
F r a g I l e X P r e s s
Fragile X Association of Southern California

A warm hello to all our members. It has 
been a while since our last newsletter, so 
there is a lot to report.

First of all, I’m thrilled to tell you that our 
gala fundraiser, Ports O’ Call, was a big 
success. We raised close to $40,000, far 
exceeding the amount we had originally 
anticipated. I want to give thanks to the 
gala committee who worked so hard for 
so long getting ready for the big night: 
Diane Bateman, Linda Hutchings, Sali 
Farber and Neal Robb. You did an 
outstanding job! Thanks also to the 
volunteers who helped with set-up on the 
day: Mary Seward, Jack and Jacqueline 
Blanco , Stacy Conn, Jim Bateman and 
Chad Wackerman. Our helpers on the 
night were Jeff Blanco, Adrian Carmona, 
Brandon Carmona, Jane Cox, Kathy 
Dadourian, Nita Hardin, Patty Mehl, 
Lynda Martinelli Rahaeuser and Jayni 
Rhoads.

The event was held at the beautiful 
Alamitos Bay Yacht Club in Long Beach, 
and we are truly grateful for all the help 
we received, and the wonderful donation 
of the venue itself. Thank you to 
Commodore Jim Bateman and General 
Manager Kelly Whitlow.

During the evening entertainment 
was provided by Carl Verheyen, Cliff 
Hugo and Chad Wackerman – thank 
you for donating your time and talent. 
Photographer Jorge Garcia donated his 
services and took some really wonderful 
photographs. A very special thank you 
goes out to Greg Mishey and Kathy Elder 
of ThinkMedia, who created a short fi lm 
about Fragile X, which really helped tug 
on the heartstrings and loosen the purse 
strings!

Our extremely talented Master 

of Ceremonies was Public Radio 
commentator Sandra Tsing Loh. She 
had us in stitches and was a brilliant 
auctioneer. A huge thank you to our other 
guest speakers, Dr. Randi Hagerman, 
Dr. Paul Hagerman and Robby Miller.

Last, but certainly not least, thank you 
to all the companies and individuals 
who donated items and money, and to 
those who attended the event itself. Your 
generosity is incredible. For more details 
about the event, see the article from 
the Long Beach press Telegram that is 
reprinted in this newsletter.

Now that we’ve raised all that money, 
you’re probably wondering what we’re 
going to do with it. As you know, the 
main recipient of funds was the National 
Fragile X Foundation. We were very 
happy to be able to write the NFXF a 
check for $20,000, which represented 
60% of proceeds after expenses were 
accounted for. The funds have been 
earmarked for research purposes, 
helping us fulfi ll the portion of our 
mission statement promising to support 
research into Fragile X.

We have also made several other 
donations: $5000 to the M.I.N.D. 
Institute at U.C. Davis, $5000 to Think 
Media to enable them to complete their 
documentary “Living with Fragile X”, 
which will be pitched to public television 
stations this spring, and $1000 to 
FRAXA. The remaining money will be 
used for the Association’s activities and 
expenses.

Thank you to those families and 
individuals who also donated so 
generously in response to our holiday 
letter, and thank you to Mary Seward for 
writing and organizing it.

Letter From the President
Naomi Star, President
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Yardsale Fundraiser!

Join us on Saturday, April 
21st, at our Yard Sale Fund-
raiser! See page 7 for more 

details.

April 21, 2007
8:00am - 3:00pm

Long beach
Call Diane (512-439-1190) 

or Naomi (512-434-2791) 

We recently raised nearly 
$40,000 at our “Ports O’ Call” 
gala event. Read all about 
it in the Long Beach Press 
Telegram article reprinted 

inside (page 8).
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Our latest family get-together, a night 
with the Ice Dogs, was well attended 
and really exciting. It was an event 
that appealed to young and old – 
please see Diane Bateman’s article 
about it in this newsletter. Thank you 
Jack and Jacqueline Blanco – you 
always put on such a fun party!

We didn’t have such a great turnout 
at the fi rst couple of parent support 
meetings for the year – the grand 
total of people who showed up was 
zero. As you know, there are several 
more coming up; please try and make 
it along to one or more of them. We 
get so much from sharing with each 
other, and it really is easier to talk 
when the kids aren’t around (much 
as we love them!) The dates are 
reprinted in the newsletter for your 
convenience.

April 18th is the second California 
Fragile X Awareness Day. See if 
you can think of a creative way to 
spread the word about Fragile X. 
Local newspapers are always a 

great place to start. They love to run 
human-interest stories about local 
families, and Fragile X, especially 
with its autism connection, is a good 
read. Any type of exposure is good 
– even if you just resolve to talk to a 
few new people about Fragile X that 
day. If you would like extra copies 
of our brochure to hand out, please 
let me know: (562) 434-2791 or 
fraxsocal@yahoo,com

The Association is celebrating the 
occasion with its second annual yard 
sale. We had so much fun getting 
rid of all our old junk last year, we 
decided to do it again! Everyone who 
bought an item got a brochure about 
Fragile X, we had our banners fl ying 
and we answered tons of questions 
about the syndrome, so it really was 
an awareness-raising exercise. Plus, 
we earned $2200 for the Association. 
Come along and join the fun on 
Saturday, April 21st from 8:00 am to 
3:00 pm at 5300 E. Broadway, Long 
Beach 90803. Donate some stuff to 
sell if you want.

Aaron and Crissy Finney and 
other Board members will soon 
be spreading awareness at the 
FRAXSOCAL booth during the 
annual CAN (Cure Autism Now) 
Walk. They have been doing this for 
some years now, and it is the perfect 
way to get the message about 
Fragile X to a population who should 
know all about it, but often doesn’t.

Following the CAN Walk, Janet 
Rivera and Paula Carjaval will be 
manning a table at Fiesta Educativa, 
a Spanish-language disability expo. 
There is always a great demand for 
Fragile X information at that event 
too.

I want to thank the Finney’s for 
putting together the newsletter, and 
thank you to everyone who wrote an 
article. We welcome all contributions, 
so please send them in via email or 
snail mail.

Until next time,

Naomi Star

(Letter From The President, continued from page 1)

The $31 Burger
Sali Farber

The other day Eric decided to go out for lunch, which he 
has done many times before.  So off he went to Carl’s Jr.  
He ordered his usual “a” Super Star, with only lettuce, 

mustard and pickles, large fries and a glass of water.  The 
cashier said that will be $31.04.  Since Eric is not very 
good with money, and is very trustworthy he handed over 
$31.25 and received $.21 change.  

He knew something didn’t sound right so he immediately 
called me to tell me how much his lunch cost.  Luckily he 
was only 5 minutes from the house so I went over to see 
what had happened.  As we were trying to rectify the or-
der out came “8” eight Super Stars.  Mystery solved.

Eric now knows that a good “rule of thumb” in a fast food 
restaurant - if the bill comes to more than $10.00, they 
must have made a mistake and ask them to redo the 
order.

“Any type of exposure is good – even if you just resolve 
to talk to a few new people about Fragile X that day.”
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INFORMATIVE WEB SITES 

Here are some Web sites where you 
can get more information about 
putting together a comprehensive 
fi nancial plan for a child with special 
needs: 

The Special Need Network
www.tsnn.org

Special Needs Alliance
www.specialneedsalliance.com

Social Security Administration
www.ssa.gov/disability

Merrill Lynch Special Needs 
Calculator
askmerrill.ml.com/snc

MetDESK (Metlife’s Division of Estate 
Planning for Special Kids) 
www.metlife.com/desk

Hello and Goodbye

We would like to welcome our newest 
Board member, Paula Carvajal, and thank 
her for agreeing to volunteer her time for 
the Association. We are thrilled to have 

another Spanish-speaking Board member 
and hope to be able to increase our support 
of Spanish-speaking members. Paula and 
her husband have two young children with 

Fragile X.

We have also recently said goodbye to two 
long-time members of our Board, Dr. David 
Ackerman and Carolyn Stokes. Thank you 

both for the many years of service you 
have provided to the Association – we 

greatly appreciate it.

Many people have signed up for our email list. It’s a great way to get current information about Fragile X news right 
away. 

If you haven’t already done so, send an email to 
info@fraxsocal.org and we’ll add your name. The 
list is never released to anyone else, and all all 
email addresses are kept hidden. Sign up today!

Join Our Email List
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Nathan Meets Hillary Duff

“She’s real, she’s real!” you could hear Nathan exclaim as 
he walked out of South Coast Plaza with his autographed 
Hillary Duff photo.  He had just met the girl of his dreams.  

Nathan has seen every Hillary Duff movie (I, his 
Mom, have gone with him and have to admit, I 
like her movies also) he watches re-runs of her 
TV shows, has all her CD’s, even writes her let-
ters-well, you get the picture-he really likes her.  
When he saw the full page ad in the paper that 
she was going to be at the Mall promoting her 
new perfume, he asked daily if he could go.  He 
usually doesn’t like to be around a lot of people 
so I wasn’t sure how he would do, but he waited 
patiently for over an hour.  I talked to her Man-
ager and Nathan was able to go up on the stage 
fi rst (there was a long line of screeming teenage 
girls waiting to get her autograph) so Nathan’s 
reaction when he saw her wasn’t that much dif-
ferent than theirs.  He just kept saying “She’s 
real, she’s real”  She asked him his name several 
times and he just kept saying “I’m your biggest 
fan” as if she should already know his name.  
She was very nice taking time to talk to him and 

I’m sure it’s a day he’ll never forget.  The autographed 
photo is in a prominent place in his room where he can 
see it at all times.  

Nathan is 22 years old and has Fragile X.  He has a 16 
year old brother, Jason, with Fragile X also.  The biggest 
day in Jason’s life is as follows:

Jason went to an Angel’s Baseball game and sat in the 
Mayor’s Suite.  He went with 2  Teachers from his school 
and another classmate.  He saw his name up on the 
scoreboard and received a bat, ball, hat, and lots of other 
things.  Jason loves sports but it is diffi cult for him to be 
around a lot of people and he is very sensitive to noise, 
but he had a great time.  I had a hard time not calling him, 
but I waited until he fi nally called me from his cell phone 
and he was really excited and happy.  

Days like these are very special as Nathan and Jason 
aren’t able to participate in many of the typical things boys 
their age do.  It’s disappointing that Nathan will probably 
not have a real girlfriend and Jason can’t participate in 
sports like he would like to, but we are thankful for times 
like these and know they will relive this through their 
memories.  A lot of things are affected by Fragile X, but 
memory certainly isn’t.  They remember things with great 
detail.  Another thing that is affected by Fragile X is their 
sense of humor.  They say laughter is the best medicine-
our boys prescribe lots of laughter!

Charlotte Spahr
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Main Organization Contact Info
Email: info@fraxsocal.org
Voicemail: 818-754-4227

Diane Bateman
Long Beach
dcrbateman@yahoo.com

Jack and Jacqueline Blanco
Riverside
4blanco@sbcglobal.net

Paula Carvajal
Carson
Speaks Spanish/Habla Español
carvajalp@metro.net

Sali Farber
Irvine
salij401@aol.com

Aaron and Crissy Finney
Glendora
aaron@wfi -inc.com
crissy@wfi -inc.com

Marie Lambert
Yorba Linda
mlambert@lacsd.org

Deborah & Stephen LeCover
West Los Angeles
dalecover1@sbcglobal.net
sdlecover@sbcglobal.net

Janet Rivera
Whittier
Speaks Spanish/Habla Español
562-699-8672

Neal Robb
Manhattan Beach
neal.robb@kyl.com

Mary Seward
Burbank
mbseward@yahoo.com

Charlotte Spahr
Anaheim
lovespurple92804@yahoo.com

Naomi Star
Long Beach
naomifstar@yahoo.com

Fragile X Association of Southern California Contact 
Information
Below, you’ll fi nd contact information for the main organization as well as the individual board members of the Fragile 
X Association of Southern California. You can leave a voicemail or send an email to the main organization info address 
and someone will get back to you with more information about who we are and what we do. In addition, any of the board 
members listed below would be thrilled to hear from families who might need help getting involved, or who want to talk 
about things related to FXS in their area. The board members have made a commitment to act as “point” persons and to 
help provide support to their local communities, and would love to chat with anyone who wants to talk.

At Home at the Zoo
Aaron Finney

It started as a whim, on a stagnant summer day with 
nothing to do. “Let’s go to the zoo!” says my wife, a little 
too enthusiastically for something that sounded like an 
immense amount of work. “It’ll be fun!” 

Amazingly enough, it was a blast. And always a sucker 
for a good deal, I couldn’t pass up the family annual mem-
bership that was mere dollars more than our one-day ad-
mission. The best part is that I’m...ahem...frugal enough 
to make sure we would actually use it.

So fast-forward a few months. Syd (our 8yo) is doing 
much better in school after being prescribed Abilify - but is 
not doing so well in the fi tness department. The decrease 
in constant agitation is a godsend for his teachers, but we 
slowly realize just how many calories constantly rocking, 
fl apping your hands, and jumping in place must actually 
burn in the course of a day...because they’re starting to 
add up on our once-little guy. Enter my wife’s genius yet-

again: “The zoo! Let’s go walk around the zoo!”

If you’ve been to the LA zoo, you know what an arduous 
hike it is to get around the whole place. There is a steep 
hill that goes up to the Chimpanzees, and then meander-
ing paths that take you criss-cross back to the entrance. 
Perfect excercise that doesn’t feel like exercise! We try 
to pick a specifi c animal that we’re going to see that day, 
then proceed to truck up to the to of the hill. We wan-
der  downhill casually, looking for our animal, our faces 
fl ushed and hearts pumping from the effort.

The best part, though, is that there’s no pressure to “get 
our money’s worth”  - because we already have. If we 
go and last 10 minutes before someone has a meltdown, 
who cares? We know we can always come back any 
time.

For more info on the LA Zoo, go to http://www.lazoo.org/.
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331 S. Branciforte Avenue, Santa Cruz, CA 95062  •  831.459.7338

kathy_elder@pacbell.net • www.thinkmediaonline.com

3/20/07

Board of Directors
Fragile X Association of Southern California
P.O. Box 6924
Burbank, CA 91510-6924

Dear Members of the Board of Directors:

We would like to thank you for your donation of $5000 for the completion of
“Living with Fragile X”.

As a two-person independent production company, resources are limited.
Although we have been able to dedicate hundreds of hours and thousands of
dollars to the project, we could not have gotten this far without the help of
outside contributions. The Fragile X Association of Southern California has been
instrumental in the production of “Living with Fragile X”, from your financial
donations to the generosity of so many families who appear in the documentary
and share their experiences with honesty, grace and wisdom. We are honored
to accept your donation and humbled by your belief in our project.

The documentary is very near to completion. In February, we distributed a
rough cut to a select group and are now incorporating their feedback into a
final version. Most of the feedback has been enormously positive, which makes
us even more excited to finish up and showcase the project for a larger
audience.

We look forward to sharing the fruits of our labors with you soon, and we hope
to accomplish a full national broadcast release for the documentary so that
fragile X may finally get the attention and exposure it deserves. Thank you for
putting us closer to that goal.

Sincerely,

Kathy Elder and Greg Mishey
Producer/Directors
“Living with Fragile X”

Thank you so much to the Fragile X Association for your gift!  
Your gift is particularly meaningful, as it will help our work to 
continue at the present level during a time of NIH cutbacks in 
funding.  Our work is really moving forward and your fi nancial 
and personal support does truly make a difference!

Please know that our professional and personal relation-
ship with each of you and your organization makes your gift 
particularly meaningful.  We thank each of you!

May 2007 be an important year with your gift bringing real 
strides toward better treatment and cure for fragile X related 
conditions...

Louise Gane - M.I.N.D. Institute
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Books And Videos For Sale

Fragile X Syndrome - From a Mother’s 
Perspective
by Dani Steiger

A great video about inclusion!! Now you can help 
provide a positive mainstreaming experience for your 
child with the help of this real-life video, produced by 
UCLA’s Family Support Community Program.
Video - $19.95 plus $3.00 S&H

My Brother Has Fragile X
by Charles Steiger

“fi lled with the fresh perspective of a younger 
brother’s insight into Fragile X” ‘This book chronicles 
the special experiences of living with a brother with 
Fragile X syndrome and a should be read by all 
siblings in families impacted by Fragile X.” — Randi 
Hagerman, M.D.
Book - $15.00 plus $2.50 S&H
Buy both for $34.95 plus $4.00 S&H

MEMBERSHIP DUES

If you haven’t sent in your annual membership 
dues, photocopy this box and return it with your $25 
membership dues made payable to:

Fragile X Association of Southern California

Name: 

Address: 

City:                                           State:                 Zip: 

Mailing Address for all dues and book/video orders:

Fragile X Association of Southern California
P.O. Box 6924

Burbank, CA 91510-6924

Parent	Support	Meetings	for	April	and	May

We hope you’ll join us at one of our upcoming parent support meetings! It’s a great 
chance to get to know each other, and talk about anything and everything. Please 

RSVP directly to the hosts ASAP, and we’ll see you there!

April 28th @ 5pm, Irvine (hosted by Sali and Jeff Farber)
Light Supper- RSVP to 714-544-9551

May 20th @ 4pm, Long Beach(hosted by Naomi Star and Chad Wackerman)
Wine and Cheese - RSVP to 562-434-2791

July 3rd @ 6pm, Burbank (hosted by Mary and Roger Seward)
Barbecue - RSVP to 818-845-5877

The second Annual Fragile X Association Yard Sale

April 21st at 5300 E. Broadway, Long Beach CA  90803 from 8:00 am – 3:00 pm. 

Last year’s sale was such a blast we decided to do it again. We’ve chosen the date to coincide as closely as possible 
with California Fragile X Awareness Day, which is April 18th. What could be better than getting rid of all your old junk, 
making some money for the Association and raising awareness about Fragile X all at the same time? Please come 

along and join us, and if you feel like bringing along some items to sell on the day, be our guest. For more information 

call Naomi at (562) 434-2791 or Diane at (562) 439-1190.
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The Fragile X Association of 
Southern California held its fi rst 
dinner/fundraiser on Nov. 11 at the 
Alamitos Bay Yacht Club. Entitled a 
“Ports o’ Call Gala,” the evening’s 
theme was decidedly nautical, with 
lots of blue and white balloons, 
bunting and sailing decorations 
in the yacht club, set against the 
backdrop of the sailboats and harbor 
lights outside. About 130 people 
attended the soiree. “The fundraiser 
was a huge success for us,” said 
Naomi Star, the association’s 
current President and a Belmont 
Shore resident. “We’ve never tried 
anything of this type and size before. 
It was great fun, but in the end it was 
all about helping people whose lives 
are affected by Fragile X, and I think 
we achieved that.” The fundraiser 
brought in about $40,000.

Proceeds from the dinner will help 
fund scientifi c research and support 
families affected by a genetic 
disorder called Fragile X Syndrome. 
Fragile X is the leading cause of 
inherited mental retardation and 
a known cause of autism. Fragile 
X is also associated in adults with 
Parkinson’s-like symptoms as 
well as premature menopause. A 
portion of the money raised will be 
directed to the National Fragile X 
Foundation.

With cocktails and hors d’ouevres 
in hand, attendees mingled in the 
yacht club’s lovely bar and dining 
room, part which was set aside for 
a silent auction stocked with lots of 
fun items.

The master of ceremonies was 
writer, musician, and public radio 
commentator Sandra Tsing Loh, 
whose humor was evident in the 
laughs she drew while conducting 
the live auction. Loh’s radio pieces 

are heard regularly on station KPCC 
and elsewhere.

Speaking during the dinner were 
Naomi Star, Drs. Randi Hagerman 
and Paul Hagerman, a dynamic 
husband and wife team who 
are among the world’s leading 
authorities on Fragile X, and Robert 
Miller, Executive Director of the 
National Fragile X Foundation. 
Star’s husband, Chad Wackerman, 
a professional drummer, together 
with two musician colleagues, Carl 
Verheyen and Cliff Hugo, provided 
some lively jazz during the event.

Dr. Randi Hagerman, who is 
also Medical Director of the U.C. 
Davis/M.I.N.D. Institute, noted in 
her presentation how few people 
know about Fragile X despite its 
prevalence. Both she and her 
husband, Dr. Paul Hagerman, a 
geneticist at U.C. Davis, talked about 
exciting advances that have made 
toward fi nding effective treatments 
and even a cure for the disorder.

A short but moving video clip was 
also shown, taken from a soon-to-be 
completed documentary on Fragile 
X called “Living With Fragile X,” 
produced by Kathy Elder and Greg 

Mishey of ThinkMedia.

The Fragile X Association of 
Southern California is a 501(c)(3) 
charitable organization dedicated 
to serving families affected by 
Fragile X syndrome, supporting 
research toward effective treatments 
and cures, and promoting public 
awareness of the disorder.

Seen at the Scene: Notables in 
attendance were the association’s 
president, Naomi Star of Belmont 
Shore, with her husband Chad 
Wackerman; the association’s vice 
president, Diane Bateman of Naples, 
with her husband, Jim; Beth and Skip 
Keesal, founding partner of one of 
Long Beach law fi rm Keesal, Young, 
& Logan; Carolyn and Neal Robb, 
also of Keesal, Young, & Logan 
and a director of the association; 
Liz and Peter Bell, president and 
CEO of Cure Autism Now (CAN); 
developmental pediatrician Audrey 
Griesbach, M.D.; Justin Hectus, 
I.T. Director of Keesal, Young and 
Logan and president-elect of the 
Arts Council for Long Beach; and 
Linda Hutchings, Sali Farber, and 
Mary Seward, all directors of the 
association and members of the 
dinner committee.

First fundraiser functions fabulously

by Shirley Wild, reprinted by courtesy of The Press Telegram.
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California Fragile X Awareness Day - April 18

WHAT:  For the second consecutive year, Senator Dennis Hollingsworth (R-Murrieta) along with parents and advo-
cates throughout California will gather to honor California Fragile X Awareness Day.

SPEAKERS: Senator Dennis Hollingsworth, author of “Fragile X Awareness Day” legislation; Dr. Randi Hagerman, 
Author of “Fragile X Syndrome: Diagnosis, Treatment, and Research” and endowed chair of Fragile X Research at 
the UC Davis M.I.N.D. Institute; Jane Jones, parent and President of the Northern California Fragile X Association

WHEN: 11:00 a.m. to 11:30 a.m.; Wednesday, April 18, 2007

WHERE: State Capitol, North Steps, Sacramento

WHY: Increased awareness leads to increased and earlier diagnosis which leads to earlier treatment and improved 
outcomes. The National Fragile X Foundation urges you to join us in Sacramento for this show of support. Let’s join 
together to make sure that all Californians know about Fragile X!

Contact Erica Holloway in Senator Hollingsworth’s offi ce for more information 619-596-3136 or contact the Na-

tional Fragile X Foundation at 1-800-688-8765.

Please make your plans today to join staff members of the NFXF and the UC Davis M.I.N.D. Institute along with fam-
ily and friends of the Fragile X community for this great opportunity to raise awareness for Fragile X in California. You 

can also help spread the word by forwarding this email message to all of your family and friends.
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The Fragile X Family Fun Day on March 18th was just 
that…… FUN!  

Over 30 people attended the Ice Dogs game in Long 
Beach. For young and old alike, the game was entertaining 
and very exciting.  Jack and Jacqueline Blanco did a 
wonderful job of coordinating the event.  Families met in 
a separate room before the game and chowed down on 

pizza, chips, sodas and cookies.  Each child was given an 
Ice Dogs offi cial hockey puck.  Ian loved his and took it to 
school the next day to show his teacher!  When the game 
was about to begin we all fi led into our seats.  

It was the Long Beach Ice Dogs vs. the Las Vegas 
Wranglers, although Long Beach lost, no one really 
noticed, most of the kids cheered for both teams.  Ian and I 
had never attended a hockey game before, we didn’t really 
didn’t know what to expect.  Once the fi rst whistle blew and 
the game started, we were hooked! It’s all so fast, and loud 
and exciting!   During the game, vendors roamed the isles 
selling peanuts, hot dogs and cotton candy.  What’s not to 
like?  Even between the periods, there were games taking 
place on the ice, never a dull moment. 

The event was so successful, I’m sure we’ll be doing it 
again in the future.  

Thanks Jack and Jacqueline for your hard work. It wasn’t 
just a Fun Day it was a “Super” Family Fun Day! 

Family Fun Day
Diane Bateman
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Following an invitation to speak about providing support 
to families affected by Fragile X, I traveled to Washington 
D.C. in February to participate in the National Fragile X 
Foundation’s Leadership Conference and Advocacy Day. 
I arrived at Baltimore Airport in the middle of a snow 
emergency at 1:45 am, but was able to get a cab to take 
me into Washington and to the very impressive Hyatt 
Regency Hotel in downtown D.C. 

The conference began that afternoon in one of the downstairs 
meeting rooms. There were parent representatives from all 
over the USA, who had come to share ideas and learn 
from each other. The afternoon began with an inspiring 
talk by the keynote speaker Madeleine Will, of the National 
Down Syndrome Association. She spoke about the need 
for continued advocacy on behalf of disabled people, 
and gave a fascinating overview of the progress that has 
occurred in disability rights over the past few decades.

I was up next, and spoke about the different ways in 
which resource groups can provide support to their 
members. It was great to be able to show some photos of 
FRAXSOCAL’s family events, and talk about the things we 
have been doing as a group. Kim Young from Detroit spoke 
about conference and seminar planning next – her group 
has been very successful in organizing well-attended 
educational events.

Don Bailey, PhD from RTI International was supposed to 
speak to us about his Fragile X Family Needs Assessment 
project over dinner the fi rst night, but because of the 
wild weather his fl ight into D.C. was cancelled. Instead, 
Robby Miller outlined the project for us and asked that we 
keep our members informed of its progress. (This is the 
information we forwarded via email recently, asking 
for input on questions to be part of the survey). For 
more information on this project, email the RTI team: 
FragileX@rti.org

The next morning began early, with a breakfast 
presentation about the history of the NFXF by Randi 
Hagerman. This was followed by several presentations 
on fundraising strategies by Anita Inz (art shows), 
Holly Roos (walk-a-thons) and Rose Jahnke and 
Marcy Pipkorn (golf tournaments). Just before lunch 
we heard from Serena Lowe, formerly a member of the 
consulting fi rm in Washington who assists the National 
in its advocacy efforts, and who recently joined the 
Board of the National. She talked about the importance 
of grass-roots advocacy and how to get started.

This led into lunch with a much larger group of people 

– by this time there were about 100 attendees. We moved 
into a bigger conference room and sat down for an intense 
afternoon of advocacy training, led by professionals from 
B&D Consulting. They coached us on how to approach the 
meetings they had set up for the following day with senators 
and representatives on Capitol Hill. First, they warned us 
that we might not see the actual Member of Congress; it 
is very common for people to send their legislative aides 
along in their place. They also cautioned that the meeting 
would probably be quite fast, and might be conducted in 
an outside offi ce, a cafeteria, or even walking through 
the hallways – it reminded me of the TV show The West 
Wing! We were told to think of the meeting in sections: the 
introduction, the educational portion (explaining Fragile X), 
the “ask” (requesting that they sign on to the bi-partisan 
letter of support for increased funding for Fragile X, which 
is headed for the Appropriations Committee), and the 
goodbyes and “leave-behind” (leaving them with a packet 
of information about Fragile X).

After several hours of training, we separated into groups 
by state and were given our appointment schedules. I only 
had one appointment, which was with my Congressman, 
Dana Rohrabacher. However I was keen to get more 
experience, so asked Robby Miller and John Harrigan, 
from the National’s Board of Trustees, if I could tag along 
on one of theirs. I also asked John if he would accompany 
me to my appointment – most people agreed it was optimal 
to have between two to three people at each meeting. 
That sorted, we ended for the day. Chuck Luckmann from 
Flying Trout Press very generously handed out copies of 
his book “X Stories” to everyone and suggested we give a 
copy to our Representatives and Senators along with the 
NFXF packet. Exhausted but excited, a group of us went to 
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dinner at a lovely Italian restaurant and strategized about 
our approaches.

The day of our descent on Capital Hill was a gorgeous 
one. The snowstorm could have happened months before 
– it was sunny, clear and mild. I had the morning off, so 
managed a quick trip to the Natural History Museum and 
a tour of the Library of Congress. At 2:00 pm I met up with 
Robby and John for their appointment with Representative 
Ellen Tauscher’s legislative aide (Northern CA). Sure 
enough, our interview was in the outer offi ce, with people 
coming and going and phones ringing, but the aide was 
familiar with Fragile X and the appointment went very 
smoothly.

Soon after that, I met up with John in Dana Rohrabacher’s 
waiting room. In a couple of minutes the man himself 
opened the door of his offi ce and ushered us in. He 
told us he makes a point of meeting his constituents in 
person if they’ve made the effort to come all the way to 
Washington. We sat down and started our pitch. He and 
his aide listened intently – he admitted they didn’t know 
anything about Fragile X – and asked lots of questions. 
We managed to get through all the things we wanted to 

impart, and though the Representative was non-committal 
about signing the letter, he indicated he would do some 
further research on the issue and consider it carefully. I 
asked if he would mind taking a photo with us and he was 
extremely gracious and accommodating about it. Outside, 
John Harrigan, a veteran of many of these sessions, said 
it was a very successful fi rst meeting.

Since my arrival back in Long Beach I have followed up 
with faxes and emails, and have encouraged my family and 
friends to email their support as well. I plan to visit Dana 
Rohrabacher’s Huntington Beach offi ce in the next few 
months, and will send him invitations to any future Fragile-
X related events we put on. The consultants in Washington 
stressed the importance of establishing relationships with 
our Representatives and Senators. These relationships 
help our elected offi cials understand what is meaningful to 
us as constituents, and something I know we all agree on 
is the vital importance of ongoing research into Fragile X. I 
hope you will consider a visit to your own Representatives 
and Senators to talk about Fragile X. If you need any help 
or ideas, please feel free to call me at (562) 434-2791 or 
email me: fraxsocal@yahoo.com.

(Ms. Star Goes to Washington, continued from page 11)
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Brothers Ride for FX Awareness
Jack Blanco

On March 4, 2007 my brother Jeff and I rode in the 
L.A. Bike Tour XIII. The intentions were not only to 
do the ride for the thrill of the adventure or excite-
ment of a 26.2 mile course, but also to ride and 
dedicate this race to my son (and Jeff’s godson) 
Justin Blanco. Justin is seven years old and was 
diagnosed four years ago with Fragile X Syndrome. 
Jeff and I thought it would be great to ride our 
grandparent’s old tandem bicycle, wear shirts and 
have banners made that represented this important 
cause. Shirts were made (Fragile X Association of 
So. Cal.) on front and back, and banners were made 
and attached to the sides of the bike. 

The two of us, along with our coach Jacqueline 
Blanco, arrived at the starting gate at 5:00 AM. The 
race started as the sun rose over the Los Angeles 
horizon. Over 15,000 people packed the streets and 
we received several glances, comments, and ques-
tions about Fragile X Syndrome. The day turned 
out just as planned and hoped for; the weather was 
perfect and we had a terrifi c time, knowing that our grand-
parents were probably looking down on us with pride that 

their old tandem, and grandsons, had accomplished this 
feat. Most importantly, we were able to bring awareness 
and ride for a cause that is very dear to our hearts.



The Fragile X Association of 
Southern California is run entirely 
by volunteer parents of children 
with Fragile X Syndrome. We are 
a California non-profi t 501 (c)(3) 
tax exempt corporation. Your tax 

deductible donations help support 
our mission and are gratefully 

accepted.

Visit our website at:

http://www.fraxsocal.org
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Mission Statement

OUR ORGANIZATION WAS FORMED TO PROMOTE PUBLIC AWARENESS OF FRAGILE X SYNDROME WITH 
SPECIAL EMPHASIS ON EDUCATORS AND HEALTH PROFESSIONALS; PROVIDE A FORUM FOR FAMILIES OF 
CHILDREN WITH FRAGILE X TO MEET AND SHARE THEIR IDEAS, CONCERNS, AND PROBLEMS; AND SUPPORT 

SCIENTIFIC RESEARCH ON FRAGILE X SYNDROME.


