please help us save our son.  Nathan needs your financial support.  We currently have over $400,000 of the required $2 million dollars required to develop and test this therapy.  Please help us reach our $2 million dollar required amount.  We would like to have you as a major funder to help save Nathan and other kids lives around the world.








I can be contacted at and contributions can be sent to:





Phil Milto


Nathan’s Battle Foundation (Id# 35-2102600)


459 State Road 135 South


Greenwood, IN. 46142





Phone:		(317) 888-7396


Fax Number:	(317) 888-0504


email:		pmilto@indy.net











Thank you in advance for your assistance and support,














Phil Milto











attachments:	Therapy development proposal from Cornell University


AAV Gene Therapy Business Plan


Daily Journal Newspaper story


Indianapolis Star Newspaper story


What is Nathan’s Battle information sheet


Nathan's Battle News letter Volume 1


Nathan's Battle News letter Volume 2


Nathan’s Battle Website (http://www.nathansbattle.com)


