Helping Nathan’s Battle Obtain Philanthropic Funding


Philanthropic Fund Raising Objective:

The objective is to receive funding to support a gene transfer clinical trial to cure Late Infantile Batten disease.  Total project costs are estimated to be between $2 to $3 million dollars.  The project will cost $100,000 per month to continue and has started as of March 15, 2001.  We need to obtain part or total funding of this project from a philanthropic individual.  The project has a detailed work plan with milestones and timeframes.  The current timeframe to begin a clinical trial is 30 months.  This time frame can be greatly reduced based on obtaining the funding sooner, so that tasks can be performed in parallel.  If we were to obtain the total funding within the next few months we could possibly get to the clinic within 18 months.

Things the project has to offer to a donor:

· A donor can make a difference and save children’s lives with their financial contributions.  This is an exceptional way to apply philanthropic support to a cause with measurable results.  A donor can know that their funds are being put to good use and can watch the funds develop a life saving therapy.  A donor will be able to actually see the return on their investment as the project achieves milestones and ultimately saves lives (this bullet is to establish “return on investment” for the donor).

· Advance medical science by being involved in one of the first gene transfer clinical trials into the central nervous system.  Involved in cutting edge medical science.

· A donor can receive national media exposure for their generosity and good will (48 Hours, CNN…).

· Involvement in a high profile, creditable project.  The project is extremely creditable by working with one of the leaders in gene therapy in the world at Cornell University’s Medical Center, Dr. Ronald Crystal.  Along with our involvement with the FDA, NIH, Duke, Washington University, and Rutgers.

· Save Nathan and P.J.’s lives (this brings it down to a personal level to pull more at the heartstrings of an individual).

Major milestones to fund of the project and to measure progress against

	Timeframe
	Milestone
	Estimated Cost

	5/15/01 - 11/12/01
	Vector and analytic development
	$300,000

	5/15/01 - 01/21/02
	Pre-clinical Studies for distribution and expression
	$500,000

	5/15/01 - 05/13/02
	GMP vector process development
	$300,000

	7/2/01 - 06/28/02
	Clinical protocol development
	$500,000

	8/13/02 - 02/10/03
	Toxicology studies
	Previously included

	6/24/03 - 08/04/03
	FDA submission
	Previously included

	 8/05/03 - 
	Clinical Trial Initiation
	$500,000

	
	Estimated Total Cost:
	$2,100,000


The more funding available the quicker we can accelerate the timeframes (possibly from 30 months to 18 months)

Identifying philanthropic individuals and approaching them

Most wealthy individuals have a pattern of philanthropic giving.  A list of these individuals can be obtained by requesting the 990 form from non-for-profit organizations such as an art museum in your city or obtain member listings from exclusive country clubs in your area.  Also, newspaper and periodical listings sometimes have wealthy or philanthropic individuals listed.  For Indianapolis, some good sources are the Indiana Museum of Art, the Children’s Museum, and the Zoo (we have these lists ask for a copy).  Again, this is just a starting point to gather names of philanthropic individuals.  There are other wealthy individuals who need to be contacted who may not have a long history of philanthropy.  The only advice I would suggest to identify these types of individuals is from networking with acquaintances and within your community to identify such individuals.  Examples would be successful business people, professional athletes, and community leaders.  After receiving a list of individuals, first, focus on ones that you either have a contact with or believe will have the most likelihood of funding our project.

Once you have an individual identified to target for funding, perform research on the individual’s interest.  Also try to network with others to identify someone that is a mutual acquaintance of each of you.  The success rate will be much greater if you know someone they do or have some kind of affiliation with them.  They must first read your letter to be aware of the opportunity they have with our project.  “It is all who you know …”.

Use the PHILANTHROPIST Boiler Plate letter that is listed on our web site under Fund Raising/Philanthropy (as of 4/1/01) and tailor it to the individual’s interest.  Most likely you will use one of the bullets from “Things the project can offer to a donor”.  For example, if the individual has children or likes children you can play to this interest and inform them of how they can save lives of innocent children.  Or if the individual likes to be on the cutting edge of technology explain about how they can have the opportunity to be involved with the future of medicine, helping develop a cutting edge gene therapy, which will shape the future of medicine.  Or if they like media attention, inform them of the national coverage our cause is receiving from 48 Hours and CNN and they could receive national exposure for their funding support.  If you are unsure of the individuals particular interest just use the standard Boiler Plate letter.  Then either send it to them or have your mutual acquaintance deliver or send it to them.  This strategy is 100 times more effective if you have a mutual acquaintance (they do not even have to be a close acquaintance of yours).  They need to know that this funding request is coming so that their attention is heightened.

After a few weeks, send the FOLLOW-UP letter listed on our web site (as of 4/1/01) that expresses the urgency of our funding requirements and timeframes to ensure they understand that time is of the essence or for better results let your acquaintance deliver it or make a phone call to them…

Any funder over 100k can go meet the project team in NYC and review the project plan and the facilities with the individuals leading the efforts.  Or for funders over 300k, Ron Crystal will be willing to speak at a fund raising event or dinner.
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