March 27, 2000

[Reporter Name]

[Name of Press / News]

[Address]

[City, ST ZIP]

Dear [Reporter Name]:

I am writing to share the remarkable story of a Greenwood, Indiana family desperately working to save their young son.

Summary
With no previous medical knowledge or experience, Philip and Tricia Milto have been key players in a worldwide effort to develop and test a genetic treatment to an inherited degenerative neurological disorder that has beset their 5 ½ -year old son, Nathan.  The fatal disorder, known as Batten Disease, has already taken much of Nathan’s vision, and some of his motor skills and mental faculties.  Eventually Batten Disease will take his life – unless the genetic treatment developed by Dr. Mark Sands of St. Louis’ Washington University goes to clinical trial.  This viable treatment exists today; it only needs to be tested.  To get there, the Miltos have taken it upon themselves to work with scientists, researchers, and biotech companies from all over the world, the Food and Drug Administration and the National Institutes of Health.  Their goal is to get Dr. Sands’ therapy to clinical trial – trial on children, and Nathan in particular.

Story

Philip and Tricia Milto began educating themselves on complicated medical concepts out of desperation.  Their oldest son, Nathan, had just been diagnosed with Batten Disease, a rare degenerative and fatal neurological disorder.  Then four, Nathan enjoyed all the typical activities of kids his age, but was starting to show signs of vision loss.  He also seemed to have lost some development skills he had previously mastered.  Until his 4-year check-up, Nathan had always shown advanced development in all areas.  But for months before his fourth birthday, Tricia Milto had been noticing a few things here and there, and intuition told her something was wrong.  After an endless series of tests and doctors trying to diagnose Nathan’s condition, the Miltos’ worst nightmare was confirmed: a rare disorder that was fatal.  Unable to believe the prognosis, the Miltos spent countless hours researching the possibilities – 

“Maybe the doctors were all wrong.”

“Maybe Nathan has something that mirrors the symptoms of this horrific disease, 

but doesn’t progress the same.”

“Maybe…”

Unwillingly, they had to accept Nathan’s illness.  But they refused to accept the hopelessness.  Through contact with leading clinicians, they met other proactive parents of children with the disease, and learned of current research efforts. Unfortunately, no treatment or cure exists, and the rarity of the disease does not attract many researchers or funding.  Medical research is costly and takes years of testing before becoming available to patients.

Without the time or the money to spend testing scientific theories, the Miltos set out to find a cure, and to raise money needed to test it.  They and other Batten’s parents organized a meeting at the National Institutes of Health (NIH) in Bethesda, Maryland with leading Batten’s scientists from all over the world.  At the NIH meeting, researchers discussed several potential therapies under development, but the most promising treatment for Nathan was gene replacement therapy.  It was more easily attainable than the others, it only involved a one-time intrusion into the brain, and it exists today.  The Miltos decided this was their best hope, and have developed a business plan to outline the necessary steps and components to get the drug to clinical trial.  Stanford University has tentatively agreed to be a site to conduct the clinical trial.  Still needed, however, is a biotechnology or pharmaceutical company to manufacture the drug, as well as a sponsor company or institution to ensure the clinical trial is performed according to the protocols defined by the FDA.  Neurologists are also needed to administer the therapy.  

Philip Milto estimates that start-up capital needed to fund the manufacturing and testing of this gene replacement therapy is approximately $2 million.  Through various fundraising efforts and tremendous community support, the Miltos have raised over $110,000 in less than a year.  They are hopeful that with increased awareness of Nathan’s battle with Batten Disease, they will soon raise the rest of the money and can then get the drug to clinical trial.  Various fund-raisers are planned for this year, and the Miltos have established Nathan’s Battle Foundation for donations to be used for research.  

Recent advances in science and medicine have given them much hope.  Hope for Nathan, and hope that their two younger children, Nicholas and P.J. may be spared the same cruelty.  (If an inherited disorder like Batten Disease is found in a child, there is a 25% chance that each child in that family may also inherit the disorder.)  With the help of you and others, Nathan has a fighting chance.  More information on Nathan’s Battle is available in a website the Miltos created: www.nathansbattle.com.

Media coverage and public awareness are the tools they need to generate desperately needed charitable funding and the commitment of a Sponsor.  Please help by running this remarkable story of the Miltos in their quest to save their son.  I would be happy to discuss the story in more detail with you, and will call you in a few days to follow-up.  Thank you for your consideration.

Sincerely,

[Your First and Last Name]

Friend of the Miltos

Email: <[email address]>

Phone: [area code and daytime phone number]

Address:  [street address, C/S/Z]
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