

















FRAXA has created an Honorary Board to recognize people who
show tremendous dedication to FRAXA. These individuals give

Board Members

generously of their time, resources, and efforts to further FRAXA's
mission of finding a cure for Fragile X.

MARY HIGGINS CLARK

Mary Higgins Clark’s fame as a

writer was achieved against heavy

odds. Born and raised in the Bronx,

her father died when she was

eleven. Later, left a young widow

when her husband had a heart

attack, Mary went to work writing

radio scripts and decided to try her

hand at writing books. Every

morning, she got up at 5 AM and wrote until 7 AM, when she

had to get her five children ready for school. Now Mary

Higgins Clark’s suspense novels are world-wide bestsellers.
Mary’s involvement with FRAXA began in 1997 when

she rocketed the fledgling parent group into a powerhouse

for Fragile X research by pledging $1 million in support over

five years. Since then, she has appeared at FRAXA events

across the country. Mary’s grandson David has Fragile X.

JAMES DENTON

Born in Nashville, Tennessee,
James Denton graduated with
honors from the University of
Tennessee at Knoxville, snagging
a degree in advertising as a
television/journalism major on
the way out the door. Although
he spent the next four years
selling advertising, Jamie's heart
was already in another place, and
he headed to Chicago to try his hand at acting full-time.
On October 3, 2004, Desperate Housewives garnered
incredible ratings with its debut episode, with Jamie
Denton starring as Mike Delfino, the world’s sexiest
plumber. Three months later, Jamie was included in People
Magazine’s 2004 Sexiest Men Alive issue. Jamie was the star
attraction at FRAXA's recent gala in Atlanta. He was
introduced to FRAXA by his childhood friend and
FRAXA’s newest board member Michael Scott, whose son
Morgan has Fragile X.

DAN GRIMALDI

Dr. Dan Grimaldi is an actor

known for his roles as twins

Philly and Patsy Parisi on the

HBO TV series, The Sopranos.

He also played mother-fixated

pyromaniac Donald 'Donny’

Kohler in the

1980 slasher film Don't Go in the

House, and has appeared in

several episodes on Law & Order. He voices Frank' for the
bestselling computer game Mafia. While he is often cast in
"tough-guy" roles, in real life Dan holds a Ph.D. and teaches
college mathematics and computer science in Brooklyn,
New York. Dan became involved with FRAXA many years
ago when he attended a gala in New York City; he has been
a loyal supporter ever since and always looks forward to
appearing at FRAXA fundraisers.

ROGER MUDD

Roger Mudd has been a news-

paper and television reporter

for more than 50 years, begin-

ning with The News Leader in

Richmond, Virginia, CBS News,

NBC News, The

MacNeil/Lehrer Newshour on

PBS and finally with The

History Channel. He is the

recipient of five Emmies for his

work at CBS, including “The Selling of the Pentagon” in
1972 and “Teddy” in 1979. He has also been a visiting
professor at Princeton University and Washington & Lee
University. His memoir, The Place to Be/Washington, CBS
and the Glory Days of Television News, was published this
Spring. Roger and his wife E.J. are longtime friends of
Mary Beth and David Busby and their sons Jack and
Robert, both of whom have Fragile X. Roger has served as
Master of Ceremonies at FRAXA galas in many cities,
including Boston, Chicago, and Washington, DC.
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FUNDRAISING

The Doris

FRAXA is a grass-roots organization founded in 1994 by parents and still run by parents.

FRAXA's mission is to find effective treatments and ultimately a cure for all children and adults
with Fragile X.
2007 was FRAXA's best year ever, with over $5 million raised — more than double any previ-

ous year. Doris Buffett, founder of The Sunshine Lady Foundation, challenged FRAXA with a

$500,000 matching grant. Thanks to the outpouring of support from families and friends every-

where, FRAXA far surpassed the challenge. When we raised over $1.5 million, Ms. Buffett

matched every dollar! This means new research, new clinical trials, and new determination to

find a cure.

The Sunshine Lady Foundation’s Challenge motivated the Fragile X community to dramatically

increase fundraising and awareness activities. It has been an exciting time and we are sincerely

grateful to Ms. Buffett and to each of you!

The X Ball
New York, NY

Gregory, Reiko Alyesworth, Eileen Naughton

L to R: Craig Chesley, Debbie Stevenson‘ David
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Debbie and Jeffrey
Stevenson, along with Eileen
Naughton and Craig Chesley,
hosted an extraordinary gala
at New York City’s Gotham
Hall. Special guests included
NBC’s David Gregory,
CNBC'’s Sue Herera,
researcher Dr. Mark Bear,
and actors Reiko

| Aylesworth (from the hit

series “24”) and Dan
Grimaldi (from “The
Sopranos”).

Over $800,000 was raised.

Spring 2008

4th Annual Walk

Canton, IL

More than 315 people raised $20,000 on April
21st, walking in honor of Parker and Allison

Pool Party

San Diego, CA

Cindy de Gruchy and the Fragile X Center of
San Diego hosted a Splash for Cash party in
Roos, including families from DeKalb, Malta,
Washington, Pekin, LeRoy, Plainfield,
Cambridge, Bushnell, Peoria, Mackinaw,

June, raising $4700 for research.

Picnic

South Dartmouth, MA

Thanks to the encouragement of Lisa, Joanne,
and Seth Thomas, when Castello Realty
hosted their annual picnic to benefit children’s
causes on July 15th, they selected FRAXA as
one of the beneficiaries. Owners Jose and Joe
Castello presented a check for $10,000 to
FRAXA.

Lewistown, Farmington, and Canton. %
5th Annual Botox Benefit
Grand Blanc, Ml

Jennifer and Dr. Kimball Silverton host a
benefit each year, and this was the most
successful one yet, netting $8500 for FRAXA.

Golf Tournament

London, England

Andrew Neill and friends at the Ealing
Golf Club near London raised $10,000 on
May 26th. Andrew and his son Stuart
cooked Bar-B-Q all day, feeding all the
teams before the rain set in.

Red Tent Reading
Group Benefit -
Miami, FL

Members of Temple Beth Or's Red Tent
Reading Group contributed to FRAXA in
honor of Marty Gammon’s son, Josh.




Buffett Challenge

Charity Poker Tournament
Port Aransas, TX

Across the country on July 15th, CeCe Drake
and her four sisters, Shelley, Maren, Katie and
Cindy, hosted a poker contest for FRAXA.
The Drake sisters have established the
organization Fragile X Awareness for Central
Texas (FACT, at www.fxsfacts.com).

Fragile X Golf and Dinner
Solon, OH

Ara and Leslie Bagdasarian hosted a golf
tournament, dinner, and auction on July 16th.
Mary Beth Busby was the featured speaker.
This event — the 11th for the Bagdasarians
and the Fragile X Alliance of Ohio - raised
over $250,000!

Baseball Game

Montclair, NJ

Three days later, Denise Sabo and her friends
and family sold tickets to a New Jersey Jackals

game and organized a barbeque for FRAXA.

Standing: Jose S. Castelo, Joe Castelo;Jen King, Alzira
Castelo, Lisa Thomas, Tom and Leslie Bowbrowski,
Paul Pires. Seated: Maryann Castelo, Sophie and Elijah
Bowbrowski, Seth. Thomas (with the Biggest smile!)

Comedy Shows

Peoria, IL

Comedians Paul and Storm celebrated Fragile
X Awareness Day at the Jukebox Comedy
Club in a weekend-long FRAXA benefit
ending on National Fragile X Awareness Day,
July 22nd. Holly Roos organized the event.

Jason and
Brandon Welch

Mt. Rainier's Strongest Man
Sumner, WA

Hosted by Laurie Bowler of Rainier Crossfit
and held at The Old Cannery on July 21st, this
contest featured a yoke race, overhead log
press, deadlift, bus pull, stone loading, and a
farmers walk medley.

Blue Ridge Mountain Ride
Laurel Springs,NC

Mikey Charleton at the
Stations Inn Bike Run !

Stations Inn ran their annual motorcycle
poker run to benefit FRAXA through the Blue
Ridge Mountains of North Carolina on July
21st. Riders passed through four states,
picking up one card of a poker hand in each
stop along the way. They raised over $6,000.

Bike Run

New Castle, DE

FRAXA’s Delaware chapter raised over
$29,000 on National Fragile X Awareness Day,
July 22nd, with a motorcycle run. Jen Nardo,
Cynthia Worthington, Angela and Matthew
Ross, and others hosted a BBQ, live band,
silent auction and kids activities.

Pizza Party Fundraiser
Vandalia, MO

The next day, Mike and Carol Schambach
hosted their first event ever: a Pizza Hut
fundraiser. Carol’s family and friends waited
tables and local businesses donated door prizes.

Comedy Night

Saugus, MA

Guests enjoyed the antics of four comedians
and a special appearance by Mo Pratt at
Prince Pizza, on August 2nd. Hosted by Randy
and Chuck Welch in honor of their sons, this
will be an annual summer event.

FRAXA Office Manager
Melissa Budek and
Alex Doss  «

Unlimited All-Stars
Summer Nationals

Staley, NC

Kart racers from all over the USA met on
August 11th in Staley, North Carolina for the
Annual Unlimited All-Stars (UAS) Summer
Nationals. The races were hosted by the North
Carolina Unlimited All-Stars under the
direction of Gil Atkinson. Another race to
benefit FRAXA is being planned for 2008.

Katie Clapp, the Dog Pound racing club (Hot Dog,
Rabid Dog, One-Eyed Dog, Diggity, Dog-daze Dog)

NetWitness Ride for Kids
Chantilly, VA

This motorcycle ride was hosted by the
company NetWitness, also on August 11th.
Thanks to Jim Charlton and his son, Mikey,
Dana Walsh, and the entire organizing team,
the ride raised over $10,000 for FRAXA.

Motorcycle Ride

and Auction

New Gloucester, ME

Julie Gosselin and the Maine Fragile X
Resource Group organized this ride through
the Lakes Region of Maine on August 25th.
They raised over $1500 for FRAXA.



FUNDRAISING

Pole Dancing Contest
Los Angeles, CA

The contestants|
14
Barbara Bott organized this fundraiser at Soul
Tree Motion studio on September 2nd.
Overheard during the dance: “send your

1

inherent, powerful, female energy to FRAXA

Birthday Party

Irvington, NY

Maddy and Wendy Cohen raised $92 for
FRAXA at a 60’s-themed party on September
8th at the home of Risa Wells, Israel Perlson
and their daughter, Ariana. Maddy & Wendy
are the 10-year-old twin cousins of Julian Berg,
who has Fragile X, and the daughters of Judy
& Alan Cohen. They set up a booth to display
FRAXA brochures, magnets, bracelets, and a
balloon dog named “Fraxy”

Birthday Party

Montclair, NJ

Shobha Swaminathan threw a birthday party
for her son Abhi on September 8th; guests
gave donations in lieu of gifts. Later, Shobha
also hosted a jewelry party to raise funds.

Golf Tournament

Uxbridge, MA

Gordon Cole and family organized their 2nd
annual golf tournament at the Blissful
Meadows Golf Club on September 9th, with
help from Jack Cashman.

Cash For a Cure Concert
Asheville, NC

Buddy, Carol, Jamie and their Vintage Band
performed songs of Johnny Cash, June Carter
and the early stars of country. The September
29th concert was hosted by Dr. Kate Gregory.
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Buffett Cup Gala

Marblehead, MA

FRAXA raised $200,000 at the Corinthian Yacht
Club on October 4. Honored guests were Doris
Buffett, Storm Tracker Jim Cantore, Boston News
Reporter Kelly Tuthill, and Roger Mudd. Special
thanks go to Mary Lou Supple, Becky and Sasa
Zorovic, Leslie and Trevor Eddy, and Liz and
Jason Mazzola.

Cocktail Party/Silent Auction
Grandview, OH

Judith Maloney and friends raised over
$20,000 with "The Sun Shines on Fragile X
Blues” The band Delta Sheiks performed, and
the entire Ohio State University gymnastics
team was there as volunteers on October 6.

BarBQ

Omaha, NE

The same day, Sheila Gehrman and the Fragile
X Association of Nebraska hosted a western
dinner in Omaha - Doris Buffett’s home town.
The festivities raised over $20,000.

Atlanta Answers the
Buffett Challenge
Atlanta, GA

Elly and Michael Scott hosted An Exceptional
Evening Benefiting Fragile X Research at the
Sweetwater Brewing Company Headquarters

" The crowd af An Exceptional
Eveninglin‘Aflanta; Jamie Denton
talking with Teri Hatcher

on October 6th, featuring James Denton
who plays Mike Delfino, the world's sexiest
plumber, on Desperate Housewives. They
raised over $150,000!

Luncheon

Omaha, NE

Diane Hamsa
hosted an
October 7th
luncheon
featuring
Doris Buffett.
They raised
over $15,000.

Kelly Randels,Doris Buffett

Marathon

Portland, OR

Further west, Nancy Gurman and Lauren
Vitalie ran the Portland Marathon, raising
funds in honor of Lauren’s son Grant and
goddaughter Allison Eddy (who is also board
member Leslie Eddy’s daughter).

Surprise Birthday

Southbury, CT

Jen Weitz threw a surprise birthday party for
her husband Jonathan. She asked the guests to
make donations to FRAXA in lieu of gifts.

Fragile X Dinners

Yorktown Heights, NY

Nancy Pitcher hosted a dinner and candle
light party, and a letter campaign, raising
funds in honor of her son Ryan. Nancy’s
friend Lisa Vanderwerker arranged an evening
for Fragile X at a local restaurant; the turnout
was so good that the chef called to say he'd
never before seen a fundraiser like it!

Coin Toss

Ypsilanti, MI

In honor of the 43rd birthday of Ted Coutilish
- associate vice president of Marketing and
Communications at Eastern Michigan
University - one of Ted’s staff, Meaghan
Britton, organized a Coin Toss for Fragile X at
Chavez Fountain on October 10 at the
Ypsilanti, Michigan campus. Mary Beth
Langan and Ted Coutilish’s only child, six-
year-old Andrew, is affected by Fragile X.



2008

Calendar:

Check often at fraxa.org!

Luncl_\eon and
Fashion Show
King of Prussia, PA

Congquer Fragile X Foundation and Cristy
Hollin held a show at Neiman Marcus on
October 11th, in honor of her son Matthew.

They raised over $67,000 for FRAXA.

Disc Golf

Yadkinville, NC

Cumberland, Rl
The October 14th

Dream Dinners Fundraiser

San Antonio, TX

The dinner, hosted by Laura Moodie, raised
over $1,500. Also, the 80 teachers at the Bob
Beard Elementary School raised $686 through
a Jeans for Genes Day - including Laura.

Jeans to Work Day
Deptford, NJ

Gavin Christopher Gray’s mom, Stacy, and
colleagues at E. Greenwich Township Schools
raised funds by wearing jeans to work.

Bake Sale
Grandview Heights, OH

Maddy Whitley, a student at Grandview
Heights High School in Ohio, held a bake sale
in honor of Liam and Nolan Maloney.

Gala and Fashion Show

Newport Beach. CA

Andrea Shelly’s elegant gala and stunning La

Perla fashion raised almost $250,000.

Tournament

April and Randy Boone
hosted this tournament in
honor of their son Tyler.
They raised over $6,200.

5K Run/Walk

run/walk was hosted by
Leslie and Tom Bobrowski
and the Rhode Island
Family Group; runners
included Laura Tranfaglia,
Becky Zorovic, and Shorta
and Freddy Yuasa.

Fall X Ball

Poughkeepsie, NY

This year, Amy and Ron Watkins raised over
$50,000 at their annual event. In attendance
were author Mary Jane Clark, whose son
David has Fragile X, and actor Dan Grimaldi.

More Notable Events

Jodi Lancaster held a charity night at
Max and Emma’s in honor of her children
Erin and Alec.

Lisa Haran mailed over 130 letters to
friends and family to raise funds.

Elissa Boory
approached friends
and families
everywhere, raising
over $62,000.

Kelly
® Broxterman and
her sister sold
bracelets in honor
of Kelly’s daughters
Danielle and Amber
and her sister’s son Mitchell.

Alan Cohen raised over $125,000 toward
our goal, thanks to his colleagues and friends.

Lois Odom of Venice, FL, raised funds
with the help of friends at the Trinity
Presbyterian Church of Venice.

The football team at LeRoy High School,
along with team members from five other
high schools, walked door to door to raise
money in honor of Abraham Zeleznik, two-
year-old son of Amy and BJ Zeleznik.

Alan Parsow of Omaha passed out
envelopes left and right, garnering over
$150,000 of donations to FRAXA.

Dean and Stefanie Clark asked friends
for donations in honor of their son Lucas.
Tom and Linda Leonard matched every dollar.

Madeline Larsen of Oceanside, NY wrote
that as a result of the efforts of four women
knitting scarves, they raised $490 in honor of
Ryan Pitcher.

To enter the Tri-County Mall "Magical
Evening of Giving" for an after hours
shopping gala, shoppers paid Wendy Rollinger
of Mason, OH a $5 donation to FRAXA.

The Virginia Fragile X Resource Group
and Michelle Rocker, President, raised dollars
and awareness at the "Voices for Fragile X" a
capella benefit concert on September 29th.

Lauren Padgett, President of LucasWorks
in Magnolia Delaware has pledged to FRAXA
10% of the price of LucasWorks Fragile X
Syndrome bracelets sold at her website
www.lucasworks.org.

"RAP" of Akron, Ohio, a Single's
Discussion Group, held a silent auction on
Labor Day. All proceeds were sent to FRAXA
by Kristine Atwood.

Dawn Cook, Holly Roos' sister, along
with her mom, 2 sisters, and an aunt sold
butterbraid frozen pastries and raised over
$1,000 for FRAXA. Dawn writes "how easy it
was for the five of us to make a difference."

Thanks to the Buttinger Family, founders
and operators of Camp Hillcroft in Billings,
NY, the campers voted to support FRAXA and
proudly donated some of the proceeds of the
Hillcroft's Children's Festival Carnival.

Jack Greenfield celebrated his Bar
Mitzvah in August '07; as part of his mitzvah,
Jack donated 10% of his gifts to FRAXA.

Melissa and Darren Courtney participat-
ed in the Cincinnati Flying Pig Marathon in
May '07. Bruce Jackson was their designated
runner. Sponsors raised money for FRAXA.

Special Thanks to...

Mary Lou Supple, Richard Colburn, Barry
Zamelsky, Barbara Gerber, Carol Burton,
Denis and Kira Schmuler, Melissa Morrison,
Carrie and Andy Narcelles, Melissa and
Robert Shelley, Ethel Rosenblatt, Elaine
Stillerman, Deb and Vern Gillan, Cynthia and
Brian Casey, the Pessler family, Mary Beth and
David Busby, Brian Silver’s family and friends,
Richard Coe, and Nancy and Jim Hertzig.
Thanks also to those who contributed in lov-
ing memory of Michael Gerber and John
Bodman. Thanks to Patrick Vershbow's Pals,
who had planned on 10 annual basketball
tournaments but are now planning their 12th!
Most of all, sincere thanks and apologies to
those we whom we've not mentioned here due
to lack of space.....
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© 2008 FRAXA Research Foundation. All rights reserved. This newsletter is published
regularly and sent to all supporters of FRAXA Research Foundation.

FRAXA is a national 501(c)(3) tax-exempt organization run by
parents of children with Fragile X. FRAXA's overhead is below
7%, one of the lowest of all charitable organizations. Supporters

receive our newsletters, email updates, and are welcome to par-

ticipate as active volunteers.

PLEASE HELP.

YES, | WOULD LIKE TO HELP FRAXA:
O Member ($25+)

O Donor ($50+)

O Sponsor ($100+)

O Benefactor ($500+)

O Research Underwriter ($1000+)

OO Named Research Fund ($5000+)

OO Named Research Chair ($25,000+)

Send to:  FRAXA
45 Pleasant St.
Newburyport, MA 01950

Or donate online at www.FRAXA .org

NONPROFIT ORG.
U.S. POSTAGE

PAID
FRAGILE X RESEARCH FOUNDATION W NEWBURY, MA
45 Pleasant St. PERMIT NO. 59

Newburyport, MA 01950





