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My name is Naomi Star and at the last 
board meeting of the Fragile X Association 
of Southern California I was honored 
to be elected as president. I would like 
to thank the board members for their 
warm welcome, and in particular I want 
to express my gratitude to the outgoing 
president Neal Robb for his support and 

advice concerning the Association. Neal 
has done a wonderful job as president 
during his two terms, and we are all happy 
that he will continue to serve as a board 
member.

By way of introduction, I am an Aussie 
married to an American. My husband 
Chad Wackerman and I have two children: 
James and Sophie. Chad and I both work 
in the music industry, he as a drummer 
and I as a singer. Our journey with fragile 
X began when James, now twelve, was 
diagnosed at four years of age. Although 

James was born here in L.A., by this time 
we had moved back to my hometown of 
Sydney, Australia. The diagnosis came as 
a tremendous shock, even though James 
had been receiving early intervention 
services from the age of two. The fi nality 
and implications of this genetic disease 
seemed totally overwhelming. On our next 

trip to Chad’s family in L.A. we resolved 
to visit the Fragile X Clinic in Denver, 
and it was there, with the help of Randi 
Hagerman’s excellent team, that we fi rst 
began to glimpse some hope for the 
future. Yes, there is no cure yet for fragile 
X, but there are many strategies that can 
help a person reach their full potential.

It was during this same trip to America that 
we fi rst contacted FRAXSOCAL. We were 
keen to meet other families impacted by
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 fragile X, and Deborah LeCover, 
the president at the time, was kind 
enough to organise a picnic, inviting 
several people with children around 
James’ age. They were all so cute 
together that I decided to take a 
photo – we parents lined them up on 
a bench and I snapped a few quick 
shots. One of them has been on the 
cover of the Association’s pamphlet 
ever since.

Upon our return to Sydney we 
joined the Fragile X Association of 
Australia and I eventually became 
president of the group. Besides 
activities such as conferences, 
seminars, fundraising events and 
running a multi-disciplinary clinic for 
people with fragile X, there was the 
opportunity for connections between 
families to be made. I can honestly 
say that the friendships I have with 
other parents of children with fragile 
X are some of my most important, 

and they are constant 
sources of inspiration 
and support. I also 
discovered that 
serving in a group like 

the Fragile X Association is a terrific 
outlet – I am somehow able to turn 
what could become negative energy 
into something much more positive. 
And I am continually learning about 
fragile X, which in turn benefits 
James. As you can see, I am a firm 
believer in the enormous value of 
family support organizations.

After ten years in Sydney we 
made the decision to move our 
family back to the U.S. last year. 
James and Sophie surprised us by 
coping extraordinarily well with the 
upheaval. Almost everything was 
new for James – his house, his 
school, his extra-curricular activities 
and his friends. Although we began 
the transition process a year before 
the actual move, we were worried 
that no amount of preparation would 
be sufficient, and that James might 
suffer terrible, possibly debilitating 
anxiety. Nothing could be further 

from the truth. As is often the case, 
he was capable of far more than we 
anticipated and has settled into his 
new life with remarkable ease. We 
are incredibly proud of him.

I am looking forward to becoming 
involved with FRAXSOCAL. There 
are several exciting projects coming 
up this year, including a medical 
symposium for professionals in 
September and a series of parent 
meetings to coincide with fragile X 
awareness day in July. Of course the 
wonderful family get-togethers will 
continue throughout the year, and 
various activities, such as our booth 
promoting awareness of fragile X at 
the Cure Autism Now walk, will be 
happening as well. I hope to meet you 
at one of these upcoming events.

All the best,

Naomi Star

Naomi Star is the president of 
the FX Association of Southern  
California. She can be reached via 
email at naomifstar@yahoo.com.

(Letter From The President, continued from page 1)

U.Wisconsin FXS Research Opportunity Alert
We are recruiting families for a longitudinal research project designed to investigate the language and 

communication difficulties of children and adolescents who have fragile X syndrome. Children and 
adolescents with fragile X syndrome who are between the ages of 10 and 15 years are eligible to participate. 
Both males and females are needed. Participation would require visiting the Waisman Center on the campus 

of the University of Wisconsin-Madison. Families can be reimbursed for eligible travel expenses, including 
hotel and airfare, if necessary. Because the project is longitudinal, we will ask families to return for additional 

testing at yearly intervals for four years. For more information and to learn if your child is eligible, contact 
Dr. Len Abbeduto (abbeduto@waisman.wisc.edu or 608-263-1737) or Susen Schroeder, M.A.(sschroeder
@waisman.wisc.edu or 608-263-5145) for more information. This research is approved by a University of 

Wisconsin-Madison Institutional Review Board for the Protection of Human Participants. We will begin to see 
families in late November of 2004 and well into next year for their first visit.

Leonard Abbeduto, Ph.D.
Professor, Educational Psychology &

Associate Director for Behavioral Sciences, Waisman Center
Waisman Center

University of Wisconsin-Madison
Madison, WI 53705

(608) 263-1737

“As you can see, I am a firm believer in 
the enormous value of family support 

organizations.”
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The Board of Directors of the Fragile 
X Association Of Southern California 
would like to extend our sincere 
appreciation to Neal Robb for his 
dedication and hard work while serving 
as our president these last four years. 
Neal went above and beyond the call 
of duty, serving for four years instead 
of the standard two.  

The contributions Neal has made to 
our organization over the years are 
too numerous to list...well, ok, here 
are a few:

Thanks to Neal’s leadership, we 

will be hosting a Fragile X medical 
symposium at Miller Children’s 
Hospital in September. The 
symposium will go a long way in 
educating the medical community 
about Fragile X.  Neal and Carolyn 
were able to secure a $5000.00 grant 
from the Hilton Foundation in 2004, 
and over the years we have received 
numerous generous donations from 
his firm, Kessel, Young & Logan.  Neal 
and others have manned a “What is 
Fragile X” booth at the C.A.N. Walk 
for the last three years, continuing 
to spread the word about Fragile 
X syndrome to families throughout 

Southern California.  

Neal will continue to serve on the 
board as a director. We look forward 
to working with him and our new 
president, Naomi Star, as we continue 
our mission to promote public 
awareness of Fragile X, support 
scientific research and support 
families of children with Fragile X.

Diane Bateman is the vice-president 
of the FX Association of Southern 
California. She can be reached via 
email at dcrbateman@yahoo.com

Thank-You, Neal Robb
Diane Bateman, Vice-President

INFORMATIVE WEB SITES 

Here are some Web sites where you 
can get more information about 
putting together a comprehensive 
financial 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

NAMES NEEDED FOR DOCTOR/THERAPIST 
LIST

Do you have an outstanding doctor or 
pediatrician? One that knows about fragile X and 
has given your family member/s great service? 
How about a speech pathologist or occupational 
therapist? Or a  dentist or psychologist? We are 
seeking to expand our small list of experienced 
professionals so that if people call needing help 
we can offer the name of someone who has 
some knowledge about fragile X already. These 
will not be active recommendations, simply a 
guide to those who might be more sympathetic 
or effective. Even if you were the one who 
educated the professional about fragile X, let 
us know if you are happy with them. The more 
names we have the better – choice is good, and 

Southern California is very spread out.

You can email names and contact details to 
info@fraxsocal.org or send them to The Fragile 
X Association of California, P.O. Box 6924, 

Burbank CA  91510-6924

mailto:info@fraxsocal.org
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A Pair of Cowboys Rides Again
by Neal Robb

My wife and I never intended to 
name our children after famous 
cowboys. But after our second son 
was born, somebody pointed out 
that sons Garrett and Wyatt bore the 
names of famous lawmen of the old 
west. (Wyatt Earp was involved in 
the gunfight at the OK Coral, and Pat 

Garrett is the lawman who shot Billy 
the Kid.) Saddled (no pun intended) 
with these high-falutin’ monikers, my 
kids have a lot to live up to.

Predictably, like their namesakes, 
they both love to ride. Although 
they have been on horseback, 
most of our riding these days is on 
bicycles. Wyatt, who is five, just took 
the training wheels of his bike, and 
is about the experience the freedom 
and mobility that a two-wheeler 
brings to a kid.

Garrett, who is nine and has Fragile 
X Syndrome, is another story. Garrett 
likes to ride as much as Wyatt, but he 
hasn’t made the connection between 
pedaling fast and the thrill it would 
bring. In short, Garrett likes to be 
pulled along by someone else.

We started Garrett on his own bike 
with training wheels when he was 
about four. He was okay so long as 
someone ran alongside to do the 

pushing, steering, and steadying for 
him. Since most of that fell on his 
dad (me), I decided we needed to try 
something else.

We bought Garrett’s first Tag-Along 
when he was about five. A Tag-Along 
is, more or less, a bicycle without a 

front tire, and where 
the front forks would 
normally be the bike 
frame extends out 
and attaches to the 
seat post of the bike 
in front of it. Think of 
a one-wheeled trailer. 
Thusly attached, an 
adult is able to pull 
a child along behind 
him. The child can 
pedal (or not!) as he 
or she wishes.

Despite my early 
concerns about 

Garrett falling off, or catching his 
feet in the spokes, or some other 
horrible thing, he proved to be a good 
rider. Garrett has always been steady 
on his Tag-Along, and judging by the 
smile on his face he enjoys it. 

His helmet was another story. Garrett 
hates to wear anything on his 
head. Getting the helmet on 
was a struggle at first. But soon 
enough Garrett realized that without 
the helmet there would be no ride, so 
he grudgingly got used to it.

For several years, in good weather, our 
family has taken rides together. Some 
have been as short as the mile to our 
favorite Mexican restaurant; some 
have been 15 or 20 miles through 
hilly countryside. Lugging the two 
Tag-Alongs (with one little cowboy on 
each) has been good exercise for my 
wife and me.

As Garrett got older, he still showed 
little desire to pedal his own bike, 

and efforts to motive him were only 
marginally successful. At the same 
time, he got too big for his first Tag-
Along. Fortunately, we found that the 
manufacturer made a larger model 
which could support a kid up to 80 
lbs. Garrett’s days of being pulled by 
his dad were extended.

These days, Garrett is 70 lbs.  And 
while it hasn’t arrived yet, we can see 
the day coming when he will out-grow 
his bigger Tag-Along. Our family 
loves to ride together, though, so we 
are looking at all of our options. We 
hope, by then, Garrett will be able to 
pedal himself. That may or may not 
happen in the next year. If it doesn’t, 
one possibility would be a traditional 
tandem bike designed for two adults.

 Many kids with Fragile X Syndrome 
are good riders and master the ability 
to ride their own bikes along with their 
typically-developing peers. Garrett is 
not one of them. But while he may 
never be Lance Armstrong, cycling is 
one of his joys, and we will find a way 
to accommodate that no matter what 
level of skill he attains.

Neal and Garrett, mounted up and ready to ride.

Neal can be reached via email at 
Neal.Robb@kyl.com.
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“Please give our best to the board [of the 
Fragile X Association of Southern California]. 
Let them know that, including FRAXSOCAL’s 
generous donation, we have raised $18,775 
to help us complete the documentary! We 
have just a few interviews left to capture, 
but in the meantime, we are beginning 
the post-production process by having all 
the interviews transcribed (the first step 
in “scripting”) and organizing the footage 
in preparation for editing. Editing a piece 
of this length is a big journey and we are 

thrilled to be embarking on it.”

All our best,
Kathy Elder

Living With Fragile X - Update
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In July 2004, the Fragile X Association of South-
ern California presented Kathy Elder and Greg 
Mishey with a donation of $5000 toward the 
completion of their documentary, “Living With 
Fragile X.” You can find out more about the 
documentary, and even view the amazing 13-
minute trailer, on the ThinkMedia web site, at 
http://www.thinkmediaonline.com.

Ian and I often go to the 
Aquarium of the Pacific in 
Long Beach. We live here, 
so it’s easy. We just take the 
local bus downtown which 
drops us right off at the 
entrance. Ian loves the bus, 
but that’s another story.

The Long Beach Aquarium of the Pacific is great because 
it is fairly small as aquariums go. It has a shark pool where 
the kids can pet small sharks and rays. Seals, otters, 
turtles, large sharks and jelly fish are just some of the 
things you can see there. The location is beautiful.  After 
you finish at the aquarium, which usually takes under 2 
hours, you can stroll along the water and look at the boats, 
have lunch and any number of restaurants and even take 
a boat tour of the bay. There is a new ferris wheel across 
the street, we haven’t tried that yet,  I asked Ian if he would 
like to take a ride and I believe his exact words were  “NO 
WAY”, but your kids might like it. I’m always looking for fun 
things to do with Ian that won’t be too overstimulating for 

him or too restrictive.  Check out their website for more 
information. I highly recommend it.   

www.aquariumofpacific.org

100 Aquarium Way
Long Beach, CA 90802
(562) 590-3100

Spend a Day With the Fishes!
by Diane Bateman
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Thanks to everyone who took the time to complete the 
recent survey we sent out. We were thrilled with the 
number received – over 50% of them were returned. 
Additionally, many generous people took the opportunity 
to enclose a donation at the same time, for which we are 
very grateful. 

As you know, FRAXSOCAL is run by volunteer parents, 
all of whom are raising families with at least one child 
with fragile X. Needless to say, we are busy! So in order 
to best use the time we can devote to the group, we 
came up with the idea of a survey to determine what the 
majority of our members would like in the way of services, 
information and activities.

Approximately 80% of respondents came from our family 
list, as opposed to our professional list. Surprisingly 
only about 20% of these families were referred to the 
Association by a geneticist or doctor. Most referrals 
came about through diverse sources such as fragile X 
conferences, individuals and other fragile X organizations 
such as the National Fragile X Foundation. 

Most respondents were interested in learning more about 
at least a couple of aspects of fragile X, with behaviour 
and social skills topping the list. Another popular issue 
was how other families are coping with the challenges of 
fragile X. Next came issues connected with adolescents 
and adults, as well as information about education. 
Topics such as therapies, FXTAS, females and siblings 
were ranked about equally after that.

Regarding their preferred mode of receiving information 
about fragile X, over 70% of respondents indicated that the 
newsletter was important to them. The internet was also 
listed as important, followed by conferences/seminars, 
casual get-togethers, videos/DVDs and books.

75% of people are interested in meeting other families in 
their area, with over 50% offering to host an event.

Many respondents had additional concerns or issues that 
they would like addressed, and these have been noted.

Our task now is to incorporate these findings into our 
planning for the year or two ahead. It is clear that the 
newsletter is a great way to reach members, so we have 
decided to make this a much greater priority. We plan 
to run articles about the various issues discussed above 
when possible, including those additional concerns, as 
well as featuring pieces written by families about their own 
experiences. You can help by sending in submissions to 

the editors, Aaron and Crissy Finney (aaron@wfi-inc.com 
or crissy@wfi-inc.com).

Another event we have planned is a week of parent 
meetings in different areas of L.A. in July. These will be a 
chance to meet other people in your own regions – watch 
out for more details as the time gets closer. In September 
FRAXSOCAL is putting on a medical symposium, which 
will be of great interest to the professional members of 
the Association. Some of the speakers are also going to 
present at a seminar specifically for families – this will 
be a terrific opportunity to hear about many of the issues 
above as well as find out about the latest research.

If you have any other suggestions, or are interested in 
becoming more involved with the Association, please 
contact us via email at info@fraxsocal.org

Family Survey Results

Feeling	Creative?

Got	some	great	FX-related	news?

Found	a	fantastic	recreation	opportunity?

Share it with us! Weʼd love to have 
you write an article for our newsletter! 
Please contact Aaron and Crissy Finney 

(aaron@wfi-inc.com or crissy@wfi-
inc.com) with your submissions. Personal 
stories and pictures are always welcome!

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

Dr. David Ackermann
Palos Verdes
todah.da@gte.net
ackermom.gm@gte.net

Diane Bateman
Long Beach
dcrbateman@yahoo.com

Jack and Jacqueline Blanco
Riverside
jacklblanco@aol.com

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

Neal and Carolyn Robb
Manhattan Beach
neal.robb@fraxsocal.org

Mary Seward
Burbank
mbseward@yahoo.com

Charlotte Spahr
Anaheim
lovespurple92804@yahoo.com
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Our annual Ring In The New Year 
party was a roaring success!  
Held on January 15th at the Kids 
Klub Party House is Pasadena, 
we had 17 families attend for a 
total of 68 people! As usual, the 
kids enjoyed jumping, bouncing, 
running and eating pizza while the 
parents were able to get to know 
each other better and share tips 
and stories. We always have such 
a good time. Mark your calendars 

and plan on joining us in 2006! 

Kids Klub Social Gathering Fun for All
by Diane Bateman

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.
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Stanford University is recruiting families for three fragile X research studies, as described below.  
The principal investigator for all studies is Allan Reiss, M.D.

Fragile X Sibling Study
An exploration of the cognitive, behavioral, genetic, hormonal and environmental underpinnings 
of fragile X syndrome. Our researchers travel to families’ homes to conduct the assessments.  
The overall goal is to uncover information that will contribute to the development of new and 
improved treatments. We are seeking families that meet the following criteria:

Families with same gender siblings, ages 5 – 18, one with fragile X and one who 
is unaffected with the mutation.  Families with daughters meeting these criteria are 
especially needed. 

 
Fragile X Imaging Study
The study is an investigation of the neurological, biological and psychological aspects of fragile 
X syndrome using structural and functional brain imaging. We will examine brain function while 
participants perform tasks/play games in the scanner.  Practice materials and hands-on training 
will be provided prior to the MRI scan.  MRI scans do not use X-rays or radiation and are non-
invasive.

Males with fragile X syndrome (ages 10 – 18 years)
 
Early Childhood Study
This study examines and follows brain and behavioral development, as well as genetic risk 
factors, in very young children with fragile X syndrome.  The outcomes of this study will help 
advance the understanding of the early biological and behavioral underpinnings of fragile X 
syndrome and provide important cues for developing early intervention strategies. 

Male children with fragile X syndrome (ages 18 – 42 months)
 
What You Will Receive

A report of the research testing
$100 honorarium ($200 for the Early Childhood study)
For the studies requiring a visit to Stanford, travel expenses will be paid

 

For More Information, call toll-free:  1-888-411-2672
Or email ellen.vanstone@stanford.edu
http://spnl.stanford.edu

Page 8

Stanford Research Opportunities



F r a g i l e X P r e s s F r a g i l e X P r e s sPage 9

Under sunny skies, an estimated 
6,000 people turned out for a 
fund-raising walk at the Rose Bowl 

in Pasadena organized by Cure 
Autism Now (CAN). The Fragile X 
Association of Southern California 
(FRAXSOCAL) staffed at booth at 
the walk, handing out brochures and 
providing information to walkers on 
Fragile X testing and the connection 
between Fragile X and autism.

It was the third year in a row that CAN 
has sponsored the fund-raising walk 
in Los Angeles, and FRAXSOCAL 
has been a visible participant at all 
three events. 

FRAXSOCAL board members Crissy 
Finney, Aaron Finney, and Neal Robb 
(along with his son Garrett) staffed 
a booth alongside an eclectic group 
of charitable organizations, resource 
groups, and service providers. Other 
exhibitors included various ABA, 
speech and music therapists, 
a disabled sports group, a feng 
shui expert, the Surfers’ Healing 
Foundation (which hosts surf events 
for children with autism), Trader 
Joe’s (featuring wheat- and dairy-
free foods), and singer Chaka Kahn 
(whose nephew is autistic). 

Unlike past years, when exhibitors 
were assigned to a “resource fair” 
area away from the walk route, this 

year’s walkers took several laps 
around the Rose Bowl (a total 
distance of 5 kilometers or 3.1 
miles), and passed the exhibitors’ 
booths on each lap.

“The walkers who completed the 
full distance came by our booth 
several times,” explained Neal 
Robb. “Literally, we were seen 
by thousands, and we talked to 
hundreds.”

The event was expected to raise 
over $1 million for CAN, which will 
direct that money to fund various 

types of autism research.

Crissy, Aaron, and Neal passed 
out over 100 flyers prepared 
by the National Fragile X 
Foundation (NFXF) explaining 
the connection between Fragile 
X and autism. They also passed 
out hundreds of pages of news 
articles, information sheets, 
and other materials on Fragile 
X. Many of the walkers said they 
had never heard of Fragile X.

Aaron found himself answering 

repeated questions about how to 
get tested for Fragile X. Crissy joked 
that because of Aaron the Southern 
California Regional Centers would 
experience a flood of calls the 
following Monday from people asking 
for blood tests.

Garrett Robb took frequent trips to the 
music therapy booth, where drums 
of all sizes had been set out and a 
group of children (some autistic and 
some not) pounded merrily away. 

“With 6,000 walkers, the exposure 
we had to people who should know 
about Fragile X was tremendous,” 
Neal said. “According to the NFXF, 
between 3% and 6% of all children 
with autism carry the Fragile X 
mutation, and Dr. Hagerman has 
recommended that any child with 
autism be tested for Fragile X. But 
most parents of autistic children have 
never heard of it, or else they think it 
has nothing to do with autism. That’s 
why we were exhibitors here.”

At the CAN Walk, representatives 
from Autism Society of Los Angeles 
(ASLA) invited FRAXSOCAL to be 
an exhibitor at one of their upcoming 
conferences.

FRAXSOCAL Spreads Information, Awareness at CAN 
5k Walk 

by Neal Robb
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We are in need of some new brochures.  I’m sure you 
have all seen our brochure, it is informative, attractive 
and very helpful to hand to teachers, doctors, therapists, 
family members and anyone else interested in finding out 
more about Fragile X. 

We will be updating the pictures and scientific information 
but the main body of the brochure will remain the same. 
With the Fragile X medical symposium coming up in 
September we need to get moving on getting this done.  

Of course all of this cost money. The project should 
cost approximately $3500.00.  If anyone works for, or 
knows of any company or organization that would like 
to fund this specific project please let me know. It may 
be possible to put the donating companies logo on the 
brochure as a source of advertising for them. 

Also, If any of you would like to make a personal donation 
to this project you may do so by sending a check to:

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

Make a note on your check or in an attached letter that 
you would like your donation to go towards the printing of 
new brochures. 

Thank you, 
Diane Bateman  (562) 439-1190
dcrbateman@yahoo.com    

New Fragile X Brochures Needed

(Philadelphia) - Not many medications exist to help 
Fragile X patients. Now, in a fruit fly model of the disease, 
researchers from the University of Pennsylvania School 
of Medicine and their colleagues have shown that it is 
possible to reverse some of the symptoms of the disorder 
using FDA-approved drugs that dampen specific neuronal 
overactivity. Their findings appeared in the March 3, 2005 
issue of Neuron.

Senior author Thomas A. Jongens, PhD, Associate 
Professor of Genetics at Penn, and colleagues from 
Albert Einstein College of Medicine and Drexel University 
College of Medicine, as well as other labs, have developed 
and characterized a Drosophila fly model for Fragile X. 
This model is based on mutants that lack the dfmr1 gene, 
which encodes a protein similar to human FMR1 protein. 
“Interestingly, work by my lab and others have found that 
[flies lacking dfmr1] display many physical and behavioral 
characteristics similar to symptoms displayed by Fragile X 
patients,” says Jongens. These include structural defects 
in certain neurons, enlarged testes, failure to maintain 
proper day/night activity patterns; attention deficits and 
hyperactivity, and defects in behavior-dependent learning 
and memory.

“Our thinking was that since so many of the behavioral 
and physical phenotypes in the fly model were similar to 
symptoms observed in fragile X patients and a mouse 
fragile X model, FMR1 and dfmr1 must be regulating 
similar biological processes in human, mice, and flies,” 
states Jongens.

A mouse model of Fragile X also shows symptoms 
similar to those of Fragile X patients. Studies outside 
of Penn using the mouse model have demonstrated 
that Fragile X patients have a tendency to break down 
synaptic connections (sites used for neuron to neuron 
communication) more readily than the general population. 
This breakdown is due to an increased activity in the 
metabotropic glutamate receptor (mGluR), which is located 
on the surface of neurons, including in the hippocampus 
– the memory and learning center in the brain.

Jongens and colleagues surmised that mGluR overactivity 
may be at the root of many of the Fragile X symptoms. 
Using such drugs as lithium chloride that block mGluR’s 
activity, the team tested to see if the drugs could rescue 
any of the observed behavioral and memory defects

(continued on page 11)

Potential Treatment for Fragile X Syndrome 
Demonstrated in Fruit Fly Model
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(Potential Treatment, continued from page 10) 

observed in the fly model.

“What we found was very striking,” says Jongens. 
They found that the drug treatments restored memory-
dependent behavior in mutant flies and reversed some 
of the neuronal structural defects. The group used lithium 
because it is known to have activities analogous to 

blocking mGluR-receptor activity, and it is already an FDA-
approved drug used to treat other ailments in humans 
such as bipolar disorder.

“These results provide a potential route by which symptoms 
of Fragile X patients may be ameliorated,” says Jongens 

 This release can also be found at: www.uphs.upenn.edu/
news.

Dear Fragile X Advocates,

We are pleased that the FRIENDS OF THE NATIONAL INSTITUTE OF CHILD HEALTH AND HUMAN DEVELOPMENT 
supported -- in testimony submitted last week to Chairman Regula’s House Appropriations Subcommittee -- expanded 
Fragile X research.  This coalition of nearly 100 organizations represents scientists, health professionals, and advocates 
for the health of infants, children, families, and people with disabilities.

In its testimony, FRIENDS supported “...  an appropriation of $1.347 billion for NICHD, a 6% increase over FY 2005.” 

The following excerpt is the FRIENDS testimony supporting expanded Fragile X research,

Best Regards,

Mary Beth and David Busby

“Mental Retardation and Developmental Disabilities: The Mental Retardation 
Developmental Disabilities Research Centers (MRDDRC) are a national resource 
established by Congress in 1963 to serve as “centers of excellence” for research in 
mental retardation and developmental disabilities.  Today, they are the world’s largest 
concentration of scientific expertise in the fields of intellectual and developmental 
disabilities. Federal investment in the MRDDRC has had a huge payoff over the last 
three decades.  Many disorders are being studied by the MRDDRC such as Fragile X 
syndrome, Rett syndrome, and autism.  New genes have been identified in the past five 
years that are leading to the eventual prevention of the disability as well as to improved 
developmental outcomes for children born with cognitive disabilities.  Increased funding 
has also allowed the structure of the Centers to be used as a vehicle for collaborating 
with the best scientists around the world to create Centers without Walls in an effort to 
speed the process of discovery. 

Fragile X is the most common cause of inherited mental retardation and the most common 
single-gene neuropsychiatric disease known.  In March 2003, NICHD funded three Fragile 
X research centers (through the MRDDRC structure) to conduct research to improve the 
diagnosis and treatment of, and to find a cure for, Fragile X syndrome.  Expanding this 
research would provide the opportunity to better understand and alter the course of not 
only Fragile X syndrome but also several other disorders, such as autism, schizophrenia, 
pervasive developmental disorders, and other forms of X-chromosome-linked mental 
retardation.” 

Funding Increase for Fragile X Research
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Get a Kick Out Of Your Summer Recreation
by Aaron Finney
When I first heard about Lawrence 
Rouse’s Kung-Fu San Soo Center, I 
shrugged it off because of the loca-

tion (Van Nuys is a bit of a drive for 
us) and because I wasn’t sure that 
our son, Andrew, would do well in 

such a demanding and highly-disci-
plined environment. After having pa-
tiently listened to my reservations for 

weeks, my wife finally called 
me at work one afternoon 
to tell me that I was com-
ing home a half-hour early 
and that we were going to 
slog through rush-hour traf-
fic to check out the studio. I 
wasn’t thrilled.

All of my reservations evap-
orated immediately when I 
met Master Rouse. Andrew 
took immediately to his kind, 
but firm, manner, and re-
sponded by listening intently 
and following every direction 
given to him. Within a few 
sessions, Andrew was par-

ticipating with the group class in their 
formal, structured warmups and was 
doing many of the same exercises as 

the main class under the guidance of 
Master Rouse. 

Lawrence Rouse has a genuine heart 
for special needs kids. He does have 
a personal connection to Fragile X, 
having two affected family members, 
but it’s more than that. You can hear 
the genuine pride in his voice when 
he talks about other kids in his spe-
cial needs programs and the success 
that they’ve had.

If you live in the San Fernando Val-
ley,  I highly encourage you to check 
out the Kung-Fu San Soo center. And 
even if you don’t, it’s definitely worth 
the drive.

www.sansoocenter.com
888-5-KUNG-FU
7735 Haskell Avenue
Van Nuys

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

“filled 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
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I cringe as my hubcaps grind into the curb, painfully 
screeching like a teenager forced to watch Barney, 
knowing that the songs will be stuck in their head the rest 
of the day. Parking is harder than it looks. There are the 
curbs, and the other cars...and the curbs.

My car rests, bathed in fluorescent beams from the 
fixture above. I stop before turning the car completely 
off. I never like to leave the safety of my carriage with its 
noiselessness, its functional air conditioning system, and 
its grime-tinted windows. Someone should wash them. I 
don’t know who. But someone.

Walking up the red brick pathway 
I spot a head peering through 
a window. It’s my brother, our 
family’s surveillance system.

“Sissy!” reaches my ears as 
I ascend the two steps of the 
porch. Soon the dogs are barking, 
one a yip that could pierce a deaf 
person’s eardrums and the other 
a low, guttural bark. I reach to 
turn the gold-painted knob, but 
the door is already open.

“Hug Mom,” Timmy sighs, while 
handing me a picture of my 
boyfriend and me at the last 
formal school dance. “It’s Nolan!” 
he exclaims.

Then a little white blur jumps up and down, scratching my 
exposed legs. I walk on, unfeeling, to the kitchen where 
I find my mom for a hug. “Timmy, are you watching?” we 
call.

We untangle ourselves but Tim is back with an expensive 
glass vase, given to us by my aunt and uncle. “Flowers 
for Liz! Biiiiig hug!” he cheers, hugging himself by way of 
example.

My mom and I entwine again, as the white blur continues 
scratching and bouncing. “Annie! Quit it!” I yell at our little 
poodle, picking her up. I hold her like a mother burping 
a baby. She leans her head against my chest and sighs. 
Soon she’s attempting to lick my face, getting closer and 
closer to invading my nostrils. 

“Blech. Weirdo dog,” I declare, setting her down again.

I make a run for my room but I’m not fast enough. There’s 
Timmy with my pseudo-wood plaque from water polo. 
“Hug Dad,” he coerces. I trudge across the wooden living 
room floor to the family room, where my dad is on the 
computer checking his e-mail.

“Liz Seward. Best Offensive Player,” he reads from the 
award. “Well, you certainly are offensive!”

“Thanks Dad,” I say and, as an avid follower of the 
National Teenager Guidelines, I roll my eyes. “You know I 

practice just for you.”
 
I turn to go. I have important 
things to do—like checking my  
e-mail for the forty-second time 
today and talking to people 
online whom I don’t really care 
about.

“Mooore. Mooore!” Timmy 
commands.

“How ‘bout I hug Timmy?” I 
reach out and envelop him. He 
embraces one of my arms.

“No, Timmy. Give me a real 
hug.”

“Okay,” he acquiesces, cooing. 
“Awwww.” 

Finally I head to my room for good, though Timmy calls 
after me with a manatee doll and a PTA directory list, both 
very valid reasons for additional hugs. “No Tim, I have 
work to do,” I shout back.

Entering my room I pause and smile. Timmy’s is not the 
kind of “love” that harasses you emotionally, burdening 
you with its expectations and problems. It’s a love that 
keeps on giving. It can never be stopped. I know that no 
matter what kind of trivial “reality” I am heading back to, I 
have just experienced for one moment true, pure love.

Liz is a junior at Burroughs High School, Burbank, CA.  
She is an avid student and water polo player.  Her 
brother Tim is fully included at Luther Middle School 
in Burbank.  He loves sports and plays baseball, 
basketball, tennis, swimming, bowling and karate, he is 
also his sister’s biggest fan.
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Perfect Imperfection
by Liz Seward



The Fragile X Association of 
Southern California is run entirely 
by volunteer parents of children 
with Fragile X Syndrome. We are 
a California non-profit 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

2005 Board of Directors

Naomi Star, President
Diane Bateman, Vice-President

Marie Lambert, Secretary
Mary Seward*, Treasurer

David Ackerman Deborah A. LeCover*
Jack Blanco Stephen D. LeCover
Jacqueline Blanco Carolyn Robb
Sali Farber* Neal Robb*
Aaron Finney Charlotte Spahr

Crissy Finney

* Past president

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

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.


