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Here is our update of funding-research partnerships as of 7-1-2011:

New Initiatives:

Patient Impact Initiative: We have signed MOUs or handshake agreements from 17 research institutions: Mayo Clinic, Cleveland Clinic, Harvard/Mass General, Weill Cornell, U Mass, CHOP/U Penn, U Chicago, OSU, SLU, USC, U Texas, Northwestern, Dalhousie, Sanford Burnham, Rush, Menninger, U Cincinnati and are completing agreements with University of Wisconsin, Case Western Reserve and the University of South Carolina.  

Jeff Aronin, CEO of Paragon Pharmaceuticals, has agreed to become the Chair of the Patient Impact Initiative Executive Committee.  Nominations to that Committee are welcome.

We sent out our first Request for Applications on February 1, 2011.  We received 126 Letters of Intent February 15 and by March 4, we received over 80 full grant applications.  Those have now been reviewed and ranked and 22 have been placed in the Rediscovery Research™ Model Portfolio.  
These projects are in Breast Cancer, Bronchiolitis Obliterans (lung), C diff infection (gastrointestinal), Cerebral Palsy, Cervical Cancer, children’s blood diseases, CLL and CML (blood cancers), Cystic Fibrosis, Epilepsy, IBD (gastrointestinal), Muscular Dystrophy, Premature births, Sarcoidosis (autoimmune disease of the lungs and other organs), Sickle Cell Anemia, SLE (Lupus), and Type 1 Diabetes.  We also have 6 projects we sent back for possible resubmission in Schizophrenia, pulmonary hypertension, Sjögren’s Syndrome, Hydrocephalus, Brain Tumors, and Pulmonary Fibrosis.

Two of these projects (breast cancer at U Chicago-$100,000 over two years, and children’s blood diseases at CHOP-$58,000 over three years) are already funded and will be starting soon.  A third in CLL is already partially funded.    

We started funding discussions with the Foundation for Sarcoidosis Research and several other VHOs.  
The Scott Hawes Memorial Longest Day of Golf Rockford will be held on August 10, 2011 at the Silver Ridge Golf Course in Oregon, Illinois. 

To sign up to be a golfer, call PFC Board member Jerry Paris at 815-222-6016 or send an e-mail to Jerry@4cures.org.

This year the LDOG Rockford is raising funds for cancer research, which, unfortunately, has taken many of our loved ones, including our friend Scott Hawes. The golfers of the LDOG Rockford are dedicated to finding treatments and cures for esophageal and other cancers so that our friends and loved ones can remain healthy and vibrant.
Longest Days of Golf 2011-The Longest Day of Golf Chicago was held on June 20, 2011 at the Bryn Mawr Country Club in Lincolnwood, Illinois. Up to 20 golfers played over 1400 holes of golf 5:30 am and 9:15 pm towards our goal of raising $54,000 to fund a human clinical trial at 
Children's Hospital of Philadelphia repurposing the drug Rapamycin to treat children with rare blood and immune disorders. Preliminary research shows this repurposed drug can provide a safe and effective treatment for these children for less than $20/week, drastically improving their quality and length of life and saving tens of thousands of dollars in healthcare costs.  This clinical trial will provide the proof physicians need to begin prescribing this life saving drug.

Dogs for Cures Foundation-We recently held an event, called “Laughter is the Best Medicine” at which we raised enough funds to support the purchase and training of an additional blood sugar monitoring service dog!  We added significantly to this fundraising group, and the exposure got us an interview on Radio Disney.
Myelodysplastic Syndrome (MDS) Research Initiative-Private Funding Group-Three patient impact research projects began in June 2009.  One project is testing a repurposed drug at Albert Einstein Medical center in NYC.  After the first year it is clear that one specific drug might work for some MDS patients, and there are other versions of the drug that need to be tested for other MDS patients. 

The project at Northwestern is combining an existing drug with an MDS drug to see if the combination can reduce the red blood cell death.  Early results seem to show reduction, but more work needs to be done.

Dr. Raza’s gene review project is up and running at Columbia and our funding group has made a commitment to fund her work for the next few years to determine which genes are active in the RARS variant of MDS, what druggable targets those genes could provide, and what drugs might make an impact.
Rare Disease Research-Batten Disease-Jasper Against Batten Fund​-In the last 18 months we have raised over $1M dollars for Batten Disease research and funded projects at U Iowa/Rush, U North Carolina, Kings College London and Johns Hopkins.  And we officially kicked off the $2.8M patient clinical trial of a new gene therapy technique at Weill Cornell College of Medicine December 7, 2010, and Jasper was treated.  We are about to fund a second project at UNC, and have consulted on a screening project at U South Dakota.
Cravat Foundation-We created a funding partnership with Dr. Guy Weinberg at University of Illinois Chicago and his group the CRAVAT Foundation to raise funds for a rare blood vessel tumor with a fatal outcome that might actually have an infectious cause by the bacteria Bartonella. This hypothesis is both testable and suggests a new, potential treatment: repurposing antibiotics. This is a perfect example of digging through the literature to find a potential safe, rapid and economical cure for a deadly disease-Rediscovery Research!
Rockford Chapter- We are still working with our Rockford volunteer leaders to determine whether or not we can create a Rockford clinical trial location for the non-invasive brain stimulating MS work we supported at UW Madison.  Len LaPasso has joined the Rockford team and he, Jerry Paris and Bruce Bloom had a meeting with Swedish American Hospital CEO, Bill Gorski, and Dr. Kelly, the medical director, on April 18.  Mr. LaPasso is following up.  
Rare Disease Research-Leukemia-Henry Schueler 41 & 9 Foundation-We are almost finished with our year long genetic study, and the results show a number of interesting leads for further research.  The fungal infection meeting we held is creating a publication that will describe, for the first time, a new standard of care for the treatment of the rare fungal disease that took the life of Henry Schueler.
Prostate Cancer-Dr. Scott Eggener’s human clinical trial has treated 9 patients, all with great results-no evidence of continued disease and no serious side effects.  All patients were up and around the day after their treatment.  Two other locations are now undertaking the expansion of this phase II trial.  Chicago Magazine wrote an article about his research in the July 2011 issue

[image: image2.jpg]


.
Dr. Russell Szmulewitz has completed the first year of work on time and budget. The project is finding markers in the blood that will help find new drugs for hormone resistant prostate cancer.

Lung Cancer Research-LUNGevity Foundation and the Judy Hirsch Foundation-All of our lung cancer projects at Mass General, Rush, Cleveland Clinic and Johns Hopkins are on budget and on schedule.  The Mass General project is treating actual patients with a combination of repurposed drugs.  The Hopkins project is testing a new way to give radiation that follows the lungs as they expand and contract during breathing to reduce side effects.  The Cleveland Clinic Project is repurposing a “sniffer device” to find ways of screening lung cancer patients for early diagnosis.  The Rush projects are creating blood tests for staging and for personalized lung cancer treatments
Rare Disease Research-Birt Hogg Dube Syndrome-Myrovlytis Trust- The three projects are all moving along.  Unfortunately, one of the promising drug screening projects did not produce any likely repurposed drug candidates.  Another of the studies did locate a new pathway in the diseased cells that could likely be controlled by a repurposed drug.
Ongoing Initiatives:
Lymphoma Research-Brinson Foundation, the Plunkett Family Foundation and our Rockford Group: The Mayo Clinic blood cancer transplant human clinical trial is enrolling its final patients.  Early data from this project indicates that it was successful in increasing the success of these transplants from 45% TO 80%!  We will continue to learn more as time passes, but this research is making an impact less that two years after the research started!
Multiple Sclerosis Research-Rockford Chapter of PFC- With significant support from Partnership for Cures, another $450,000 was granted to the TCNL for the next 20 patient clinical trial that includes home use of the PoNS.  We have supported the TNCL at UWM to embark on a stroke feasibility study that we hope to begin in mid 2011.  
Diabetes Research-Friend United for Juvenile Diabetes Research-Our researcher, Dr. Denise Faustman at Harvard, completed the Phase I clinical trial in type 1 diabetes using Rediscovery Research compound BCG.  They are currently planning a phase II trial supported in part by our funding partners at FUJDR, which recently provided another significant grant to Partnership for Cures to support the Harvard research.  
Friends United gave us another grant to Exsulin Corporation to support a clinical trial of a repurposed drug for patients with established Type 1 diabetes at the Mayo Clinic and McGill University.  Early results show very promising reduction in insulin use and no side effects!
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