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September 
2008 

Fragile X Association of  Southern California 

 

Fragile X Association of  Southern California 
will be at the following events: 

7th Annual Early Start Vendor Fair 
FRC Conference Room & ELARC Board Room 
1000 S. Freemont Ave., Alhambra, CA 91803 
Tuesday, September 16th, 2008, 4 pm to 7 pm 

www.elafrc.org 
 

LAUSD Resource Fair for Families of Children with Disabilities 
Kingsley Elementary School 

5200 W. Virginia Ave., Los Angeles, CA 90029 
Saturday, October 4th, 2008, 10 am to 2 pm 

www.sped.lausd.net 

 As summer comes to an end, many of us start to get ready to go back to 
school.  A new school year brings new expectations and goals for our kids as 
well as some anxiety for them and ourselves knowing that we’ll be dealing 
with new teachers, new therapists, and new schedules.  One of our missions is 
to support families and that is why FRAXSOCAL will continue to provide 
educational lectures to help families develop strategies that work at home and 
at school.  In the month of October, we have two well known experts in the 
field of Fragile X Syndrome presenting at Children’s Hospital of Orange 
County (CHOC).  Louise Gane, MS, from the MIND Institute at UC Davis, 
and Occupational Therapist, Tracy Stackhouse, MA, from  the Developmental 
& Fragile X Resource Center in Denver, will be joining us for a Coffee Talk 
LIVE! discussion.  We are also happy to announce that Dr. Marcia Braden 
will be coming back to Los Angeles in November.  She will be presenting at 
the Whittier Senior Center.  Please look inside this issue to learn more. 
 I would like to take this opportunity to thank the Blanco Family on be-
half of all of us for a job well done in planning and hosting our last Family 
Fun Day.  The pool party at their home was a great way to end the summer 
and bring many families together.  I also invite you to read about the 11th In-
ternational Fragile X Conference held in St. Louis last month.  By all ac-
counts, it was a tremendous success.  The next conference is set to be held in 
Detroit in 2010 and I hope many of us will be able to attend.  Lastly, be sure 
to cast your vote in FRAXA’s American Express fundraiser.  Thank you all!   
      Janet Rivera, President 
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 This conference was jam-packed with information of  all kinds.  My 
main purpose in attending this conference (my fourth International confer-
ence in the past 15 years) was to catch the latest research on new drug devel-
opments. Dr.  Elizabeth Berry-Kravitz of  Rush University in Chicago stated 
“that in five years we should have better drugs available that will target the 
underlying deficits in Fragile X, when this happens then we will have to start 
re-educating our patients so the brain can develop new memories and synapses.”  So don’t throw away 
those educational tools yet!! 
 Fenobam is the first new drug that has already started clinical trials and has been used in a one 
dose phase with adults with Fragile X.  Dr. Randi Hagerman hopes the FDA will approve the next phase 
which will involve adults (over 18) in a study to test for effectiveness and safety over a longer time period.  
She hopes to start in early 2009 if  approval is granted.  All of  this new hope also brings to focus the re-
alities of  involving a loved one in the risk of  testing a new drug.  Each of  us as family members of  loved 
ones with Fragile X will have to come to our own decisions on this risk. 
 In 1994 when I attended my first conference, it was reassuring to hear the experts say that carriers 
have no symptoms.  That has all changed now as I learn about the high risk of  developing Parkinsonian 
like tremors associated with being a male carrier.  And, then there is Fragile X Premature Ovarian Insuffi-
ciency (FXPOI) associated with being a female carrier.  So, now new families are not just dealing with 
the diagnosis of  their child’s condition, but have added worries and grief  for themselves and other family 
members.  Is it any wonder that female carriers have been found to have high anxiety!! 
 I also visited the booths of  researchers looking for research participants. I signed up with many of  
these new research studies that are being funded through government and private grants.  Many of  these 
can be done without ever leaving your home and will add to the ever-
growing knowledge of  Fragile X Syndrome.  Both of  my nieces and sis-
ter-in-law participated in the past as normal controls in a women’s study 
at Emory University.  Several of  these were included in our last Associa-
tion mailing and I hope you will take the time to consider them and tell 
other family members about these studies.  If  not us, then who? 
 Since my son is now moving towards adulthood, I also attended a 
session with our own Stephen LeCover as a speaker.  The topic was SSI 
and SSDI and the differences.  The highlight for me was one of  the at-
tendees asked what benefits her adult son who works could qualify for.  
She was asked how much income he was earning at his job.  She stated 
he had a government job and earned $59,000 a year!  Later I found out 
that her son had gotten into a government hiring program years ago for people with disabilities and was a 
maintenance worker at a government facility.  He had a supervisor who kept teaching him new skills and 
he was able to pass the tests necessary to move up the job ladder and qualify for higher and higher pay 
rates.  A few years ago his job category was moved to a sub-contractor, but with the help of  his supervi-
sor and family he was granted a waiver to continue as a government employee.  So, I hope that little story 
will give you hope for the future and never give up the dreams you have for your children. 
 

11th  International Fragile X Conference by Mary Seward 

Left: Board member, Mary Seward  
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 Although, it took me a few months to decide to go to St. Louis, once I was there I was glad.  I was ex-
cited about meeting other families, hearing about their experiences and about learning the latest research in the 
field.  I wanted to attend all the sessions and just learn everything about Fragile X. 
 To some extent, hearing parents talk about their children and hearing researchers discuss their findings, 
made me realize that I was getting to know my own children more, or perhaps in a different way.  I have two 
boys affected with Fragile X, Christian, 6 ½ years old, and Alex, 5 years old.  They are great little guys, but 
sometimes it is hard to know what is really going on inside their little heads and their little bodies, because of 
how hard it is for them to express themselves.  For example, I found the sensory integration talks at the confer-
ence to be helpful.  Despite all of the behavior problems my older son was having in school, I had not realized 
how important desensitizing is and how having an area designated in the classroom just for this purpose is key. 
 Something else that I found interesting was the discussion on using picture schedules and picture in-
structions to teach our kids how to be more independent.  I was just amazed by one of the moms at the confer-
ence with two teenage boys with Fragile X who had relied on picture schedules to get her boys to do laundry 
as well as do other chores at home and hold jobs.  I think it was great of this mom to show video clips of her 
boys, who are mostly non-verbal and have behavior problems, during her presentation in her attempt to show 
the rest of us that if she could do it, we all could. 
 There was also a lot of talk about a possible FX cure in the next 5 to 10 years.  I think we were all ex-
cited that researchers showed so much enthusiasm for this possibility and it was hard not to think about what 
this would mean to our lives.  However, researchers emphasized to families the importance of keeping up with 
current therapies and medications and that it was still difficult to tell how much a cure would actually change 
things.  All in all, it was a great experience.  I met great people and am thankful for everyone’s positive atti-
tude and hope for the future.  I’m definitely looking forward to the next conference in Detroit! 

First FX Conference Experience by Paula Paez 

Board members: 
Deborah and Stephen LeCover 

Dr. Hagerman, Medical Di-
rector of the MIND Institute 

FRAXA Fundraiser  
with the American Express Members Project  

 

Fundraising has never been so easy!   
Go to http://www.membersproject.com/project/view/PUPSKI and vote for FRAXA now!   

Voting ends September 30th, 2008. 
  

One of the most important things you can do to help those with Fragile X Syndrome is to 
vote and ask others to vote too.  Such a little act of kindness could mean $1.5 million  

towards finding a cure for those afflicted with Fragile X and other neurological disorders. 



The Journey of Grief: From Loss to Transformation by Diana S. Smith, MFT 
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To talk about grief as a journey from loss to transformation, I have adapted the beautiful narrative of Emily Pearl Kingsley, “Welcome 
to Holland”. 
 

I am often asked to describe the experience of raising a child with a disability to help people who have not shared that 
unique experience to understand it, to imagine how it would feel.  It’s like this… When you’re going to have a baby, it’s like 
planning a fabulous vacation trip to Italy.   You buy a bunch of guidebooks and make your wonderful plans…, the Coliseum, 
Michelangelo’s David, the gondolas in Venice.  You may learn some handy phrases in Italian.  It’s all very exciting. 
 Remember what you were thinking about and dreaming about when you were about to have your child?  The images we 
have of what it would be like may have included sharing a passion with your child, playing a sport with him, shopping with her, having 
him achieve something that you were not able to achieve.  Our dreams may not be readily identifiable; they can be to fill that place in 
us that aches for unconditional love, to have a chance to “do it over,” to prove that we can be a better parent than ours was, or to re-
live some of the wonderful memories we have of childhood.  Of course, these are not THE ONLY reasons for having children, and we 
may only become aware of some of these dreams once they are dashed.  Think about what images you had about your child when 
you found out you were having this baby?   How did you prepare yourself mentally for this child?   
 
After months of eager anticipation, the day finally arrives.  You pack your bags and off you go.  Several  hours later, the 
plane lands.  The flight attendant comes in and says.  “Welcome to Otherland.” 
“Otherland!?!” you say.  “What do you mean, Otherland?  I signed  up for Italy!  I’m supposed to be in Italy.   All my life I’ve 
dreamed of going to Italy.”   
 This is the moment that grieving begins.  It can begin when you notice that your child may not be like others or when he gets a 
diagnosis, or both. You think, “ Wait a minute, this is NOT how this is supposed to go.  Tell me it isn’t so!” We are in shock!  We may 
say, “Maybe it’s incorrect, maybe it will be so mild, it will not effect her life!” And... “This was supposed to be my other child’s playmate!” 
This is the shock of it all and the attempt to deny the reality!  We are pushing away what we cannot yet absorb.  The diagnosis of Frag-
ile X provides objective evidence and so, in some sense, it is harder to hang on to the denial of the diagnosis.  But we have indeed 
arrived in the wrong place! We were supposed to be in Italy!  And we have no idea what to do now that we are in Otherland. 
 I think of this experience as being in a devastating  natural disaster.  Our framework is gone and we have to find bits and 
pieces of the building components in order to rebuild.  And this process can be even more challenging than a death, because while we 
grieve the loss of our life as we thought it was going to be and the loss of the life we thought our child would have, we must fully attend 
to this child and simultaneously go about the business of getting intervention for our child. 
But we MUST feel the feelings that we  have-- the shock and the denial, the sadness and the anger-- because that is how we heal.  
Grief is a natural, automatic, and necessary emotional process.  And the expression of grief is best done in the safe company of others.    
 Grief can feel like fear. We fear the unknown. Even though the future is unknown for all children, we have a general idea, a 
roadmap for a typically developing child.  Others have been down this road.  WE have been down this road.  Images of children with 
disabilities that come from long ago can haunt our thoughts.  And even more fearful are thoughts about what will happen to our child 
when we are no longer here. We may have fears about what will become of us!  Our fears can overwhelm us.  
 
When you first tiptoe out of the plane, the land is cloaked in darkness and it is very cold.  People in white coats are pointing 
in so many directions and speaking a foreign language.  You feel all alone in this strange land.   
So you must go out and buy new guidebooks.  And you must learn a whole new language.  And you must meet a whole new 
group of people you would never have met. 
 One step at a time, we step out into this new world.  We research and learn about Fragile X Syndrome.  We read about what 
it is like for other parents, what grown-ups with FX are like.  We try to imagine our kids all grown up, then we draw ourselves back to 
what is right in front of us.  In addition to learning about FX, we must learn about whole systems that we might not have known ex-
isted,  like the Regional Center and Special Education, and learn a new alphabet language, such as IEP, IFSP, and on and on.   It 
does resemble walking into a new world  -- we have arrived in Otherland. 
 Loss can begin to be experienced in other areas of our lives.  Friends and family may try to reach out and say all the wrong 
things.  Others may shy away from us,  out of fear or insensitivity.  Relationships with our partner can be challenged as each of us 
experiences this grieving process differently.   Respecting those differences while we are searching and hurting can be difficult.  And 
we all find different ways to cope.  One way of coping is to throw ourselves into the intellectual pursuit of information and the absorb-
ing activity of getting intervention for our child.  This can absorb some of us to the point where we shelve some of our feelings.  Others 
cope by turning to sources of soothing such as food, alcohol, drugs, excess shopping, or other forms of comfort.  There is a point at 
which turning to these comforts can move beyond our control and life becomes even more complicated.  And most of all, we can feel 
so very alone!   
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Then one day, another traveler takes your hand and shows you a flower peeking out of the cold ground and the beginnings 
of a beautiful sunrise.  You learn there are indeed some lovely sights in Otherland.   
And you see that Otherland is not a horrible, disgusting, filthy place, full of pestilence, and disease.  It is, however, a differ-
ent place.  It’s slower-paced than Italy, less flashy, and the weather is stormier than in Italy.  But after you’ve been there for 
awhile and you catch your breath, you look around, and you begin to notice that although the nights are sometimes longer, 
the sunrises can be spectacular, and even though the winters are colder, the springtime brings brilliant flowers. And even 
though the governmental red tape is more complicated and the bread lines longer, you meet the most wonderful friends 
while you wait. 
 This is the place where we begin to heal  -- to move beyond the shock, the denial, maybe beyond the deep sadness and 
anger.  We will probably revisit these feelings over and over again  -- but this time, with company on our journey. 
Most parents of children with Fragile X Syndrome will tell you about the sweetness, the humor, and the love in our kids.  It’s not about 
getting into the magnet school, winning the soccer championship, or writing the winning essay.  It is the simpler things, like saying a 
first word,  having a successful playdate,  or the funny turn of phrase that we celebrate with the same joy and pride.  We may even 
experience  lower lows and higher highs!  We may find our priorities changing,  our circle of friends changing, or  even discovering a 
deeper spirituality.   
 Not everyone, of course, experiences these high moments or appreciate the gifts of our kids.  Some people stay stuck in 
their anger and it can come out against the system or  against other people who have “typical” children.        
 
But everyone you know is busy coming and going from Italy, and they’re all bragging about what a wonderful time they had 
there. And for the rest of your life, you will say, “Yes, that’s where I was supposed to go.  That’s what I had planned,” as you 
look at their photos and read their postcards. 
The pain of that will never, ever go away, because the loss of that dream is a very significant loss. 
 Many of us have heard about the stages of grief – shock, denial, depression, anger, bargaining, and acceptance.  We may 
have the idea that this process of grieving is a linear process  --one that moves us through the stages in an orderly, tidy way to some-
day arrive at this nirvana we call “acceptance.”  But acceptance is a complicated word that means different things to different people.  
To some it means loving their child exactly as he is, for others, it sounds like giving up, or letting go of hope that things will be better.   
 In fact, grieving is a very messy, circuitous process. When we have children with disabilities, this is a process that is all over 
the place.  It has its progression and regression.  The early years of diagnosis and treatment are not the end of grieving.  We may find 
ourselves grieving again at various points in our child’s life. Some of these times may include: leaving early start and entering the 
school system, the beginning of puberty, the “missed milestones” like driving age, the transition time of vocational training, and the 
time of letting go as our grown child moves to a new living situation away from home.  We might be surprised by these new cycles of 
grief, but they are very normal.  And if we have our support systems in place we move through them in a different way. 
 I would like to suggest another word for the last stage of grief that we call acceptance.  Let’s call it integration.  We integrate 
the loss and the reality into our lives, always holding onto hope and trying to live a full life to the best of our ability.    
 
But even as you think longingly that you didn’t get to Italy,  you can enjoy the very special, the very lovely things about   
Otherland.  You can decide how you will spend your time there, and you may even discover something about yourself you 
never knew.  
 Most of us who have been down this road recognize that we are different people today.  We have learned things about our-
selves.  I know that if I had been told when before my children were born that I would have a child with severe cerebral palsy and one 
with Fragile X, I would have told you that there was NO WAY I could deal with this and would have wanted to run away!  But I have 
learned as other veteran parents have that we just put one foot in front of the other and sometimes look back and see not only the 
progress of our child, but our own progress as human beings.  I have learned about my own capacity to love unconditionally, about 
the resilience and tenacity of my spirit, and that I can rise to the challenge that seemed insurmountable to me. 
What have you learned about yourself that you never knew? 
 

The poet, Leonard Cohen wrote: 
 

Ring the bells that still can ring. 
Forget your perfect offering. 

There is a crack, a crack in everything. 
That’s where the light gets in. 
That’s where the light gets in.   

Diane and her 
son, Matthew, 

 at the 11th  
International 

FX Conference 
in St. Louis.  

Diane Simon Smith, MPH, MA, MFT (Licensed Marriage and Family Therapist)  
20750 Ventura Blvd., Suite 245, Woodland Hills, CA 91364  Contact: 818-888-1524 or dianesmithmft@earthlink.net 
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Coffee Talk LIVE! 
Learn about  

Fragile X Syndrome 
and 

OT Strategies that Work! 
Please join our invited speakers  

Louise Gane, MS, a genetic specialist in Fragile X Syndrome, for a  
discussion on the complexities of this condition and what every parent 

needs to know, and                                        
Tracy Stackhouse, MA, Occupational Therapist,  

who will talk about implementing effective sensory diets at                
home and at school. 

Louise and Tracy are internationally known experts in their field on 
Fragile X Syndrome. 

Free parking (3rd floor) * Light refreshments  
No childcare * Spanish is available  

Visit fraxsocal.org for more information 

Date: Saturday, October 11th, 2008 
 

Time: Louise Gane at 1:00 pm 
           Tracy Stackhouse at 3:00 pm 
           Q & A with Louise and Tracy from 5:00 pm to 5:30 pm 
 

Location: Children’s Hospital of Orange County (CHOC) 
  (Conference Rm. 2) 
  455 Main Street, Orange, CA 92868 
 

Suggested donation: $10.00 
 

Contact: 818.754.4227 or fraxsocal@yahoo.com  
So that we can properly prepare, please let us know your                

anticipated attendance by Monday, October 6th. 
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Free parking * Light refreshments * No childcare * Spanish is available. 
Visit fraxsocal.org for more information. 

“Supporting Your  
Child Inside and Out” 

Dr. Marcia L. Braden returns to Los Angeles to               
present a variety of strategies on how to effectively  

manage the  behaviors of children affected by               
Fragile X Syndrome in the home and                            

community environments. 

 

Dr. Braden is a clinical psychologist and a leading  
international expert on Fragile X Syndrome. 

 

Date: Saturday, November 15th, 2008 
 
 

Location: Whittier Senior Center 
                13225 Walnut Street 
                Whittier, CA 90602  

 
 

Suggested Donation: $10.00 
 
 

Contact: 818.754.4227 or fraxsocal@yahoo.com 
 
 

So that we can properly prepare please, let us know your                
anticipated attendance by Monday, November 10th. 

Save the Date 



Pool Party at the Blanco’s House 
by Jack Blanco 
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 It was a beautiful sunny day in River-
side, CA. Families came from near and far, for 
our Summer “Pool Party” Family Fun Day 
2008. We were ready and the weather was per-
fect (in the low 100’s), the food, snacks and 
beverages were set. The families arrived and 
the fun began.  
 The children wasted no time and jumped 
in the pool and some had to be persuaded 
to exit to enjoy the hot dog lunch. Others 
enjoyed themselves in the Sponge Bob 
bounce house, while still others spent time 
on the playground. It’s safe to say that the 
35 attendees all had a great time!  
 Most importantly the dialogue that 
was shared by all of the parents was won-
derful and supportive. Several new families 
were present and I am sure left the day with a 
sense of camaraderie, which is always one of 
our goals and why it is so worthwhile having  
these events.   
 Well friends, the results are in and on 
this day, FRAXSOCAL brought home the 
“gold.”  GO TEAM! 



Membership 
 

Are you a member of the Fragile X Association of Southern California? 
If not, and you would like to join, just send us an email or call us and you will soon  

receive information about conferences, support group meetings, family fun days and more.                 
There is no fee to become a member, however an annual donation of $25.00 is appreciated. 

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

 
All member information is confidential. 

Share a Story 
Feeling creative?  Or, got some great FX-related news?  

Share it with us!!!  We’d love to have you write an article for our next newsletter!!! 
Please email your personal stories and pictures at info@fraxsocal.org  

Informative Web Sites 
 

Below are some websites where you can get more information about clinics and other               
organizations for Fragile X Syndrome. 

Fragile X Clinics: 
UCLA Behavioral-Genetics Clinic 
UCLA Psychiatry & Biobehavioral Science 
BOX 951759, 58-24C NPI 
Los Angeles, CA 90095-1759 
Phone: 310-794-9516 
Website: www.liliclairefrc.ucla.edu 
 Additional Organizations: 
National Fragile X Foundation 
P.O. Box 190488 
San Francisco, CA 94119-0488 
Phone: 800-688-8765 
Website: www.FragileX.org 
 

U.C. Davis M.I.N.D. Institute 
Fragile X Clinic 
2825 50th Street 
Sacramento, CA 95817 
Phone: 916-703-0238 
Website:www.ucdms.ucdavis/mindinstitute 

FRAXA Research Foundation 
45 Pleasant Street 
Newburyport, MA 01950 
Phone: 978-462-1866 
Website: www.fraxa.org 
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FRAXSOCAL’s Wish List 
As you know, because we are a parent run, non-profit group, resources are limited.  Ever so often we 

are in need of supplies to keep our organization going.  Listed below are item(s) we need that you 
might be able to donate: 

 

• Projector for presentations  
(new or used in working condition and PC compatible)   




