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Hello to everyone. I hope your summers 
were filled with fun and relaxation. This 
issue of our newsletter features a peek 
into things some of our Board members’ 
families got up to recently – I hope you 
enjoy reading about them as much as I 
did.

I was lucky enough to be able to travel 
back to my hometown of Sydney, 
Australia with my family in August. It was 
great to see relatives and friends again, 
and catch up with all our buddies from 
the Fragile X Association of Australia. 
We were the guests of honor at a 
fabulous Fragile X BBQ picnic day, and I 
was asked to be the featured speaker at 
the group’s Annual General Meeting. It 
made me realize how strong the bonds 
families forge with each other are. Time 
and distance were soon forgotten as we 
shared stories about schools, vocational 
issues, funny and sad situations – all the 
stuff we love to talk about when we’re 
with other people going through the 
same thing.

By now you will have received your 
invitation to our gala fundraising event, 
the Fragile X Association Ports of Call 
Dinner. I urge you to return your RSVP 
card as soon as possible. We are 
planning a fantastic night and hope you 
can join us as we raise funds for the 
National and our own Association. As well 
as a wonderful three-course meal, there 
will be live and silent auctions, a live jazz 
trio, a short film about Fragile X created 
just for this occasion by Greg Mishey and 
Kathy Elder of ThinkMedia and a brilliant 
master of ceremonies, comedienne and 
Public Radio Commentator Sandra Tsing 
Loh.  Some of the great items we have 
for auction include sheet music signed 
by James Taylor, a signed Melrose Place 
script, Premium Disneyland passes, a 

catered dinner for 6-8 people by Chef 
William, gift certificates to Gladstones, El 
Torito, Acapulco and other restaurants, 
Southwest airline vouchers, and much, 
much more.

The fundraising committee has put in a 
lot of work to make the night a success, 
and we need the support of all our 
members to truly make a difference. If 
you are unable to come, please consider 
sending a tax-deductible donation in 
the envelope provided. You may also 
purchase an ad in the program – contact 
Linda Hutchings on (805) 492-4432 for 
more information.  I would like to give 
a special thank you to Diane Bateman, 
Sali Farber, Linda Hutchings and Neal 
Robb for their time and effort on behalf 
of this event.

Thanks to Jack and Jacqueline Blanco, 
a great time was had by all at our roller-
skating family get-together in June. I 
was surprised by how many courageous 
kids (and adults!) braved the slippery 
surface and made it successfully around 
the rink. And until we did it that day, I 
never imagined that the hokey-pokey 
could be done with roller skates on. 
Our next family day on October 28th will 
feature seasonal fun with apple-picking, 
hayrides and pumpkins. 

Board member Janet Rivera has 
been very busy on behalf of Fragile X 
causes. In July she was invited to be an 
interpreter at the National’s conference 
in Atlanta, and when she returned she 
manned a booth for the Association at 
Fiesta Educativa, a Spanish-language 
disability expo here in L.A. She has also 
been organizing our Board meetings at 
their new location in Whittier. Thank you 
Janet!
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We will be manning another 
information booth at an upcoming 
Los Angeles Unified School District 
resource fair in October. It is a good 
opportunity to spread the word about 
Fragile X and become more visible 
amongst educators.

I would like to thank Aaron and 
Crissy Finney for putting together 

the newsletter. Please feel free 
to submit letters or articles for 
publication, or ideas for future 
newsletters. You can email things to 
fraxsocal@yahoo.com

Until next time,

Naomi Star

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

(Letter From The President, continued from page 1)

“I was asked to be the featured speaker at the group’s Annual General Meeting. 
It made me realize how strong the bonds families forge with each other are. Time 
and distance were soon forgotten as we shared stories about schools, vocational 
issues, funny and sad situations – all the stuff we love to talk about when we’re 

with other people going through the same thing.”

Experience A Retreat

Diane Simon Smith

In my work as a Marriage and Family Therapist, I 
specialize in working with parents of children with 
disabilities.  This interest and passion grew out of my 
own experiences of raising two sons with disabilities.  My 
son, Andrew, who passed away in 2002 at age 17, had 
severe cerebral palsy.  Matthew, age 18, has Fragile X 
Syndrome. 

As I have talked with many families, I have come to 
believe that support and community are vital to living 
a full life when living with the parenting challenges that 
we all live with.  So, in 1999, I held the first retreat for 
mothers of children with disabilities called “Healing the 
Mother’s Heart”. It is an overnight retreat held each spring 
at a beautiful retreat center just south of Santa Barbara.  
Since that time, this annual gathering has become an 
opportunity for connection among women, as they go 
through their grieving, their joys, and their struggles.  
Each year, 14-18 mothers gather to share with each 
other and experience nature, music, art, and meditation, 
as well as laughter and good food with each other.  Each 
year the women ask how their husbands can have a 
similar experience.  

This year, I am pleased to say, I, along with my husband , 
held a one-day retreat called “The Journey Together”, for 
COUPLES who are parents of children with disabilities, on 

Saturday, October 7th  outside Santa Barbara.  This was 
an opportunity for couples to leave behind the routines of 
daily life and join with other men and women who share 
this similar life experience of raising a child or children 
with disabilities.  Mothers talked with mothers: fathers 
talked with fathers. And, most importantly, partners were 
able to talk with EACH OTHER and learn some strategies 
that will enhance their life together as a couple.

If anyone is interested in attending future retreats, you 
may contact me at (818) 801-1763 or e-mail me at diane
smithmft@earthlink.net.   
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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

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

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

Join Our Email List

mailto:info@fraxsocal.org
mailto:info@fraxsocal.org
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Ask the Expert

This issue’s Ask the Expert features advice from 
Christopher A. Poulos, a lawyer whose practice 
specializes with families who have developmentally 
disabled family members.

What important considerations do parents of special 
needs children need to keep in mind when planning 
their estates?

All families with a disabled loved one, whether 1 day old or 
50 years old, share very common special estate planning 
problems.  Some of these problems are as follows:  

1. To make sure that there will always be someone to 
look after their child when they are no longer around.

2. That their children continue to receive basic 
government benefit programs (SSI & Medicaid).

3. To leave enough funds so that their child will always 
have the extra things that they now offer.

4. To find someone to manage the trust funds who is 
trustworthy.

5. To assure that 50 years from now that their child be 
given dignified final arrangements.

6. To avoid family friction.

7. To avoid lengthy probate processes. 

8. To trust some professional to put these things into 
place.

Even though we have these concerns many families 
don’t plan for the future of their children.  Less than 
50% of families with children with disabilities, take the 
time to prepare a Will.  Those that don’t find out the 
hard way that their children all stand to receive an equal 
inheritance. When the person with the disability receives 
the inheritance and loses their benefits, or the money is 
squandered, the inheritance does not result in a gift to the 
individual but a gift to the State and Federal Government. 
It’s not that families don’t worry about the future, but 
studies show that families may cope with their situation 
by emphasizing the present, and living one day at a time, 
or cope by avoiding communication about the family 
member’s disabilities.  Lack of adequate or desired 
services may be a further barrier to planning, as well as 
not knowing where to go to get the appropriate help.  The 

process can be complicated and cost can also influence 
planning decisions. 

Common factors that motivate families to do planning 
for their children are: 1) significant occurrence such as 
vacation, or death or illness to a care giver, 2) financial 
issues/financial planning, 3) concerns raised by other 
family members, 4) attending an estate planning seminar.  
I hope this article will motivate to plan.

All too often when it comes to planning the future for a 
person with disabilities, all that a family does is contact an 
attorney to prepare Last Wills and Testaments.  The person 
with a disability is excluded from a direct inheritance and 
a sibling or other family relative, is left with a few dollars to 
take care of the loved one with special needs.  Tragically 
one of the first steps in this process, preparing Last Wills 
and Testaments usually becomes the only step.  

A Will is not a complete estate plan, especially for those 
families who have a developmentally disabled loved one.  
The average attorney, like the typical member of the 
community, rarely has the background and the experience 
in the world of the disabled to provide adequate counsel, 
and the average family rarely has the financial resources 
to pay for the attorney’s education in the specialized field.  
It is relatively easy to find out whether or not your attorney 
has the expertise in this area, just by asking him a few 
simple questions in regards to SSI benefits.  How much 
money can a person with disabilities have in their name?  
What are some of the exempt assets that a person with 
disabilities own?  How many Special Needs Trust have 
you drafted? 

A proper Estate Plan for special families will not only 
include planning for your estate but will also create a 
separate estate on behalf of the person with a disability, 
which is designed to provide a comfortable standard living 
with maximum amount of government benefits.  This 
usually involves disinheriting the child with disabilities 
in the parents will and leaving that child’s share to a 
Irrevocable Special Needs Trust, which will manage the 
resources in such a way that the requirements for benefits 
will never be violated.   The use of a Special Needs Trust 
will solve the problems we listed above, such as protecting 
government benefits, avoiding probate, leaving sufficient 
funds,  and providing final arrangements.  Proper planning 
solves other issues such as avoiding family conflict.  By 
setting a plan in place and writing a letter of instructions,  
you will leave no doubt as to your intent, and will name the 
successor trustees and conservators to make sure that 
there will always be someone to look after your child when 
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you are no longer around. 

A Special Needs Trust is different from a Support Trust.  
Most family revocable trusts are considered Support 
Trusts, because the trust is to provide for the health, 
welfare, maintenance, comfort, and support for the 
trustors during their lifetime.  Under existing case law, 
a Support Trust cannot be used on behalf of a disabled 
beneficiary, as the courts reason that the trustee has 
the power and duty to care for the general welfare of 
the person with a disability and the trustees powers and 
trust purposes are identical with SSI’s goal to care for 
the general welfare of the person with a disability.  Since 
SSI has helped fulfill the purpose of the trust, SSI may 
pull the benefits and charge for overpayment for past 
benefits paid.  This is why it is important to seek counsel 
from someone who knows how to plan for your son or 
daughter’s future.

Since the parents are the creators of the Special Needs 

Trust they can dictate the terms of distribution upon the 
demise of their loved one.  The funds may go to the other 
remaining children or family members.  Families may 
also want to consider gifting to their trustee, guardian or 
conservator for their support for their loved one during 
their lifetime.  Also, at this point in time, charities ought 
to be considered.  Charities which are near and dear to 
your heart, would greatly appreciate a gift.  Without such 
generosity, such organizations may not continue to exist 
in the future in light of current budgetary restrictions on 
government programs assisting disabled individuals.  
Although it is an area not often emphasized by Estate 
Planning attorneys’, each family should strongly consider 
those programs that have benefitted their child during his 
or her lifetime, and make a gift in accordance as they set 
in their heart to do.

Christopher A. Poulos can be contacted through his web 
site at http://www.specialneedslawfirm.com.
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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

Diane Bateman
Long Beach
dcrbateman@yahoo.com

Jack and Jacqueline Blanco
Riverside
4blanco@sbcglobal.net

Sali Farber
Irvine
salij401@aol.com

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

Marie Lambert
Yorba Linda
mlambert@lacsd.org

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

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

Neal and Carolyn Robb
Manhattan Beach
neal.robb@kyl.com

Mary Seward
Burbank
mbseward@yahoo.com

Charlotte Spahr
Anaheim
lovespurple92804@yahoo.com

Naomi Star
Long Beach
naomifstar@yahoo.com

Fragile X Association of Southern California Contact 
Information
Below, you’ll 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. 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.

(Ask the Expert, continued from page 4)
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It wasn’t quite the Father’s Day we had planned, but 
considering it involved our teenage son with Fragile X 
suffering a serious fall, a frantic dash to the emergency 
room and many hours waiting for X-rays and opinions, it 
turned out to be an opportunity to appreciate the growing 
maturity of our young man.

We had gathered at the home of my brother-in-law and 
his wife to celebrate the day along with family members 
and friends, when someone rushed into the kitchen to say 
that James had fallen from an outside staircase and was 
hurt. We ran outside to find him lying in a strange position 
on the hard tiled patio, making a frightening sound of pain 
that I’d never heard from him before. Shards of wood 
from a rickety staircase were lying nearby and it was 
obvious that the stair he had been on had collapsed, he 
had somehow lost his balance, and he had fallen several 
feet through the rather wide openings in the rail. 

At first we weren’t sure how to proceed. He was alternately 
moaning and crying and we were very concerned about 
fractures. But slowly we managed to get him into a better 
position, then gradually upright enough to sit down. No 
bones were sticking out at odd angles, but we wanted 
to get him to the emergency room right away, and rather 
than wait for an ambulance we thought it would be faster 
if we drove. Luckily we were very near Miller Children’s 
Hospital in Long Beach and were able to get him there 
within 15 minutes, though the constant and distressing 

sounds of pain from James made it seem much, much 
longer.

The diversions of the waiting room – televisions 
broadcasting a football game, his Leap Pad which we’d 
taken from the car and a neighboring child’s toy cars 
–  calmed him, so that by the time his name was called 
and we were taken to the ward, he had stopped crying 
and was able to answer some simple questions.

We were ushered into a small cubicle with lots of buttons, 
lights and medical machinery, plus a massive hospital 
bed on wheels, complete with shiny cranks, levers and 
pulleys. We helped him change into a gown and the 
exceptionally friendly nurse settled him in the bed. By this 
time he was actually smiling and was very curious about 
all the surrounding gadgetry.

There was a TV mounted in the corner, and  we tuned into 
a soccer game (it was World Cup time). So other patients 
weren’t disturbed, the only way to hear it was to use a 
hand-held speaker close to your ear – James loved this 
and seemed quite content to lie back, watch the game 
and enjoy the attention as various nurses, administrators 
and doctors came and went.

By this time the doctor on call had indicated that, although 
we should expect some fairly extensive bruising,, James 
would seem a lot worse if there was something major 

broken. However he did want to conduct 
some X-rays to rule out a fracture on the ribs. 
Having experienced the challenges of trying 
to X-ray James in the past, and seeing that 
over the hours since the fall he had regained 
some of his normal energy, we were doubtful 
that a meaningful reading could be obtained. 

The X-ray technician arrived, shifted James’ 
bed into gear, and trundled him off down the 
crowded emergency hallway. It was then that 
I began laughing, because it had suddenly 
turned into one of those classic Fragile X 
moments. The boy that had been in agony 
a short while before was now so excited by 
the ‘ride’ that he was doing his version of 
flapping, was beaming widely at everyone 
who passed and even began singing! The 
nurses commented that he was one of 
the happiest patients they’d had for a long 
time. He astonished us in the X-ray room by 
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Father’s Day

Naomi Star
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following the technician’s instructions perfectly, and lying 
as still as a statue in about four different poses.

Needless to say, the X-ray results were normal and we 
were finally released after four hours. We were impressed 
with the level of care given to James; at each stage staff 
members were warm and understanding. But most of all 

we were impressed with James’ quick adjustment to the 
unusual situation and proud that he handled himself in 
such a brave and cooperative manner.

Not the Father’s Day we had planned, but one we will 
always remember.

(Father’s Day, continued from page 6)

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

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!



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 8

I had the privilege of attending the 
International Fragile X Conference 
in Atlanta ,both as a speaker and 
as a parent.  I had attended two 
previous International Conferences, 
first in Ashville in 1998 and then in 
Los Angeles in 2000.  Those had 
both been great experiences, so I 
anticipated another amazing time.  

My expectations were met many 
times over. The feeling I had in 
being there was one of being at a 
family reunion, where most of the 
“relatives” were familiar strangers.  
I looked around at the little kids 
and teenagers with Fragile X who 
attended and thought to myself, “It’s 
like looking everywhere and seeing 
versions of my Matthew.”  I was 
particularly taken with the delicious 
little boys, which made me nostalgic 
for my little guy, who is now a young 
man of 18.

The agenda was comprehensive 
and complex. Like everyone else, 
I wanted to be in several places at 
one time. Mapping where I would 
go each day consumed much time.  
Because the scientific sessions 
were highly technical, I attended 
mostly the “family-friendly”sessions.. 
And because my son, Matthew, is 
now 18, I wanted to focus mostly on 
transition issues, such as vocational 
skills, independent living skills, 
and options for his future.  What a 
difference from my first conference 
when Matthew was 10 and the future 
that I am now living seemed scary 
and irrelevant!  The truth is it is not 
scary now.  It is exciting to think 
about his options.  So I sought out 
the sessions that discussed these 
issues and talked to parents about 
their experiences. 

A very exciting development was 

the printing and availability of the 
National Fragile X Foundation’s 
Adolescent and Adult Project’s 
notebook “Smoothing the Transition 
to Successful Adulthood”.  It is 
a comprehensive compilation 
of information about social 
development, employment, living 
settings, issues in sexuality, and 
transportation, to name a few topics,  
accompanied by a DVD showing 
vignettes on each topic. I purchased 
on for myself and one for Matthew’s 
teacher.

I had the privilege of meeting the 
authors of some wonderful new 
books, which I purchased and 
devoured.  The first is X Stories: 
The Personal Side of Fragile X 
Syndrome, edited by Charles 
Luckman.  This is a collection of 
essays, poems and artwork, and 
interviews from parents, siblings, 
caregivers, and professionals, and 
affected individuals that will draw 
you in a deep way.  The other book 
is Dear Megan, a collection of letters 
written between Megan Massey and 
Mary Beth Busby, both of whom have 
2 boys with Fragile X, .at different 
stages of life. The beauty of these 
letters is in their poignant honesty.

To honor Fragile X Day, we 
participated in a rally which was 
held in Centennial Olympic Park.  
There we were – hundreds of family 
members, affected kids and adults, 
and professionals wearing colorful 
Fragile X t-shirts and dancing up a 
storm – celebrating our mission and 
our connection! Actress and singer, 
Jasmine Guy, and her Fragile X 
family took the stage and led us in 
a rockin’ good time!!! Then it was on 
to the amazing Aquarium, where we 
took over as the place was closed to 
the public. I got to meet a wonderful 

family from Colorado who told me 
their multi-generational experiences 
with Fragile X.

As I stated earlier, I was also at 
the conference to present.  I got 
to participate on a Panel entitled 
“Success Stories” with three other 
amazing women (do Fragile X moms 
come in any other package?) talking 
about their children ranging in age 
from 18 (mine) to early 40’s!  One of 
the things we addressed was that our 
concept of “success” changed over 
time, as that is a very individualized 
concept.  I also presented a seminar 
called “Fragile X Families: Thriving, 
Not Just Surviving”, which was very 
well received.  I think after listening to 
scientific and therapeutic discussions 
about Fragile X for three days, family 
members liked hearing about very 
real challenges and issues that 
PARENTS deal with emotionally and 
practically. I felt privileged to be able 
to speak to these concerns. 

All in all, it was an uplifting 
experience and I look forward to the 
2008 Conference in St. Louis!

Diane Simon Smith is the mother 
of Matthew Simon age 18, and is 
a psychotherapist who works with 
special needs families. She can be 
reached at dianesmithmft@earthlin
k.net.

  

  

10th International Fragile X Conference

Musings of a Conference Attendee, by Diane Simon Smith
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A Letter From U.S. Senator Barbara Boxer

Dear Friend:

I have exciting news to share with you about our great State of California.  The U.S. Department of Health and Human 
Services (HHS) recently announced a series of grants to states to develop programs for people with disabilities or long-
term illnesses.  These grants, the “Real Choice Systems Change Grants for Community Living,” totaling $20 million, 
will help states and territories to “rebalance” their long-term support programs to help people with chronic illness or 
disabilities to reside in their homes and participate fully in community life through more comprehensive choices for 
independent living.  I am very pleased that California is among the recipients of this grant funding to promote much-
needed options for consumer control in long-term care.

These federal grants require states to address at least three of the six goals outlined in the grant, which are necessary 
to transform Medicaid program incentives away from institutional care with options for personal assistant services at 
home and in the community.  The HHS goals include: 

-Improving access to information about the full range of available community-based services; 

-Promoting more self-directed services; 

-Implementing a comprehensive quality management system; 

-Developing  information technology to support community living; 

-Offering flexible financing arrangements that promote community living options; and 

-Coordinating long-term support with affordable and accessible housing. 

If you would like to learn more about this new grant that California has received, I encourage you to visit http://
www.cms.hhs.gov/newfreedom/ 

Sincerely,

Barbara Boxer
United States Senator
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Do you know where your kids are? Apparently we 
didn’t.....

It was a Friday morning in July and my husband Jeff was 
at home with Trevor (14).  I was at work counting the hours 
until quittin’ time.  The guys were going to go to the arcade, 
but first Jeff had some phone calls to make and was on 
the computer in the spare room.  He assumed Trevor was 
playing outside in the back yard, which is totally fenced 
in.  WRONG!  We think Trevor was tired of waiting for Jeff, 
as unbeknownst to Jeff, Trevor had grabbed Jeff’s truck 
keys from the key rack, opened the kitchen door, opened 
the garage door, got into the truck, backed it down the 

driveway, put it in drive, and drove about 40 yards until 
he crashed into two neighbor’s mailboxes.  Guardian 
angels were working overtime that day, as the only injuries 
were the mailboxes and the post that formerly held them.  

We are so very thankful for our quick-thinking neighbors, 
one who managed to stop Trevor from accelerating 
beyond the mailboxes and another for driving him back 
home to a bewildered Jeff.  We have since hidden our 
keys, and really should get a lock box.  Just an FYI that 
our kids are more aware than we think, and to always 
know what they’re up to!!!!!!

Trevor’s Ride

Marie Lambert

http://www.cms.hhs.gov/newfreedom/
http://www.cms.hhs.gov/newfreedom/
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By SANDRA STOKLEY
The Press-Enterprise

Stephanie and Jerome Rhines greeted the news that their 

then 7-year-old son, Nicholas, had Fragile X syndrome 

with a mixture of relief and bewilderment. Relief because 

they could finally put a name to perplexing behavior -

- the hand flapping, the delayed speech, the inability to 

respect boundaries -- that had concerned them about 

their son. Bewilderment because they had never heard 

of Fragile X syndrome, which experts say is the leading 

cause of developmental disabilities and autism in all 

populations.

“We thought to ourselves ‘what is that?’ “ Stephanie 

Rhines said.

Today has been declared Fragile X Awareness Day in 

California by the state legislature in hopes of making it 

easier for parents and professionals to recognize the 

disorder. 

State Sen. Dennis Hollingsworth, R-Murrieta, who 

authored the measure, said an awareness campaign is the 

outgrowth of conversations he had with his chief of staff.

“He has a son with Fragile X and he shared some of his 

experiences and frustrations about the lack of expertise 

out there,” Hollingsworth said. “It took a long time to get a 

diagnosis and there are a lot of people out there who have 

had similar experiences.”

After logging thousands of hours of research and poring 

over boxes full of books, research papers and pamphlets, 

Stephanie Rhines, a substitute teacher, ticks off Fragile X 

facts without hesitation. Her hope is that at some point she 

won’t have to launch into complicated explanations of what 

Fragile X syndrome is and how it can affect behavior and 

learning.

“I long for the day when I can say Nick has Fragile X and 

people will know what it is,” she said.

Rhines says if her 14-year-old son had been diagnosed at 

an earlier age instead of at 7 years old, it may have made 

a crucial difference in his academic progress.

“We could have worked out an education plan. We may 

have been able to figure out how to help him retain 

information better,” she said.

Doctors examining Nicholas to determine why he was 

walking late and talking even later came up with a catalog 

of incorrect diagnoses, including that he was simply a “late 

bloomer.” 

Rhines said the news that her son had an inherited disorder 

and that she had passed the mutation on to her son left her 

feeling dismayed. But just for a minute, she quickly adds.

“The diagnosis empowered us,” she said. “We had a name 

and we began reaching out for information.”

A Fragile X Association conference after her son was 

Family Deals With Genetic Disorder

Stephanie Rhines helps her son Nicholas, 14, who was 
born with Fragile X syndrome (Terry Pierson/The Press-
Enterprise)
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diagnosed in 1999 was “a real comfort,” Rhines said.

“When parents asked questions, I remember thinking ‘Oh 

yes, that’s something I’m going through,’ “ she said. 

Because the disorder is carried in the genes, Rhines’ two 

other children have been tested to determine if they are 

carriers. They are not.

Rhines said she and her husband choose to focus 

on Nicholas’ strengths rather than his developmental 

weaknesses. He has difficulty grasping and retaining new 

information and has difficulty interacting with adults he 

does not know. He is enrolled in a seventh-grade class 

although he is working at a third-grade level. But he is an 

outgoing, friendly teenager, popular with both teachers 

and other students and good at sports.

“He wakes up with a smile,” she said. 

Rhines recommends testing for any child who exhibits 

speech or developmental delays. She said there is plenty 

of information and help available.

“You have to find out what’s going on,” she said. “Even if 

there’s a fear, you want answers.”

Reach Sandra Stokley at (951) 368-9647 or 

sstokley@PE.com

(Family Deals With Genetic Disorder, continued from page 11)
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Don’t miss your opportunity to advertise your business or organization, 
or to pay a unique tribute to a loved one, special event, or 
accomplishment in our dinner/auction Program. The fundraiser will be 

held on November 11, at the Alamitos Bay Yacht Club. 

1/4 page ad - $50.00
1/2 page ad - $75.00

Full page - $100.00
Back Cover - $250.00

Please forward print-ready ad along with your check payable to 
Fragile X Association of Southern California to:

Linda Hutchings
3517 Sweet Clover Street

Thousand Oaks, CA 19362
lindabhutchings@verizon.net

Gala Fundraiser Program Advertising

mailto:sstokley@PE.com


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

2006 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 Janet Rivera
Sali Farber* Carolyn Robb
Aaron Finney Neal Robb*

Crissy Finney Charlotte Spahr

* 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.


