
had a treasure hunt, sailboat 
rides and of course no party 

would be complete without a 
piñata! The kids went home 
tired and happy with party 

bags in hand! 

In October we met at Lake-
wood Pony Rides and Petting 
Farm for a Halloween party.  
We had a good turnout with 
over 50 people attending.  
The kids painted and deco-
rated pumpkins, (and some-
times themselves) rode the 
ponies and fed the farm ani-
mals. There was even an 
impromptu football game 
started by some of  he boys. 
We had snacks, dessert, 
drinks and yes, you guessed 
it, a piñata.  It was a beautiful 
fall day and I hope we can do 

(Continued on page 3) 

Family Fun 

have held 
more of 
them, with 
increas ing 
attendance. 
Both types 
of meetings 
are a good 
way to 
gather help-
ful informa-

tion and meet other families 
who are (or have already 
been) traveling the same road 
we are taking.  

We maintain and regularly 
update our website on FXS 
(www.fraxsocal.org). This is 
our electronic community, 
available to both Southern 
California residents and those 
beyond our area. The website 
has had over 150,000 visitors 

(Continued on page 2) 

President’s Message 
First and foremost, we are a 
support group. Our mission 
statement says that we have 
three goals: 

• To provide support to fami-
lies and caregivers of per-
sons affected by Fragile X 
Syndrome 

• To increase public aware-
ness of FXS 

• To support FXS scientific 
research. 

Of these three goals, support-
ing families and caregivers in 
our area is our highest calling, 
in my opinion. 

We have given a great deal of 
thought to how we can do this 
better. We already hold meet-

ings periodically around the 
Los Angeles/Orange County 
area for our members. In the 
past, some of those meetings 
have been educational, with 
speakers addressing special 
education laws, scientific re-
search, therapies, and other 
topics that pertain to FXS, and 
some have been social, with 
picnics or games for kids. 
Even the educational meet-
ings have had a social aspect, 
however, and the social meet-
ings have been educational, in 
that they have afforded us all 
a chance to compare notes on 
doctors, therapies, Regional 
Centers, behavioral issues, 
etc. Judging by attendance 
and the feedback we have 
received, most of you prefer 
social meetings to meetings 
with formal speakers, and we 

And a great time was had by 
all! 

In August we had a beach 
party at Mothers Beach in 
Long Beach.  16 families at-
tended for a total of 51 peo-
ple.  One family came all the 
way from the San Diego area!  
Mothers Beach was a wonder-
ful location with calm waters, 
lifeguards, play structures and 
a grassy area for games.  
After the morning fog burned 
off, it turned into a beautiful 
day. The kids had a great time 
playing in the sand and 
splashing in the water.  We 

Event Briefs: 
 
• What You Don’t Know 

CAN Hurt You 

May 8th, 8pm 
Congregation Ner Tamid 
5721 Crestridge 
Rancho Palos Verdes 
 
Please see page 7 for 
more details on this im-
portant community pro-
gram, organized by 
Miriam and David Acker-
mann. 

 

• May Social Meeting 
 May 17th 
 
Join us for great family fun 
as we go bowling! Details 
TBA, please watch your 
mail or contact Dianne 
Bateman at (562) 439-
1190 for details! 
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President’s Message 

which, of course, FXS is one). 
Lili Claire is in the process of 
creating the Lili Claire Family 
Resource Center at UCLA. Lili 
Claire aims to create a data 
base of resources for those 
people who caring for children 
with neurogenetic disorders-
everything from physicians to 
dentists to therapists. We will 
be working with Lili Claire to 
expand and update their data 
base for the benefit of our 
families. 

As always, I welcome your 
feedback. If there is anything 
else you think we should do to 
serve the FXS community in 
Southern California, send me 
an email or drop me a line. 

A happy spring to everyone. 

Neal 

neal.robb@fraxsocal.org 

since its inception, has had as 
many as 1,000 "hits" in a 
week, and the frequency of 
people accessing the site is 
increasing. Through the web 
site, we also have a Thursday 
night "chat room" where par-
ents, caregivers, and anyone 
else can share stories or swap 
information.  

We are regularly contacted by 
parents of children who have 
just received a FXS diagnosis, 
and we try, as much as possi-
ble, to help them navigate 
their way through the maze-
like systems of schools, Re-
gional Centers, insurance 
companies, doctors, and other 
therapists. 

Still, we would like to do more. 

To that end, we have decided 
that each of our board mem-
bers will act as regional "point 
persons" for families in their 
areas. Please see the “Fragile 

(Continued from page 1) 

X Association of Southern 
California Contact Informa-
tion” section of this newsletter 
(page 5) for a list of our cur-
rent board members, the ar-
eas in which they live, and 
their email addresses. Within 
the time constraints of dealing 
with our own FXS children, all 
of us are available to swap 
stories, commiserate, share 
ideas, and express opinions. 
Of course, none of us are 
physicians or therapists or 
psychologists-we're just fellow 
parents of FXS kids-but our 
experiences may be of some 
help. 

We are also pleased to an-
nounce that we are forming a 
relationship with the Lili Claire 
Foundation. The Lili Claire 
Foundation is a nonprofit or-
ganization, founded in honor 
of a girl with Williams syn-
drome, which seeks to help 
children and families affected 
by neurogenetic disorders (of 

Female Siblings Needed For In-Home Fragile X Research Study 
mental factors on the intellec-
tual abilities and behaviors of 
children with fragile X.  This 
second aim is especially im-
portant because it will lead to 
a better understanding of the 
causes of individual differ-
ences in children with fragile 
X.  Also, it will ultimately allow 
us to identify the most effec-
tive therapies and educational 
programs for individual chil-
dren. 

The study is a follow-on and 
refinement of a study con-
ducted by BNRC which ex-
plored factors influencing de-
velopmental outcomes in chil-
dren with fragile X.  The re-
sults of the previous study are 
described in an article titled 
Genes, School and Family 
which can be found in Re-
sources/FX files on the NFXF 
website.  The design of the 
previous study allowed us to 
identify factors associated 

The Behavioral Neurogenetics 
Research Center (BNRC) at 
Stanford University is looking 
for families that meet the fol-
lowing criteria: 

• Have a daughter affected 
with fragile X syndrome 

• Have a second daughter 
who is not affected with the 
mutation 

• Both daughters must be 
between the ages of 6-14 
years and be full siblings 

We will visit families in their 
homes to conduct a number of 
behavioral and cognitive as-
sessments at two time points 
separated by approximately 2 
years. We will also collect 
saliva samples from the chil-
dren at regular intervals dur-
ing each visit and conduct a 
brief assessment of the child's 

heart rate during a typical 
social situation.  The evalua-
tion takes place over 1 1/2 
days and families receive 
cognitive and behavioral re-
ports as well as a small sti-
pend. 

The major emphasis of this 
new longitudinal study is to 
examine the interaction be-
tween key cognitive, behav-
ioral, hormonal, genetic and 
environmental variables that 
can affect the developmental 
outcomes of children with 
fragile X syndrome.  The infor-
mation we collect will allow us 
to explore the answers to 
many important questions.  

 First, it will provide us with a 
more comprehensive descrip-
tion of children with fragile X, 
their siblings, and their par-
ents.  Second, it will allow us 
to better understand the im-
pact of biological and environ-
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“Of course, none of 
us are physicians or 
therapists or 
psychologists-we're 
just fellow parents of 
FXS kids-but our 
experiences may be 
of some help.” 

with the outcomes of children 
with fragile X.  In this new 
longitudinal study, we will be 
able to identify specific causes 
of the outcomes. 

If you are interested in partici-
pating in this research study 
or would like further informa-
tion, please call: 

Ellen Van Stone, Stanford 
BNRC, toll-free 1-888 411-
2672. 

Did You Know? 

 

The FRAXSOCAL Web-
site has had over  

175,739  
visitors since June 5th, 

1998! 



Family Fun 

look for the flyer in the mail 
and plan on attending; we 
really do have a good time!  

Our goal is to hold 3-4 family 
parties each year. We hope 
you will plan on attending at 
least one of them.  If you have 
any suggestions on a location 
for a party, please call me. 

Diane  (562) 439-1190 

it again next year.  

In January we had our annual 
Ring in the New Year party at 
the Kids Klub Party House in 
Pasadena. What a great 
place! This was our 3rd year 
at the Party House and it's 
always a success.  We had a 
full house with 20 families 
attending.  Running, jumping, 
yelling and laughing are en-
couraged at the Kids Klub, so 

(Continued from page 1) 

of course our kids fit right in. 
As usual we had snacks, 
drinks, pizza (12 of them!) and 
dessert. Parents were able to 
meet and talk while the kids 
played and ate.  What a good 
start to the New Year! 

Our next family party will be 
Saturday May 17th. We're 
going bowling! I'm in the proc-
ess of searching for a loca-
tion. Mark your calendars, 

Dianne Bateman does some baby-
sitting at the Kids Klub Meeting 
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Fragile X and Autism 

Experts on Fragile X estimate that 80% 
of persons affected by it are never prop-
erly diagnosed. Most people (including 
many doctors) have never heard of it. 
Testing for Fragile X still is not routinely 
done on children with autism. It is obvi-
ous that many of the children who are  
determined to be autistic have Fragile X 
-- but their parents never find out. If they 
did, those parents would be in a better 
position to pick therapies that are effec-
tive for their children. 

Fragile X is much more common than 
other well-known genetic diseases, like 
cystic fibrosis and muscular dystrophy. 
The prevalence of Fragile X is surpris-
ingly high: it is carried by approximately 
one in 260 women, and the full-blown 
mutation affects about 1 in 3,600 boys 
and 1 in 5,000 girls. See the discussion 
on the web site of the National Fragile X 
Foundation.1 

When it comes to FXS and autism, the 
two diagnoses often overlap. There is 
general agreement among researchers 
that Fragile X is one of the causes of 
autism, creating a significant subset of 
persons who are both FXS and autistic -
- although not everyone who is FXS is 
autistic, and certainly not everyone who 
is autistic is FXS. 

Estimates of this overlap vary. According 
to Drs. Dykens and Volkmar, the preva-
lence rates for Fragile X syndrome 
among individuals with autism is ap-
proximately 10 percent. (E.M. Dykens & 
F. Volkmar, Medical Conditions Associ-
ated with Autism (1997).) The Autism 

Society of America (ASA) considers Frag-
ile X to be one of the syndromes and con-
ditions that "comprises" autism.2 

Looking at it in the opposite way, i.e., the 
prevalence of autism among individuals 
with Fragile X, Dr. Randi Hagerman, Medi-
cal Director of the M.I.N.D. Institute and 
one of the nation's leading authorities on 
FXS, testified before Congress in October 
1999 that "Fragile X is the leading form of 
autism of known cause: 90 % of Fragile X 
patients have autistic features, 50% of 
pre-school Fragile X children meet autism 
diagnostic criteria, and 6% of all autistic 
individuals turn out to have Fragile X." 

More recently, Dr. Hagerman has written, 
"We recently reported a comparison study 
of preschoolers with FXS, and age 
matched children (controls) with autism 
but without fragile X and another set of 
children (controls) who had developmental 
disabilities but without autism or FXS. We 
evaluated all of these children with what 
are the agreed gold standard diagnostic 
tools for autism including the Autism Diag-
nostic Observation Schedule-Generic 
(ADOS-G) and the Autism Diagnostic In-
terview-Revised (ADI-R) and also utilized 
the DSM IV criteria, IQ and adaptive be-
havior measures. We found that 33% of 
the children with FXS met the full criteria 
for autism. Their profile of autistic features 
was indistinguishable from the children 
with autism without FXS." 3 

A recent study of developmentally-
disabled toddlers by Dr. Sally Rogers at 
the MIND Institute found that over a third 
of kids with FXS squarely met the diag-

By Neal Robb 

nostic criteria for autism. These children 
closely resemble other children with au-
tism in their developmental and adaptive 
skills. Another significant sub-group of 
FXS kids had autistic behaviors, even if 
they did not fully meet the definition of 
autism.4 

Neil Robb is the President of the Fragile 
X Association of Southern California, Los 
Angeles. 

 

References: 

1. h t t p : / / w w w . f r a g i l e x . o r g / h t m l /
prevalence.htm 

2. http://www.autism-society.org/society/
syndrome.html#autism 

3. http://www.fragilex.org/html/autism.htm 

4. S. Rogers, The Behavioral Phenotype 
in Fragile X: Symptoms of Autism in 
Very Young Children with Fragile X 
Syndrome, Idiopathic Autism, and 
Other Developmental Disorders, Jour-
nal of Developmental & Behavioral 
Pediatrics (Dec, 2001), available at 
http://www.f indartic les.com/cf_0/
m0HVD/6_22/81596886/print.jhtml 
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Fragile X Syndrome From A to Z — Test Your Alphabet Soup IQ 

1. FXS 
2. DSM-IV 
3. ADD 
4. ADHD 
5. SIB 
6. PT 

7. ASD 
8. NT 
9. SLP 
10.OT 
11.SI 
12.RC 

13.AIT 
14.IEP 
15.SELPA 
16.SSRI 
17.FRAXSOCAL 
18.NFXF 

19.IDEA 
20.ABA 
21.DTT 
22.LRE 
23.CGG 

As parents of children with Fragile X syndrome, we certainly learn about a lot things that other parents have never heard of. 

Aside from all of the complex medical and technical terminology, there are acronyms and abbreviations galore.  To test you on your knowl-
edge and help you make sense of this alphabet soup, we have devised the following quiz, with answers provided on page 7.  Can you 
identify what each of these mean? 

Fragile X Association of Southern California Contact Information 

Dr. David and Miriam Ackermann 
Palos Verdes 
todah.da@gte.net 
ackermom.gm@gte.net 
 
Steve and Millette Arredondo 
Simi Valley 
fhaces@pacbell.net 
fullhouseaces@yahoo.com 
 
Diane Bateman 
Long Beach 
(562) 439-1190 
 
Sali Farber 
Irvine 
salij401@aol.com 
 
Aaron and Crissy Finney 
Glendora 
aaron@wfi-inc.com 
crissy@wfi-inc.com 

Say Cheese! 
Wyatt, Neal, and Garrett having a great time at 

the October Meeting. 

Below, you’ll find 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. Please read the President’s Message on the cover of this newsletter for more 
information about the board members’ decision to make themselves available as “point” persons and to help provide support to their 
local communities. 

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 
 
Charolotte Spahr 
Anaheim 
lovespurple92804@yahoo.com 

Email: info@fraxsocal.org 
Voicemail: 818-754-4227 

Board Member Contact Info 

Main Organization Contact Info 
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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 
"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 

Did You Know? 
 

You can make your secure, 
tax-deductible donation to 
the Fragile X Association of 
Southern California or pay 

your annual membership dues 
directly through our website 
at www.fraxsocal.org using 

your Visa or MasterCard! 
Simply click on “Make A 

Donation” at the top of the 
main menu! 

Send Orders To: 
Fragile X Association of Southern California 
P0 Box 6924 
Burbank, CA 91510-6924 
 

Or contact order@fraxsocal.org for more info! 

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: 
Fragile X Association of Southern California 

P.O. Box 6924 
Burbank, CA  91510-6924 
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In The Spotlight — New Board Members Crissy and Aaron Finney 

“We live in Glendora, at the base 
of the San Gabriel Mountains, 
with our three boys, Clay (7), 
Andrew (6), and Syd (4). Andrew 
and Syd are both affected with 
Fragile X and have also been 
diagnosed with autism. Our oldest 
son is unaffected and is the ulti-
mate, protective big-brother.  

We actually received the autism 
diagnosis more than a year be-
fore Fragile X was tested for, and 
we only became aware of Fragile 
X and had the genetic testing 

done because of an astute psy-
chologist at our Regional Center 
who identified some physical 
features in Andrew common with 
our kids. Having the FXS diagno-
sis has been wonderful for us; 
suddenly, so many other things 
made sense! It’s given us not only 
a much firmer foundation for pur-
suing the best education and 
therapies for our kids, but also a 
vibrant support community that 
has made us feel completely wel-
comed in a very short period of 
time. Thank you everyone who’s 
made us feel so at home! 

Neal Robb, Crissy Finney, 
Aaron Finney, Diane Bateman 

We are honored to have the op-
portunity to add whatever re-
sources and talents we can to the 
group. We’re looking forward to 
doing anything we can to help 
out, especially when it comes to 
educating about FXS and helping 
others like us find their way. 

If you are close by the San 
Gabriel Valley (or not), drop us a 
line! We love to talk to parents of 
any special needs kids to com-
pare notes about school districts, 
dentists, Regional Center ser-
vices, potty training, haircuts, 
recreational activities, therapies... 
whatever affects our daily lives as 
parents and advocates. 

We have enjoyed meeting many 
of you at the last three social 
meetings, as have our boys. 
We’re looking forward to the next 
one, we hope to see you all 
there!” 

Aaron and Crissy Finney 

aaron@wfi-inc.com 
crissy@wfi-inc.com Andrew, 6 years old, at the 

MIND Institute last year. 

Let’s Get Together and Talk! 
 
Who? You! 
What? A Live Internet Chat for the FXS Community! 
When? Every Thursday Night, at 6pm Pacific Standard Time (9pm Eastern/8pmCentral)! 
Where? The Chat Room on www.fraxsocal.org, the Fragile X Association of Southern California’s 
Website! 

Why? Because we want to talk to you!  
How? Simple! Just go to http://www.fraxsocal.org/FraxChat.htm and log in with your Name and State 
(or Country): E.g. John AZ or JSmith CA 
 
 

The chat room features real-time, multi-language translation, so no one has to 
be left out! Come out and try it yourself, and we’ll talk to you this Thursday! 



1. FXS-Fragile X syndrome, the genetic disorder that many of our 
children have. 

2. DSM-IV-The Diagnostic and Statistical Manual of Mental Disor-
ders, 4th Edition, a comprehensive listing of recognized mental 
disorders. 

3. ADD-Attention Deficit Disorder, a syndrome usually characterized 
by poor attention span and weak impulse control of a serious de-
gree. 

4. ADHD-Attention Deficit Hyperactivity Disorder, essentially the 
same as ADD but with the added element of hyperactivity. 

5. SIB-Self Injurious Behavior, referring to a child who intentionally 
hurts him or herself (for example, hand-biting could be referred to 
as "SIB"). 

6. PT-Physical Therapist. 

7. ASD-Autism Spectrum Disorder, which some FXS children dis-
play. 

8. NT-Neurotypical, a kinder way of referring to "normal" children. 

9. SLP-Speech and Language Pathologist. 

10. OT-Occupational Therapy. 

11. SI-Sensory Integration Therapy. 

12. RC-Regional Center. 

13. AIT-Auditory Integration Therapy, a form of treatment using musi-
cal tones in attempt to "retrain" the brain. 

14. IEP-Individualized Education Plan, a written plan used in public 
education which is required under federal law. 

15. SELPA-Special Education Local Plan Area, the local districts and 
agencies assigned the task of seeing to it that children with dis-
abilities get the education they are entitled to under federal and 
state laws. 

16. SSRI-Selective Serotonin Re-uptake Inhibitor, an antidepressant 
drug sometimes prescribed for children with FXS. 

17. FRAXSOCAL-The Fragile X Association of Southern California. 

18. NFXF-The National Fragile X Foundation. 

19. IDEA-The Individuals With Disabilities Education Act, a federal law 
passed in the early 1970's requiring public schools to provide 
education to children with disabilities within specified guidelines. 

20.  ABA-Applied Behavioral Analysis, a form of behavioral therapy 
pioneered by Dr. Ivar Lovaas of UCLA. 

21. DTT-Discrete Trial Training, essentially the same as ABA. 

22. LRE-Least Restrictive Environment, the type of classroom setting 
required by the IDEA for children with disabilities. 

23. CGG-the repeating sequence of DNA which, either by its excess 
or its absence, defines the genetic mutation that causes FXS 
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(Answers to Fragile X Syndrome A-Z Quiz) 

What You Don’t Know CAN Hurt You 
Protecting Our Children And Future Generations With Genetic Information 

 
Thursday May 8, 2003 at 8:00 PM 

At Congregation Ner Tamid 
5721 Crestridge 

Rancho Palos Verdes, CA 
310-377-6986 

 
Louise Gane, Genetic Associate of the M.I.N.D. Institute (Medical Investigation of Neurodevelopmental Disorders) 

University of California Davis, will discuss current research and advances in genetics relating to personal and family 
genetic coding. She will cover testing and screening for developmental disorders along with genetic counseling, 

including Fragile X and Autism. 

Do you know the most frequent cause of INHERITED mental impairment worldwide? Could you be a carrier? Do you 
know anyone whose developmental milestones are a cause for concern? These topics will be covered. 

Please plan to attend our program for the answers and latest data concerning these issues. The program will include 
a panel discussion covering: 

• Harbor Regional Center: community resources for affected children and adults 

• Public School and Education: individual education plans and inclusion 

• Social and Community Support: parenting and community response 

There is no charge for the program. Please join us and invite interested friends and professional associates in the 
community as we join together to be informed and to protect future generations and support generations and support 

families in our community. What you don’t know CAN hurt you. Please contact the synagogue office with your 
attendance plans. 

Program sponsored by Congregation Ner Tamid, Sisterhood and Men’s Club. 

Organized by David and Miriam Ackermann, Supported by Fragile X Association of Southern California 



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

ADDRESS CORRECTION REQUESTED 

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: 

 
www.fraxsocal.org 

 
More than 175,739 visitors 

Since June 5, 1998! 

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. 

2001/2003 Board of Directors 
 

Neal S. Robb, President 
Dianne Bateman, Vice-President 
Mary Seward*, Treasurer 
Marie Lambert, Secretary 

 

Directors 
 Miriam Ackerman Aaron Finney 

David Ackerman Deborah A. LeCover* 

Millette Arredondo Stephen D. LeCover 

Steve Arredondo Charlotte Spahr 

Salli Farber* Carolyn J. Stokes 

Crissy Finney  
* Denotes Past President 


