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   May:  First Canadian regional meeting: “Sowing the 
Seeds of Support” held in  London, Ontario. 
2007: Network member Bill Costa is featured in the book 
Heroes With a Thousand Faces, authored by Laura 
Greenwald & published by the Cleveland Clinic Press. 
2008: The Network helps promote and publicize a clini-
cal trial of the Hedgehog Pathway Inhibitor drug GDC-
0449 among affected members. 
2009: The Network chosen to participate in a Genetic 
Alliance project  to create syndrome-specific educational 
materials and family health history workbooks.  Dec.: 
Members Kevin & Christen Gullatt of Bartlesville, OK 
establish the “Jingle Bells for Basal Cells” 5K run as a 
national fund raising activity. 
2010:  BCCNS LSN has grown from just four families in 
to well over  650 internationally.  “Strategic Piper Plan” 
implemented to guide organization leaders in 
“Advancing Awareness . . . Finding a Cure.” Simon 
Shepherd  joins LSN and creates new www content. 
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2000, Feb. 8:  BCCNS LSN organized & founded by Kristi 
Schmitt Burr, Eleanor Schmitt & Bill Ginn together with 
Medical Advisory Board:  Dr. David Bickers, Dr. William 
Lynch, Dr. Ervin Epstein w/ wise counsel of Dr. Bob Gorlin. 
2000 Website is launched,  including a forum hosted by 
member Bud Caruso, a.k.a. The Gorlin Advocate. 
2001, April:  1st member retreat held in in Aurora, OH, fea-
tured speakers on clinical trials & photodynamic therapy 
and included roundtable discussions on coping skills and 
building self-esteem.  Fall: “Band-Aid Buddy” program 
started by member Jennifer Werkmeister, providing af-
fected children w/ Build-A-Bear plush animals to accom-
pany them on hospital stays. 
2003:  Sheila LaRosa hired as Administrator &  Bd. of Trus-
tees inducts new members to accommodate the growth of 
the organization. 
2005, May: 1st Onset Early Intervention Colloquium, St. 
Louis, w/ over 100 LSN members, 25 medical professionals 
from 4 countries and 7 different states yielding information 
on quality of life issues, depression, ophthalmologic, der-
matologic, hearing screenings and tissue samples to study. 
2006, March:  1st annual Reverse Raffle Fundraiser. 
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Don't bug out over summer's little pests. Bite back!  

REPEL THEM WITH DEET-Scientists think mosquitoes avoid the chemical deet because it masks the human scents that attract 

them. But new research suggests that maybe skeeters just can't stand the stuff. Many humans, worried about toxins, agree.   

Bottom line:  Deet remains the most effective insect repellent on the market, and the American Association of Pediatrics says 

it's OK for kids ages 2 months and up if used properly (go to aap.org for details).  

GO NATURAL -Studies show that geranium, peppermint, and other essential oils can repel some mosquito species for more than 

an hour. In one study, a 2% soybean oil product kept bugs away for about 90 minutes.  Bottom line:  Leery of deet? Try a re-

pellent with geranium oil in it, such as Bug Bam or BugBand (both offer repellent wristbands) or a soybean oil-based product, 

such as Bite Blocker for Kids.  

COVER UP-Thwart mosquitoes and ticks by wearing pants and long sleeves. (If you're wear-

ing thin layers, though, you'll still need repellent.) Mosquitoes home in on dark colors, so 

wear white as much as possible.  Bottom line:  Although it may not be practical during the 

dog days of summer, the simplest way to avoid bug bites is to not give bugs access to 

your skin. For maximum protection against ticks, commit a fashion faux pas and pull your 

socks over your pants.  

CHECK YOUR YARD-Mosquitoes lay their eggs in standing water, and they don't need much: 

they can breed in the water in an upturned soda-bottle cap.   Bottom line:  Get rid of 

standing water, fix clogged gutters, and change birdbath water at least twice a week. If 

you have a pond, try mosquito dunks, which contain bacteria harmful to skeeter larvae, 

but nontoxic to mammals, fish, and birds.  

STOP THE ITCH-Hydrocortisone is an old standby.�If you don't have any handy, try a home 

remedy. Jennifer Zartarian, a wellness expert at Long Island College Hospital, recommends mixing a heaping tablespoon of 

baking soda with just enough water to make a paste, then smearing it on the bite. For an even quicker fix, rub the area with an 

ice cube.   Bottom line:  Bug bites itch when blood vessels at the site swell, irritating nerves. Ice and astringents like baking 

soda help shrink the vessels, which relieves the itch.  
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Materials  
1 cup sand              1/2 cup cornstarch    3/4 cup water       
1 teaspoon alum (sold in the spice section of grocery stores) 

Instructions  
1. Add the sand, cornstarch, and alum to a saucepan and 
use a wooden spoon to combine them completely. 
2. Add the water and stir the mixture until it is smooth and 
the cornstarch is dissolved. 
3. Cook the clay over medium-low heat, stirring occasion-
ally. The clay should start to thicken within a minute or two. 
Stir more vigorously, being sure to scrape the mixture from 
the sides and bottom of the pan. 
4. After about 3 minutes of cooking, the clay will have 
thickened to the consistency 
of play dough. Remove the 
clay from the pan. Once it's 
cool enough to touch, you 
can start sculpting. (For best 
results, use the clay within a 
day or two of mixing it.) 
5. Create your sand castle 
with towers and crenellated 
walls. We added a shell door 
and flag (a shell glued to a 
twig). The clay should dry 
completely within a week. If any pieces fall off after the clay 
dries, reattach them with tacky glue. 
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Ingredients  

2 bananas  

7 frozen strawberries  

2 cups orange juice  

Dash of milk  

1 8-oz. container strawberry yogurt  

1 8-oz. container blueberry yogurt  

10 ice cubes  

1/2 cup rainbow sherbet  

Instructions  

1. Combine ingredients together in a blender.  
2. Serve in tall glasses. 
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Phase 1 Study of IPI-926 w/Pts. With Advanced and/o r Metastatic Solid Tumor Malignancies        
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