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President’s Letter

I hope that your summer was an enjoyable 
one. My family visited the MIND Institute 
with our son James, who took part in 
some research studies and consulted 
with Randi Hagerman. For those of you 
who haven’t been there, the Institute is an 
impressive place. It is attached to the UC 
Davis Medical School and was founded by 
a group of five parents who have children 
with autism. Although autism was its 
primary focus in the beginning, fragile X 
syndrome has grown in importance and is 
now about equal in terms of funding and 
research. The various professionals who 
work there are passionate about fragile X 
and know almost as much about it as us 
parents.

The Fragile X Association of Southern 
California is bringing Professor Randi 
Hagerman, Medical Director of the MIND 
Institute, to Miller Children’s Hospital 
in Long Beach on September 30th for 
a presentation about fragile X at grand 
rounds. Eighty 
doctors will be 
attending the 
talk, which will 
be a wonderful 
opportunity to 
spread the word 
about the very 
latest in treatment 
and research. 
This was to be 
have been a 
larger medical 
s y m p o s i u m 
about fragile X, 
but due to a very 
d i s a p p o i n t i n g 
number of 
registrations we 
decided it was 

better to restructure the day around grand 
rounds. Professor Hagerman will also be 
giving a talk to families, so stay tuned for 
details on when this will be.

I would like to give a huge thank you to 
the people who hosted parent meetings 
at their homes a few weeks ago for our 
Fragile X Awareness Day celebration. It 
was great to meet up with old friends and 
new, and have a chance to discuss fragile 
X without our children being around. 
The meetings went so well we have had 
requests to hold more, so our plan is to 
hold several a year as well as continuing 
with the family events that are always 
popular.

A warm welcome to our newest Board 
members, Jack and Jacqueline Blanco. 
The Blanco’s have written a wonderful 
article for the newsletter about their 
family, which I know you will enjoy reading 
Speaking of family events, there is a great 
one coming up in October which has been 
organised by Jack and Jacqueline .We 
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Event Briefs:

FraxSoCal Social Meet!

October 30th, 2005
9:30am -12pm

Scooter’s Jungle
Placentia

Scooter’s Jungle is a private, 
jungle-themed party facility 
with giant custom inflatable 
toys, great music, and great 
food! Take a few moments 
to relax with other FRAXSO-
CAL parents while your kids 
have the times of their lives. 
Look inside this newsletter 
for more details, and watch 
your mail for a flyer as the 

date approaches.

See you there!

Fall 2005
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wish to thank them for taking on the 
role of Association party planners 
and also thank Diane Bateman for 
her many years of work organising 
these fun events.  

Two members of the Association, 
Crissy Finney, Board member and 
one of the newsletter editors, and 
Linda Hutchings, nominated for a 
Board position, will be attending a 
leadership conference in St. Louis 
in September being put on by the 
National Fragile X Foundation. We 
are very pleased to have them both 
represent us at this gathering, and 
know they will be bringing back 
some valuable information to share. 
We wish them a safe trip and all the 
best.

Robby Miller, Executive Director of the 
National Fragile X Foundation, was a 
guest speaker at our most recent 
Board meeting. He talked about the 
history of the National and their most 
current goals and concerns, sharing 
a brief video presentation as well. 
It was most interesting to speak 
with Robby, and we thank him for 
making the trip down from Northern 

California. We will be receiving some 
extra support from the National for 
the symposium – they are providing 
every attendee with a folder of 
current fragile X materials, which will 
be extremely helpful. We all benefit 
when organizations with common 
goals assist each other.

Linda Hutchings was inspired by 
Fragile X Awareness Day and 
used it as a tool to encourage her 
local newspaper to run an article 
about fragile X. We have obtained 
permission from the paper to reprint 
the article, and congratulate Linda 
on being such a great awareness 
ambassador. If anyone would like 
ideas on how to approach their own 
local news outlets, please feel free to 
contact us and we can give you some 
suggestions. You don’t need to wait 
until the next Awareness Day rolls 
around – any time is good.

We are in the process of updating 
and reprinting our brochures about 
fragile X. Some information has 
changed since the last printing, and it 
is important to have the most current 
and accurate details before we 

proceed, so the process is taking a 
little longer than expected. We hope 
to have them ready by the end of 
September.

Thanks to all the people who 
contributed articles to the newsletter. 
Any and all submissions are 
welcome, particularly personal 
stories about your life with fragile X. 
Send them in!

Until next time,

Naomi Star

*Note – Since writing this letter, 
Hurricane Katrina has brought 
devastation to the Gulf region. Our 
hearts go out, not only to those 
families with fragile X, but to all who 
are affected by this tragedy.

(Letter From The President, continued from page 1)

“We all benefit when organizations with 
common goals assist each other.”

From left to right: Stephen LeCover, Deb LeCover, Diane Bateman, David Ackerman, Sali Farber, 
Aaron Finney, Naomi Star, Crissy Finney, Robby Miller, Charlotte Spahr, Neal Robb
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Hello everyone, and what a pleasure 
it is to meet everyone here with 
the Southern California Fragile 
X Association. Let us take a few 
minutes to introduce ourselves.  
We’re Jack, Jacqueline, Alexis and 
Justin Blanco. Alexis is 7 and Justin 
is 5 years old. We reside in the city of 
Riverside, California. Our two children 
were diagnosed with Fragile X 
Syndrome a little over two years ago.  
I can still remember the first phone 
conversation with Caroline Robb. I 
felt an immediate comfort level after 
speaking with her. We met shortly 
thereafter, and have met so many 
wonderful new families and friends. 
It’s such an incredible feeling to have 

this community to share 
and create new memories 
with. As of May, we were 
asked to officially join the 
board of directors for the 
Southern California Fragile 
X Association.  We humbly 
accepted! We’re excited to 
meet our new goals and 
challenges for the future. We 
look forward to meeting each 
and every one of you and 
helping spread awareness of 
Fragile X. 

Jack Blanco is a board 
member of the FX Association 
of Southern California.

New Board Members: Jack and Jacqueline Blanco
Jack Blanco

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
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Ask the Expert
This issue’s Ask the Expert features Marcia Braden, Ph.D.

My son obsesses over the movie Aladdin. Even when he starts talking about other things, he always brings the 
subject back to Aladdin. How can we move him off this and on to more appropriate topics?

It is common for males with FXS to become restricted in their interests.  Part of the obsession is characteristic of the 
gene’s influence on behavior.  We do know that the obsessions provide a sense of security and familiarity which often 
contributes to the appeal and habituation.

The first step in dealing with such an obsession is to analyze the behavior while observing it.  That is to say, figure out 
when it occurs and why.  This will enable you to determine the function of the obsession.  If your son uses the Aladdin 
talk as a way to interact, you need to plug in alternative phrases to assist him.  If the obsession is a byproduct of anxiety, 
you need to provide a way for him to calm down using a sensory diet, environmental accommodations or possible 
pharmacological treatment.  If the purpose is to get attention, the obsession must be ignored and a replacement behavior 
provided and reinforced so that he begins to discriminate maladaptive behavior form appropriate behavior.

We often pay so much attention to the behavior that the function it serves or the antecedent that triggers the behavior 

are ignored.  When you look at a behavior in context, it is much easier to treat.

Marcia L. Braden, Ph.D. is a licensed psychologist 
with a specialty in children and adolescents.  She 
is a former teacher and has taught general and 
special education.  She has written and published 
numerous articles related to education and 
behavior management strategies, techniques, and 
interventions.  She is a contributing author to the 
book, Fragile X Syndrome; Diagnosis, Treatment, 
and Research, compiled and edited by Randi 
and Paul Hagerman and Children with Fragile 
X Syndrome: A Parent’s Guide, edited by Jayne 
Dixon Weber.  She authored the book, Fragile: 
Handle With Care More about Fragile X Syndrome: 
Adolescents and Adults in 2000.  Dr. Braden is 
an adjunct professor at The Colorado School for 
Professional Psychology.  She is a member of the 
advisory board for The HillSprings Center and The 
Aspen Center for Children with Autism.  She is a 
member of the scientific and clinical advisory board 
to The National Fragile X Foundation.  Dr. Braden 
frequently consults with parents, therapists, 
educators, and medical staff about effective 
treatments.  Respected for her work internationally, 
Dr. Braden has presented at numerous conferences 
and workshops about fragile X syndrome, autism, 
and other related disorders throughout the United 
States and around the world.

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!
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Seeking literary nonfi ction-memoirs, creative essays, 
autobiographies, noteworthy personal experiences, 
interviews, biographies-and poetry, art and short fi ction. 
Submissions welcomed from anyone with experience on 
FX from all angles.

To date we have received manuscripts from Australia, 
Canada, and the United States dealing with the following 
themes: parenting (by mothers and fathers); sibling 
issues; memoir pieces by caregivers, family members, 
and doctors; family planning issues; issues relating to 
aging with fragile X; and essays relating to stresses on 
marriage and life in general.

We are still accepting well-written pieces, especially those 
that look at fragile X from a different or unique angle.

Deadline: ASAP, but alert editors via e-mail on expected 

completion date of your manuscript
Length: Up to 5000 words
Poetry: Maximum of four poems or eight pages
Format: Prose and poetry should be word-processed, 
double-spaced, and paginated, and should include your 
name, mailing address, e-mail address, and telephone 
number
Art: B/W, line drawings, no color, photos, can submit 
electronically
Include: Cover letter with brief biography; previously-
published material is okay
Payment: On publication, plus two copies of the book
Publication: By June 2006

P.O. Box 1256
Bellingham, WA 98227-1256 USA
fl yingtroutpress@comcast.net

Manuscripts Still Needed for FX Anthology
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Chuck Luckmann, Flying Trout Press, a 501(c)(3) non-profi t literary organization.

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

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.
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We had 10 families attend our last family fun day at  All 
Star Lanes in Eagle Rock in June.  There were 15 kids 
and about as many adults, it was a very nice turnout. 

All the kids split up in teams and bowled 2 games before 
they took a break for pizza, drinks and cookies. As usual, 
the kids played and had a blast while the parents chatted 
and exchanged stories and information.

Our next family meeting promises to be an even wilder 
affiar as we go on safari at Scooter’s Jungle in Placentia. 
From the Scooter’s website: “Our interactive playground 
was designed specifically with one purpose in mind: to 
treat your family and guests to an awesome time, and 
leave everyone with a HUGE smile!”

Scooter’s features:

A Huge, Inflatable Slide
Scooter’s Rope Swing Play Yard
Tropical Bounce House
Home of the Super-Ball Dome
And Much More!

921 VIA RODEO | PLACENTIA, CA 92870

91 FWY EAST OR WEST BOUND
Located one mile north of the 91 freeway, between La 
Palma Avenue and Orangethorpe Avenue. From the 
91, take the Lakeview exit and go north (left if you were 
eastbound; right if you were westbound).

From Lakeview, turn left on Miraloma. Take your second 
right on Via Rodeo (street is shaped like a horseshoe; 
you get two chances! Second one is best), and proceed 
to 921 Via Rodeo.

Please be advised: Miraloma is a small street between 
La Palma Avenue and Orangethorpe Avenue. There is no 
signal, so please look carefully for it.
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Family Bowling a Smashing Success - Come Monkey 
Around With Us!
Diane Bateman
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The single most important concern in the mind of any parent who has a child with a disability, 
regardless of the age of the child, is what will happen to the child after the parent has died.  We 
are pleased to announce publication of the completely revised and greatly expanded fifth edition 
of our book, Planning For The Future, which discusses in an easy to understand way all the steps 
that parents should take to assure a secure and happy life for their child.    

The introduction and table of contents can be read for free on our web site, www.specialneedslega
lplanning.com.  The book can be ordered at our web site or by calling 1-800-247-6553 (credit card 
only).

Critical issues discussed in the book include:

 • What residential options are available for your 
child? What educational, employment, and social 
programs are available?
 • Who will look after your child’s interests after you 
are gone? What are the benefits and detriments 
to legal guardianship? What are the alternatives? 
How can you communicate vital information about 
your child to future caregivers?
 • What types of government benefits are 
potentially available? How do you assure eligibility 
and maximize benefits? How can you leave 
assets for your child without imperiling eligibility for 
government benefits?
 • How can you protect yourself and your child 
against dissipation of your estate in the event that 
you require nursing home care in the future?
 • How much must you leave for your child to 
protect his or her future? How do you reduce the 
cost of administering your estate? What can you 
do about estate tax? What income tax benefits 
are available to families who have a child with a 
disability?
 • And much much more.

Attorney/author L. Mark Russell has a brother with a disability and has concentrated his law 
practice for more than fifteen years on estate planning for families who have a child with a 
disability.  Attorney/author Arnold E. Grant is a partner in a major national law firm and is a former 
adjunct professor of law at Chicago-Kent College of Law.    

The book is over 650 pages long and answers every question the authors have been asked over 
their collective thirty-plus years of experience in advising families who have a son or daughter with 
a disability.  This newly revised and greatly expanded reference guide belongs on the bookshelves 
of everyone who cares about the future well-being of a person with a disability.

Planning for the Future, Inc. - P.O. Box 713 - Palatine, IL 60078-0713
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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

The television has been filled this past 
month with images of devastation 
on the Gulf coast, from hurricanes 
Katrina and Rita. Watching the 
plight of so many displaced people, 
especially those with infants and 
elderly relatives depending on them 
for help, I couldn’t help but think 
about our own state of disaster 
preparedness, and how we would 
be able to react in the event of an 
emergency.

Living in Southern California, we have 
the ever-present threat of ‘the big one’ 
hitting at any time. While earthquakes 
are probably the most notorious of 
our natural threats, we also live under 
the shadow of possible flood and fire 
as well, especially those in canyon 
or mountain communities. So with 
these thoughts floating around in my 
brain, I decided to head over the the 
American Red Cross website and see 
if they had any specific tips for how 

persons with disabilities can be better 
prepared. To my pleasant surprise, 
there was a wealth of material and 
great advice available.

First, when starting your disaster 
preparedness plan, you need to 
create a personal support network. 
This is a small group of people 
that you know well; family, friends, 
caregivers, co-workers - whoever 
you trust and who understands your 
family’s special needs. Try to find 
at least 3 people to make up your 
network.

Now you need to do a personal 
assessment of your family’s 
needs. Try to identify any special 
requirements that you may have 
above and beyond the basic 
necessities, such as medications, 
eyeglasses, and any assistive 
technology (keep in mind the power 
may be out!). One thing to consider, 

especially with younger children with 
Fragile X, is to make sure you have 
familiar items to help calm them - a 
favorite blanket, toy, etc. Once you’ve 
identified your unique needs, it’s time 
to get going on making a plan.

Before figuring out your own plan, 
you’ll want to find out what your 
community disaster preparedness 
plans are. Talk with your local fire 
department, police department, and 
city hall to find out what measures are 
already in place and where your towns 
designated evacuation and shelter 
areas are. Find out if your community 
has a disability-assistance program 
as a part of their disaster plan, and 
if you need to register with them in 
order to receive priority attention in 
event of emergency.

With your specific needs identified 
and an understanding of your 
community’s disaster plan, you 

Preparing for Natural Disasters
Aaron Finney
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can get to work on designing and 
implementing a specific plan for your 
own family. You’ll want to meet with 
your personal support network and 
inform them of the details of your 
plan. Be sure to have an out-of-area 
contact that knows how to reach 
everyone in your support network, 
since communications in your 
immediate area could be affected. 
Some of the things you’ll need to 
address:

• Pre-arranged meeting places
• A communication plan. Keep in mind 
that phone service and electrical 
service may not be functioning, 
and that cell phone systems 
may be over capacity in a crisis.

• Escape routes and ‘safe’ areas. 
Check with your local community 
to identify safe areas away from 
gas and power lines. Make sure 
your personal support network 
members have a list of these places.

• Include  pets in your disaster planning. 

• Vital documents, such as birth 
certificates, medical insurance 
cards, and banking information 
need to be kept together in a 
secure, but accessible place.

Now you can start planning your 
kit. Don’t worry about acquiring 
everything at once, but build up a 
comprehensive emergency kit over 
time. You’ll want to build up enough 
supplies to last your family for three 
days, keeping in mind that the local 
water supply may not be potable. One 
of the most important items in your 
disaster kit is a good first aid kit. This 
will be the most expensive item in 
your kit, most likely, but is absolutely 
necessary in a possible absence 
of rudimentary medical care. For a 
comprehensive list of basic items 
you should have in your emergency 
kit, consult the Red Cross web site, 
or ask your local fire department for 
more information.

Another aspect of disaster 
preparedness that many people 
overlook is the safety of their own 
homes. Especially in an area with 
frequent earthquakes, heavy furniture 
such as bookshelves and cabinets 
should be secured to the wall studs 
with heavy-duty straps and screws. 
Know where the utility shut-off valves 
are in your home! Be sure to have 
emergency lighting as well; flashlights 
need to have their batteries checked 
every six months - an alternative 
for your home is to use ‘emergency 
lights’, special low-voltage lights 
which turn on automatically when 
power goes out.

Taking a little bit of time to implement 
a basic emergency plan can make all 
the difference in the face of disaster.

You can visit the American Red Cross 
website at http://www.redcross.org 
for more information.

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



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.


