January 2005 RAIN Newsletters Digest

December, 1st Newsletter:

-Free Early Intervention Journal

-OT catalog and sensory ideas

- Conversation between Robbin and a mom in Vegas re: ABA, PACE, positive behavioral  supports, good info

-New research in autism points to gut disease

------------------------------------------------------------------------------------------------------------

Free Early Intervention Journal:

 http://www.behavior-analyst-online.org/    The Journal of Early and Intensive Behavior Intervention - Published Bi-Yearly is free at the website.  You can sign up to receive a notice when the next one is available.

 

OT Catalog

 

Cathy K (Cathy is an OT) wrote: I've found a great catalog called Sensory Comfort.  They have a web site at www.sensorycomfort.com or you can call them Toll-free at 1-888-436-2622.  I ordered some seamless socks and Chewys for my son from them and just recently ordered a "Body Sox" which is a stretchy Lycra fabric bag that my son loves.  He uses it in the morning before school as part of his sensory diet and also when he gets overstimulated. He gets in it and stretches.  It provides great reassuring tactile/proprioceptive feedback and really helps him relax. The gal at Sensory Comfort is great to talk to about concerns.  She even sent copies of the Table of Contents and a sample page of a book I was considering buying.  ( I ended up buying the book "The Social Skills Picture Book")  (the bag sounds like a good Christmas gift!  R)

 

Conversation:

(She asked me to remove names, I have called PBS Nevada and will send on the info when I get it, if you have used them please send in info)

 

	She wrote:

 Doing that (the DTT ABA) format at home was what she needed for mastery.  She learned nothing from the classroom with that approach for many years although I will say she's now showing promise of being an incidental learner in the classroom.  DTT ABA format was (and sort of is) our approach still at home and I still believe it's the efficient way to be sure there's no holes in her program.  Remember though that we've run a 40-hour home program religiously for 4 1/2 years and just in the last year gone to generalized locations for program so she no longer is "in the chair" now.

As far as behavior is concerned, there's been one program that saved us.  We call it a Pace program and it involves cost-responsing inappropriate behavior.  When we first started it, it was sad to have her lose items she was earning because she didn't realize why.  Once she caught on, she proved to be so motivated to earn "all three" of something that she learned to self-monitor herself so closely while in Pace that she was able to refrain from all stim and non-compliant behavior during that time.  What we've done at this point is make her look appropriate in a 1st Grade Classroom by having her rely on this Pace program.  She still has limited understanding of receptive language so her aid, a lot of the times, needs to break instructions down for her.  So far, so good but I'm anxious to get more expressive (especially spontaneous) language from her and will look into whether AVB can accomplish that.

 

I wrote:

  How did you afford 40 hours?  All of our ABA, well everything, is out of pocket.  We make too much to qualify for assistance and up here, the school district and state won't pay for anything.  Zac could not transfer anything he learned outside of the house and the natural environment training ABLLS provides does just that.  

Where do I get the Pace program?

 

 She wrote:

 

 I'm one of the lucky ones that gets 30 hours p/week paid through the school district.  A few pioneer moms had just gone due process right before ** turned 3 and started in the school district so I pleaded my case and was fortunate.  I also appealed and appealed with my insurance company and, after 3 years, finally got them to agree that ABA and speech therapy was medically necessary.  Without any of that to help me out, I may've gone the route you went with AVB.

The Pace program was just one of 20-25 current programs ran daily with ** based on recommendations from my Lovaas Consultant.  It's success was due to the consistency of my team consequating all inappropriate behaviors.  It sort of blossomed from a program originally designed to have her look more appropriate during toy play.  What we did was present 3 items she was "earning" and placed them in a cup she understood was for prizes.  It could've been 3 jacks she could spin, 3 minutes on the trampoline or 3 cashews for that matter.  The second she wiggled her fingers or engaged in any stim behavior, we would deliver an informational "no" and say "you lose one".  It was so sad in the beginning and I wanted to stop it.  I remember telling my consultant "this program was designed to help her look more appropriate during toy play.  What I see is a really nervous kid afraid to be free and play in a relaxed manner".  Boy am I glad I trusted my consultant's instincts and stuck it out but there were a lot of times I cried for her or had to walk away.  It didn't blossom into what it is today for the better part of a year.  We were also fortunate that ** was one of those obsessive, motivated kids who got really upset when she didn't earn all of what was presented to her.  This is one of those cases where individualized programing is vital for a child's success.  This approach wouldn't work for every kid, I'd imagine...but I do believe that something works for every kid.  You just need reeeaaaly consistent programming and the will to stick it out.  It's like what Bridget Taylor said in that NY Times article, "It doesn't matter if a kid can read and write and do algebra if he can't go out to dinner with his family".  Getting behavior under control is most important, the academics will come.  Our kids aren't stupid, they just learn differently and we need to get them attending and learning from their environment.  Discrete Trial Teaching helped ** to learn how to learn.  

 

I wrote:

 

Thanks so much for sharing all your info.  Our problem is that his behavior is great in therapy and he doesn't stim.  It's when he is on down time, playing or in a group situation that he has behaviors and we basically have to revert to one on one to get him to see what he is doing is wrong or give him a time out.  He does a lot of dropping to the floor to avoid us physically removing him.  Do they still pay for ABA?  We have some moms that have gone to due process and they will pay for a case manager to train parents and tutors but will not pay for the tutors.  And that's even hard to get.  My insurance company will pay for 90 days for anything for their lifetime.  We tried to fight it but because they agree it's medically necessary but will limit everything to 90 days I'm screwed. 

She wrote:

 

Hi Robbin,

I'm not a consultant but I would say this.  Capitalize on the good behavior he's able to display to your advantage.  Just probe cost-responsing him for the smallest thing during a time you think he looks good.  Start with a very small increment of time like 1 or 2 minutes.  Have something present during that time (we used cards with sayings a teacher would say like "Pay Attention" but whatever he'll understand should work).  Take the card away after that time and give him what he "earned" at the end of that time.  We also had a behavior plan in place if ** lost all three and she went into meltdown.  This was very systematic and you'll need help.

Have you contacted PBS Nevada?  

PBS Nevada

775-784-4921 ext. 2352

Carol White, Proj. Coor.

cmwhite@unr.edu 

 

Carol told me they, after determining eligibility, they send someone to the home to help facilitate.  If you decided to do this, we'd need to talk more 'cause I'm leaving out lots of steps.  Transferring this program to the community or school comes later...much later.  It would take many months of consistency, faith and probably some prayer thrown in.  

The dropping to the floor thing wouldn't be an issue because there's no prompting for the correct behavior...just cost-responsing if he doesn't get it right.  It tugs at your heart in the beginning because he has to figure it out on his own and, for mom, it seems cruel.  The whole point is to get him to self-monitor himself.

I can't say it'll work for every kid but I will say it was the saving point for **.

To answer your question, yes.  They still do pay for ABA for us.  I know I'm very lucky and I think it sucks all our kids don't get it paid for.  Your insurance company sounds like a lost cause.  What we need is for Medicaid to have billing codes for ABA.  I think only seven states have that currently.  Always comes down to $$$ rather than the value of a human life.  Your son is very lucky to have such a dedicated mom.  Don't lose hope, remember you're giving him the foundation he needs to eventually learn from all environments.

 

PBS Nevada stands for Positive Behavior Supports and I believe is run out of UNR.  A mom in Las Vegas, Flo LeRoy, who is also an officer of Nevada PEP used them for her 18 year old boy who never got early intervention.  Flo is a firm believer in positive behavior supports and does trainings on it twice a month at Nevada PEP.  She's the one who told me about them for when I get calls from families of older kids.  After talking to Carol White, however, I now know they help all ages.  I was just trying to think of how you could get some manpower to help you impliment a strategy such as PACE.

As far as bio-medical intervention and swallowing pills, here's my experience with that.  First of all, ** now takes about 20 pills a day and we de-sensitized her over a looooong period of time.  Again, I had lots of help.  I've had 4-5 tutors in my employ running a 40-hour p/week program for 4 1/2 years now.  Just in the last year or so are the pieces coming together.  How we desensitized ** to her aversion of pills is another whole email.

Are you aware of Trans-dermal DMPS for chelation?  It is not yet approved by the FDA as is DMSA (oral chelation) but Dr. Buttar is getting remarkable results.  Because he stands to make major profits, I'm taking what I read with a grain of salt.  We use DAN doctor, Dr. Bryan Jepson out of Salt Lake who runs a non-profit Bio-Medical clinic called Children's Biomedical Clinic (www.cbcutah.com).  Although **'s been doing DMSA, I plan on switching to this protocol after my phone consult with Dr. Jepson on Wednesday.  If you want to research trans-dermal chelation with this cream, go to www.defeatautismyesterday.com.  Scroll down to #1 Dr. Buttar and click on testimonials.  You can then read the entire transcribed speech Dr. Buttar gave across the street from the DAN Conference on the same day that a mom was gracious enough to share.  You'll also see on this site that he's speaking in Las Vegas tonight at the Las Vegas Hilton and again in San Diego on Nov. 19th.  I'll be starting DTMS this week based on my comfort level with my research.  

Hope this site helps you make your decision since it doesn't involve pills.

 

I wrote and her response is in bold:

 

Our homeopath says his heavy metals are gone.  He wasn't real high.  Kids with autism do not initially show high for mercury because the cannot get rid of it like you and I.  Only after the chelation process is started, maybe months later, do they begin to show high on the heavy metals urinalysis.  I was using the DAN doctor Miriam Jang out of San Rafael.  She told us all about the transdermal but says he can't do that stuff until he gets the stuff in him and is healed further.  With oral DMSA that was true and it took us many months to get the gut better.  I have my phone consult with Dr. Jepson on Wednesday to switch over to trans dermal DMPS.  Dr. Buttar says 30% of his kids are not on a special diet along with it and that DMPS doesn't effect the gut like DMSA so the need to wait until yeast levels are under control is not necessary.  

I found out about this through www.cureautismyesterday.com (Go down to #1 and click on testimonials.  It has Dr. Buttar's entire speech transcribed that he gave across the street from the DAN Conference) and www.drbuttar.com.  You can't get an appointment with him (booked until next July) but if you ever wanted to follow his protocol, I use Dr. Bryan Jepson from the Children's BioMedical Clinic in Salt Lake www.cbcutah.com.  He's a father of a child with autism himself and his clinic is non-profit.  I am going to have more testing done but she wants to charge me $300 to order more tests so I am seeing if my pediatrician will do it.  I just left the UNR Early Childhood Autism program as have several other families.  I did not know about PBS.  They probably charge as much as the feeding program which is an autism buck, about $2000.  I don't think there's a charge for PBS if you qualify.  It's certainly worth a call.  If you want me to send you the article on Carcinosin, the constitutional remedy my son is on, I'd be happy too.  It's also in Treating Autism and the book Impossible Cure.  

 

Who would I talk to in your group about what attorney they used and what steps they went through to get ABA paid for?  The only starving attorney that I know of is Marianne Lanuti and, of course, the situation today is much different than four years ago when the school district didn't look as good.  Her contact info as well as Nevada Advocacy and Law in on the attached resource list.  Our school district can't even afford the aides we need whether they have the budget for it or not is never the issue!  What is necessary for a child to receive a free and appropriate public education is.  They can't even legally say something like that in an IEP as they should always be goal driven, not financially driven.  we have to fight for that, so winning ABA for all of us could be moot.  It would have to be on a case by case basis.  What it took down here were a couple of courageous parents with good, solid cases to pioneer the way.  Each of us have our own story.  Some proved regression, some paid for it out of pocket initially and had an up and running successful program with data to support it's neccessity, still others won by the school district misdiagnosing their child.  Bottom line, a good attorney, good solid case, guts and fortitude.  That's what I've heard.  Thank god I never had to go through it.  The closest I came was to go Mediation, one step before due process where both sides meet and an independent arbitrator.

I wish I had more encouraging news for you.  Anything can be done I guess, it's just a matter of what else will suffer in the fight.

 

 



	

	

	


 

New Research on Autism Points to a Novel 'Gut' Disease in Some Kids

[By Mary Ann Roser for the New York Times Syndicate.] http://www.nlm.nih.gov/medlineplus/news/fullstory_20959.html (*this news item will not be available after 11/30/2004)

A maverick British scientist who now works in Austin has completed a new study on autism that links the disease to a novel intestinal illness.

The research, which will be published in this month's issue of the Journal of Clinical Immunology that is expected to come out today, opens the door to testing treatments for some autistic children, including a diet that forbids dairy products and certain grains.

Dr. Andy Wakefield, whose earlier work caused a furor by suggesting an association between a common childhood vaccine and autism, said he considers the latest research groundbreaking.

The study by Wakefield and three collaborators builds on previous research connecting autism and the gut.

But it goes several steps further: It identifies a new inflammatory intestinal disease in some children who appear normal but regress into autism; it suggests the intestinal disease is viral, thus giving clues about the nature of this type of autism; and it provides new targets for treating autism in some children.

"This now gives us the basis of what is driving that disease and what we can do to treat many children" who regress into autism, said Wakefield, who is setting up a research, education and treatment center for autistic children in Austin called the Thoughtful House.

"We hope this will form the basis for a new clinical trial." Nationally known autism expert Dr. Timothy Buie, a pediatrician specializing in gastrointestinal disorders at Massachusetts General Hospital for Children, called the research a welcome extension of Wakefield's earlier work into the relationship between autism and gastrointestinal symptoms, such as constipation and diarrhea. Buie is among the researchers studying bowel disease and autism, but he said it's too early to gauge the significance of Wakefield's findings.

Autism is a complex disorder that usually emerges during the first three years of life and affects the ability to communicate, reason and interact with others. Some type of autism is diagnosed in one in 166 individuals, according to the U.S. Centers for Disease Control and Prevention. According to the Autism Society of America, rates are soaring and could rise from 1.5 million Americans to 4 million in the next decade.

Autism is classified as a neurological disorder, but scientists don't know what causes it or how to cure it.

Though the new research expands the understanding of autism in a select group of children, "the jury is still out" on whether it extends to a larger group, said Buie, who also is on the Harvard Medical School faculty. "We're a long way from saying that these changes at the gut level are what is causing the autism." Dr. David Baskin, a professor of neurosurgery and anesthesiology at Baylor College of Medicine in Houston, said the study "adds to a growing body of knowledge concerning children with autism and poses a number of important questions to be answered with additional research." Wakefield and his colleagues studied 86 children in England, including 21 with autism. They found that the autistic children had significantly more cells of a certain type in their digestive tracts associated with an intestinal inflammation causing them chronic problems.

Eleven of those children were on some dietary restrictions involving dairy products, gluten (grains, such as wheat and rye), or both. Their parents said the children functioned better, physically and mentally, according to the study. Those children also had fewer inflammatory chemicals in their intestines than those not on restricted diets, the study says.

The study recommends more research on the restricted diet. Autistic children across the country have been known to try it.

"It's really rather remarkable the differences I have seen in some children," said Peter Bell, executive director and chief executive officer of Cure Autism Now, an advocacy organization in Los Angeles that supports autism research.

But Bell said the diet had no effect on his autistic son, now 11.

Wakefield said the study also suggests that some drugs might help, but the paper does not recommend any. In an interview, Wakefield said Remicade, used to treat Crohn's disease and rheumatoid arthritis, merits further study.

The Food and Drug Administration issued warnings about Remicade after it was linked to lymphoma, malignancies and heart failure. Wakefield said he didn't want to mention the drug because he didn't want patients clamoring for it until it's been thoroughly tested for autism.

The gut's connection to the disorder has gained credence in the last five to 10 years, Bell said, although people outside the autism community might not know that.

Wakefield said the study found that the type of gastrointestinal illness the autistic children exhibited, though different than other inflammatory bowel diseases, is "similar to what we would see in HIV patients." "That's important," he said, "because it's a rationale for looking for a viral cause for autism." Wakefield received international notoriety following a 1998 article he published in the Lancet, a prestigious British medical journal, in which parents reported that they thought the measles, mumps and rubella vaccine, known as MMR, could be linked to autism and a bowel disease in some children.

Though Wakefield said it was important to report what parents were saying, he insists he is a big vaccine supporter. However, he does favor separating the MMR into individual shots because the combination might harm some children.

 -----------------------------------------------------------------------

January Newsletter #1:

1.  Today Show dedicates January to the "Epidemic of Autism"

2.  FEAT Southern Nevada changes their web address, check out their resources!!

3.  RDI workshop in San Francisco in February

4.  Slow-Motion Miracle: One Boy's Journey Out of Autism's Grasp December 29, 2004 NY Times article, mother's narrative, long but worth it

 

1. The Today Show on NBC will be dedicating the month of January to the
”Epidemic of Autism.”

Bob Wright, Chairman of NBC, has a 3 year old grandson that has been diagnosed with Autism Spectrum Disorder.  He has sent an e-mail out to all NBC/Universal employees to tell them about his grandson and to let them know that Autism is a hidden epidemic that takes an enormous toll on tens of thousands of families across the country.  He also said that his goal is to bring the best and latest information to as wide as possible an audience on the subject of Autism.

www.featsonv.org  

2. new web address

 

3.  RDI Workshop

 

Early in February, I will be in San Francisco, CA  

giving my 2-Day Workshop, "Going to the Heart of  

Autism." Please help me let the parents and professionals  

in your area know I will be there in person, speaking  

about the latest scientific research on autism, and how it   is being used in the RDI=99 Program to improve the   long-term quality of life for those on the spectrum.  The brochure will also be posted on our web site, at:   http://www.rdiconnect.com/workshops/SanFranciscoCA
 

------------------------------------------------------------------------

San Francisco, CA, February 5 - 6, 2005 (9-4)

2-day Workshop: "Going to the Heart of Autism"  

Introduction to the RDI=99 Program  

for Parents and Professionals (CE Credits).

Clark Kerr Conference Center

University Of California, Berkeley  

Early Bird Registration deadline: December 23, 2004.  

------------------------------------------------------------------------

 

Going to the Heart of Autism:  

Opening Doors to Reciprocal Communication,

Genuine Friendships,

School & Workplace Success  

 

Overview:

Based on the latest scientific research, discover how  

people with Autism, Aspergers and NLD can learn  

to communicate reciprocally, be genuinely interested  

in others, and not just tolerate, but enjoy change, transition   and going with the flow.  

 

The goal of the RDI=99 Program is for each person on the   spectrum (whether they are considered "low" functioning   or "high" functioning,) to be excited about expanding   their world, rather than to be afraid of it.

 

Find out what motivates people on the autistic spectrum to   develop relationships. Understand the contrasts between   the RDI=99 Program and social skills programs that emphasize   socially acceptable behaviors but fail to develop the real   motivations essential to the formation of genuine relationships.  

 

The RDI=99 Program is a parent-based, clinical treatment   program designed to address the core deficits of autism   which impact social communication, relationship building,   motivation, critical thinking, abstract language comprehension,   problem-solving and executive functioning.  

 

Often called the "missing link" in treating persons with Autism   Spectrum Disorders, RDI=99 is a powerful step-by-step, growth   model based on typical development and the most current research   by world experts in autism.

 

Who Should Attend?  

If you are=85 a family member, any professional who works   with people on the autism spectrum, a researcher, educator,   or person on the spectrum, you can gain new insight from   attending this two day workshop.

 

Continuing Education Credits for Professionals:

Certified Case Managers, Psychologists, Certified

Counselors, SLPs, Social Workers & other professionals:   Please contact houser@rdiconnect.com for information   about CE Credits.

 

What will the 2-day workshop cover?

   The core deficits of autism based on the latest research.      Research results on the quality of life for people on   the autism spectrum.    The developmental path unique to people on the spectrum:   including the concepts of absolute vs. relative thinking, imperative   vs. declarative communications, episodic memory, and more...    The basic principles of the RDI=99 Program.      Video clips of parents and children and clips from the first   two years in the life of a child with autism    Research on the effectiveness of the RDI=99 Program    RDI=99 with teenagers    RDI=99 implementation in school settings and much more.  

 

Register online for the workshop:   http://www.rdiconnect.com/workshops/SanFranciscoCA
or email: Jared Houser at houser@rdiconnect.com

or call: (713) 838-1362, ext 109, for more information.

Group discounts available:  

email Jared Houser at houser@rdiconnect.com.  

 

Visit our website:

http://www.rdiconnect.com
 

Thanks so much for your help in letting others know about the   workshop, and hope to see you in San Francisco!

 

Steven E Gutstein, Ph.D.

SteveGutstein@rdiconnect.com

http://www.rdiconnect.com
Connections Center

4120 Bellaire Blvd.

Houston, TX 77025

713.838.1362

 

http://www.rdiconnect.com/workshops/SanFranciscoCA
 

 

4.  Slow-Motion Miracle: One Boy's Journey Out of Autism's Grasp December 29, 2004

By JOHN O'NEIL

 

Six years ago, my son James fell down a well, and he's

still climbing out. James has autism. He is one of 150,000 or more American children classified in the last decade as having the once-rare disorder, including 25,000 in 2003. Half a century ago, polio epidemics left perhaps 5,000 children a year with some degree of disability, and the sight of children stricken overnight galvanized the nation. But autism's arrival, and the response to it, has not been so dramatic.

In James's case, a bubbling 2-year-old who loved "mashed totatoes" and sword-fighting faded away. In his place was a nearly silent, unhappy child who repeated meaningless phrases, lay on the floor squinting or pulled cowboy boots on and off until his feet were raw. Every day he fell a little further out of the world.

But one recent afternoon James sat at our kitchen table

with his best friend, Larry, goofing off instead of doing homework. They made dumb jokes and gossiped about their "girlfriends" at their school, just up the street.

It's hard for me to explain how many dreams-come-true are reflected in that one sentence.

James's journey is by no means over. He still has significant problems with reading comprehension, math, attention and social skills. He gets stuck on favorite subjects - though this year, the Yankees, thankfully, replaced the War of 1812. He can sound as if he is speaking a second language, with the halts and mangling of idioms that implies. With his peers, he hovers at the border of acceptance.

But even that list of problems is a sign of how far he has come. Six years ago, he couldn't engage with the world around him. Scientists know little about autism. What they have learned has underscored the complexity of its genetics and

anatomical abnormalities, which begin developing soon after conception. They do know a lot, however, about what to do about autism, enough that a federal panel has set a 10-year target of preventing 25 percent of new cases. The panel's plan faces huge obstacles, starting with an absence of additional funds to carry it out. But the hardest part, panel members said, is making use of what we already can do.

In that sense, James's progress has a sadder side: that he

has been such an exception. Not everybody who gets the treatment he did progresses so far, although some go further. But only a relative handful of children with autism are thought to receive even the minimum standard of care, a pattern reflected in an increase in requests for institutional placements as the leading edge of last decade's cases reaches adolescence.

The other key to improved outcomes is early detection. Most cases are caught much later than they could have been, and in that sense James was no exception. Had we any idea what to look for, we could have known in James's first year of life, I think.

James was an easy baby. But looking back, part of the

easiness was a lack of intensity in his connection to us.

There was some difficulty in meeting our gaze, and a lack

of curiosity about things pointed out to him - both

hallmarks of autism, and red flags on formal developmental screenings. James never got one, perhaps because his sunny disposition obscured such flaws, and because we were never worried enough to raise any concerns with his pediatrician.

 

When he was 2½, we moved to northern New Jersey six weeks

after our youngest son, Miles, was born. When James's

behavior started to become a bit odd, we just figured he

was overwhelmed.

It took a third party to force us to focus on him. The

director of James's new preschool took my wife, Marcia,

aside one day. "He just seems a little off to me," Maureen,

the director, said. "Sometimes he seems not to hear me."

We know now that she was worried about more than his

hearing. In the first of many strokes of luck, she was

familiar with autism, having taught in a local specialty school. She suggested that we contact the local school district for an evaluation. James was fine, I thought, but why not?

As the evaluation process wound on toward his third

birthday and James's behavior became more difficult, it

became clear that he was not fine. When Maureen called

Marcia into her office again, to give a name to our fears -

"I think James is a little bit autistic" - it made all too

much sense.

Good News, Bad News

A library grew on our bedside table, bearing a message that seemed a sort of good news, bad news joke. The bad news: autism has no cure. The good news: there can be effective treatment. The bad news: it's incredibly expensive, difficult and time-consuming - and nobody wants your child to have it.

So we were pleasantly surprised when we sat down with the school's team and learned the district had recently begun a preschool autism program using the treatment the books recommended, applied behavioral analysis, or A.B.A.

We had some questions. For one thing, he would be getting

10 hours of one-on-one therapy a week, instead of the 30 to

40 hours a week called for. We were told that quality was

what counted, not quantity. We also knew we had few

options.

On the way home, Marcia, a physician, seethed. "Do you

think I prescribe half the appropriate dose of

antibiotics?" she demanded. But James needed help, and the clock was ticking.

To get James more help, Marcia took him to a private speech therapist. She learned something about A.B.A. that day, but also about how little we knew about what was going on inside his head. She learned, for instance, that James had forgotten his name.

"What's your name?" asked the therapist, Kathy Rooney.

 

Silence.

"What's your NAA-aaame," she chanted in a singsong. "JAMES o-NEEE-il."

After a few more times, she repeated the question. After a pause, he answered, and Kathy showered him with praise.

The "analysis" in A.B.A. means figuring out what a child

needs to learn, the best way to teach it - and whether it's actually learned. The behavioral part means rewarding desired behavior.

In some ways, that sounded like a more rigorous version of ordinary parental tasks, and Marcia began to introduce bits of it, like giving James milk only when he said "milk" instead of just pointing. I was taking him to the pool a lot, mostly to wear him out, since he had trouble sleeping. James loved to jump in, and I tried taking advantage of that desire to perform what I'd later learn was "discrete trial instruction." I held up one finger and said, "How many? One!" If James said "one," splash! By the end of the week, he was up to three, unprompted.

We began to discover that James is, for a child with his problems, a quick learner when taught in the right way. And not everything had been lost. Shown a hard yellow plastic hat, he answered, slowly but surely, "con-struc-tion hel-met."

But as Marcia began to learn more, her enthusiasm about the happy notes coming home with James began to dim. His teachers seemed to have a hard time motivating him. Most important, he just didn't seem to be learning much.

We contacted the parents of the other children in the

program, and found they were also concerned. Together, we

went to the district's special education director, asking

her to let an outside expert make suggestions. But as the director talked about the many costs the districts was facing, the tears trickling down one mother's cheeks dried up. We all got the message: They may be your children, but this is our program.

Home Program, Tiny Steps

That's how we came to find ourselves sitting in our

basement on a stifling July day with strangers who were

about to become the most important people in our lives.

When Marcia had first read about "home programs," her

reaction had been succinct: "Not for us!" Creating a school

for one from scratch seemed insane, even without the

lawsuit it would obviously require.

But she had given up her full-time position and done it.

Our greatest stroke of luck was finding someone to get us

started: John Hampel of the Rutgers Autism Program, whom we

had contacted when we thought the district might like an expert's help.

He had high hopes, which he expressed in an unsettling way. "James is the kind of kid who is the scariest to work with," he said, "because you never know if you're going fast enough to keep up with his potential."

What followed was an isolating time for James, at a little table for up to eight hours a day, doing work most children would find tedious in the extreme. Skills normally acquired in a blended rush were introduced in the tiniest of steps. An instructor would place two blocks side by side, one flat, one vertical, say "Do this," and hand them to James. Or touch her nose - "do this" - then her cheek, eyes, brow.

 

But after a few tantrums it became clear that James liked

to work. Not just for the hugs and shiny stickers. He liked being connected. And it was only under this kind of bare, intense focus that he could connect.

Data is the lifeblood of A.B.A.; it is the only way to spot your mistakes. But along with charts of James's trial-by-trial performance, his instructors kept a log of "spontaneous language." On the program's first day there is only one entry: "I want cheese crackers." In August, that starts to creep up, to a half a dozen or so. In late September there is an explosion: "I want a big tickle." "I want the Play-Doh." Another one also jumps out: "Where is Angelica?"

A 4-year-old whose family had just arrived from Poland, Angelica came with her mother several times a week to visit our neighbor. She knew no English and had nothing to do - except try to get James to play. Such a determined child! Angelica was used to a language barrier and was tireless in her efforts to get James into a game, even as simple a one as rolling toy cars down the steps. "Jems. Jems! JEMS!!!!"

And it worked. For brief snatches James could play along.

James could play!

What was new wasn't just Angelica, of course. James was

waking up, thanks to his work at the table. New skills were creating a new interest in the world - which were making other new skills possible.

Now we tried to use our time to extend his learning. I

enlisted his brothers, Miles and Chris, to teach simple

play scripts, like saying, "Tickets, please!" when the

chairs were lined up to make a train. We worked on the countdown for a rocket ride. Chris extended the script: "To the moon! To the stars! AAAAAHHHH!!! WE CRASHED!!!"

But every so often there was a fresh bucket of cold water

to remind us of how far he had to go - and that time was passing. Like this blunt assessment from a speech pathologist when he turned 4: "Unless his language really picks up, he's not going to make it."

Making it meant placement in a mainstream kindergarten - a crucial sorting point. We went home scared, and Marcia made changes.

For six weeks, the instructors focused almost entirely on getting James to talk, a lot. One technique was simple. Usually James got treats as a reward for doing well at his programs. For now, all he needed to get them was simply to ask for them.

And it worked. The data the instructors took on requests

per hour crept up and up, but in truth we didn't need it.

He wouldn't shut up. The intensive effort had jump-started

some slumbering connection in the brain. And over months we began to see flashes of a new kind of language - talking that goes back and forth, that changes with each thing that is said.

Then this, from the logbook for April 7, 2000:

Jeanette: I like to eat chicken.

James: I like to eat

breakfast.

Jeanette: I like waffles for breakfast.

James: I like cereal for breakfast.

A conversation.

On

the Road to Real School

Also that spring, James returned to the district preschool program we had withdrawn him from the year before. He hadn't been ready for it then; now he was. And so were we: we had reached a settlement in the lawsuit we had filed charging that the district had failed to provide him with an education appropriate to his needs.

That yearlong migraine had drained us of time, emotion and money at a time when we had little enough to spare. But we also felt that if we let the district pound on our child without hitting back, the pounding would never stop. In the end, the court sided with the first family to go to trial in our district. The creation of district-run autism programs clearly needs to be encouraged, the judge wrote, "but it cannot be at the expense of a little boy."

For the next year we were on the on-ramp to real school in

a blur of preparation. But kindergarten turned out to be an anticlimax. He was accompanied by one of his home instructors, acting as a "shadow," and yes, things went well, and yes, his problems there were the same ones he had at home, like staying on task and following directions.

What was big in kindergarten was something we hadn't

prepared for: Larry.

Sometime during preschool, children had stopped being

ghosts for James. But we gradually realized what was

developing here was a friendship - the hardest thing for a person with autism at any age.

Larry Pan is enthusiasm with a crew cut. What attracted

Larry to James? Perhaps it was James's sense of humor

(think diaper jokes). Or maybe they just were drawn to each others' big hearts.

After our rocky start with our district, elementary school

has been remarkably smooth. There was one dreadful time in first grade when James suddenly began hitting his aide, raising the prospect that perhaps he could not continue where he was.

The solution turned out to be simple. A swap of aides was arranged, and Jeanette, who had known James since was 3, came in as a backup shadow. She gave him a look and the nonsense stopped. But Marcia and I felt as if we had been swept back to the cliff's edge. When a child falls out of the mainstream, it is hard to return. Unable to sleep, I wondered if this was what post-traumatic stress disorder felt like.

Knowing He Is Different

Nothing like that has happened again. There are still

plenty of problems - his progress, in some ways, consists

of moving up to a better class of problems. At camp this summer, James didn't know how to handle a boy who was mean; in years past he wouldn't have recognized the hostility. James used to be unnaturally compliant: now his favorite song begins, "You're not the boss of me now..."

And then there's the most painful progress of all: James

right now is wrestling with the knowledge that he has

autism.

Over the last year, it has become slowly apparent to James

that he is different from other children, or at least he is thinking about it. He recently asked Miles, who is now in first grade, why Miles doesn't go to a resource room.

But why tell him?

Giving him a name for the difference he

is beginning to grasp means letting him begin coping with

the issues that will remain after his intervention fades

away. It's strange to be thinking of the path to adulthood

for a fan of "Ed, Edd n Eddy," the silliest cartoon on TV.

But that's where this road leads.

In my glummer moments, I think about James as a boy who

fell off a train and is running to get back on. Time and

again he reaches it - but the train, too, is accelerating.

Will the running never end?

We used a more upbeat image to tell James where he is now:

he had rounded third and was getting ready to slide home.

Still, James raged and cried and insisted that he didn't

have autism, that other children he knew did.

But he also had a lot of good questions. He knows that

Larry gets tutoring in reading. Why doesn't that mean that

he has autism? James and I had looked at an article about a kindergartner with cerebral palsy. Could that boy get better? Which was worse?

And he kept on thinking. Earlier this month, at the end of

a day spent on a research study, he was offered a T-shirt

with a picture of a brain. He angrily refused it. "I don't

want to wear that to school," he said. "Nobody else in my

class has autism."

In the car, he wept, asking "Why doesn't anybody else have autism?" The next night, during a sleepover, he told Larry about the incident - about how his brain was different, about how he used to have big problems. What did Larry say? I asked James. "That the only thing I know about is peanut butter!" he said, and laughed.

He had taken a chance and learned a lesson: Larry cares

about him, not his label.

It made me realize: from now on who James turns out to be

is going to be shaped more by him than by the work being

done for him. James will be his own intervention.

John O'Neil is deputy editor of special sections at The

Times.

http://www.nytimes.com/2004/12/29/education/29autism.html?ex=1105337528&ei=1&en=b76e4bf72fd2dc9d
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	1.  Autism One Radio  (thanks Laura)

http://www.autismone.org/radio/
 

WELCOME

	

	It is our pleasure to welcome you to Autism One Radio. This is your station, providing the education and information you need to best help your child.
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	Please look around and feel free to email any of the hosts questions you would like to see addressed.
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	Tuesday, January 11

	10:45 am ET – 10:55

	Teri Small - introductory welcome message.
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	11:00 am – 11:30 ET

	Lyn Redwood and Mark Blaxill

	Interview

	Congressman Dave Weldon, MD
 

Note:  This site also has an archive of previous shows.
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2.  High Functioning Autism/Aspergers Conference in Vegas

 

 

Subject: Conference - HFA/Asperger's 2005 - Las Vegas - Feb. 17 & 18

 

CONFERENCE:  High Functioning Autism/Aspergerâ€™s 2005

Date:  February 17th & 18th

Speakers:  Eustacia Cutler (Temple Grandinâ€™s mother)
Dr. Lori Ernsperger & Tania Stegen-Hanson
Raun Melmed, M.D., Betsey King, Jerry Newport

Location:  Atrium Suites Hotel, 4255 South Paradise Road, Las Vegas 

 

Registration Fees: (2 Days/1 Day)
Professional: $180/$135
*Group rate Professional: $145/$115
Family Member/Student: $160/$110
*Group rate FamilyMember/Student: $130/$95
Person with Autism/Aspergerâ€™s $125/$75
*Group is 5 or more people on one check, credit card or purchase order

**Continuing Education Credits available from ASHA/APA/AOTA and may satisfy state licensing requirements for special education teachers and related special service professionalsâ€¦consult your stateâ€™s licensing agency.
- - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - - Fast easy Registration: http://www.futurehorizons-autism.com/ Fax 817-277-2270

 

 

3.  Gene Flaw May Link Autism, Vaccine Additive

[By Bob Miller ~ Southeast Missourian.] http://www.semissourian.com/story.html$rec=152176
Research report summary and analysis 

follows this story.

A study released today by an environmental organization offers support to the theory that a vaccine preservative called thimerosal may contribute to the cause of autism.

The study has found a genetic flaw that sheds further light on how autistic children are metabolically different from healthy children. This may explain why autistic children may not be able to excrete mercury and other heavy metals.

Because of this finding, some doctors also believe that a relatively simple mixture of nutritional supplements may provide a dramatic treatment for autistic children.

The new 18-month autism investigation was conducted by Dr. Jill James, a former Food and Drug Administration research scientist who now works at the University of Arkansas for Medical Sciences.

Her report claims that autistic children have a severe deficiency in glutathione, which James said is the body's most important detoxifier.

The Environmental Working Group, a not-for-profit organization that investigates toxicity in the environment, is using James' study as a way to petition for further thimerosal research.

Many parents and several researchers have speculated that thimerosal, which is 50 percent mercury by weight, is the culprit behind the exponential increase in autism cases over the last decade. Ten years ago, the American Academy of Pediatrics estimated an autism rate of one in 2,500 in the United States. Today, the rate is estimated as high as one in 166. As many as one in six children have neurological disorders. Many believe the rise in autism and the corresponding increase in the nation's vaccine schedule are not coincidental.

Pharmaceutical companies removed thimerosal from required vaccines in 2002, but it still exists in most of the recommended influenza shots.

Autism theorists have for several years hypothesized that certain children are susceptible to heavy-metal toxicity, which poisons the brain.

The reports shows that autistic children have 133 percent more "inactive" glutathione in their bodies than healthy children and 68 percent less "active" glutathione.

The report also gives parents hope. Preliminary results have shown that certain supplements -- folinic acid and methyl B12 -- can bring glutathione back to normal levels.

Dr. Elizabeth Mumper, the CEO for Advocates for Children and associate professor of clinical pediatrics at the University of Virginia Medical School, said she has seen dramatic improvements in some autistic children who have been taking the supplements.

"I don't mean to imply that we can cure autism," she said. "But in this subset, some have moved out of the [autism] spectrum and gone to kindergarten without aid."

She said the metabolic makeup of autistic adults will have to be studied, but she sees no reason why the nutritional aids won't help autistic adults as well.

'Closer and closer' News of such a breakthrough is exciting for Dena Petzoldt of Fruitland, whose son, Ben, is autistic. Tests have shown that Ben has high levels of heavy metals, including mercury, in his blood. The family has traveled to many states to try various remedies.

"We're just getting closer and closer," she said. "There have to be answers out there because there are so many autistic kids out there. I'll definitely check into this."

James studied the metabolism of 20 autistic children. In a conference call with reporters, she explained she started with 10 plasma samples from autistic children.

The results were "very, very striking," she said. They were so consistently abnormal that she added 10 more samples to her study, just to make sure they were accurate. They came back the same.

Autism is generally regarded as a genetic and environmental mixed bag. James said the genetic causes are complex. There could be 10 genes that contribute to autism.

The new finding makes sense for a number of reasons, she said.

Glutathione levels are naturally lower in males, which could help explain why 70 percent of autistic children are boys. Estrogen, found more predominantly in females, is an antioxidant like glutathione, so girls have more chemical weapons to fight against metal toxins.

The glutathione discovery may also explain why so many autistic children have intestinal disorders.

Glutathione, according to the study, is vital to proper functioning of the intestines.

The Environmental Working Group is waving James' study in the face of the Institute of Medicine.

In May, the IOM -- an independent scientific group commissioned by the Centers for Disease Control and Prevention to delve into the thimerosal issue -- released a report which said there is no evidence suggesting a link between the preservative and autism. It based its findings on five epidemiology studies, including one from Denmark, which has a different vaccine schedule and thus different thimerosal exposure than the United States.

Epidemiology is a mathematical approach to science based on complicated statistics derived from medical databases.

The IOM heard but did not accept the biological evidence, which was only theoretical, the committee said. The IOM also suggested that "further research to find the cause of autism should be directed toward other lines of inquiry."

Dr. David Weldon, a congressman from Florida, has been the leading government anti-thimerosal spokesman.

"The work of Dr. James and other have continued with private support," Weldon said in a statement. "Unfortunately, the National Institutes of Health has not yet dedicated funding to better understand and develop interventions for the epidemic of children suffering from neurological development disorders, particularly those that have resulted from mercury exposures from childhood vaccines.

"Today's study, along with several other recently published scientific studies, demonstrate clearly that the IOM overstated their conclusions."

'Didn't dismiss anything' Dr. Steve Goodman of Johns Hopkins University School of Medicine in Baltimore sat on the IOM committee that reviewed the evidence.

He told the Southeast Missourian he couldn't speak for the IOM because the committee no longer exists, but he said there was a general feeling that thimerosal would be unlikely to turn out to be the cause of autism. However, he said some of the IOM's statements were misconstrued at the time.

"First of all, we didn't dismiss anything," he said. "We simply stated the epidemiology evidence favored no relationship, which is true. At this point there is no increased risk to the general population.

"What we did say is if you've got a fixed pot, don't spend huge amounts more on epidemiology. What we said was that resources would be better spent on understanding the biology."

For several years a certain segment of the scientific community has suspected that autistic children have a genetic susceptibility to mercury and that thimerosal could be the environmental trigger to autism. So why base a national report on five studies that don't address the theory? "That's what we're saying," Goodman said.

He said unless the genetic flaws can be identified and a test group can be formed with the same flaws, there is no use for more epidemiology, which suggests no danger to the healthy population.

The anti-thimerosal groups have been making that same argument since May when the IOM report was released.

The IOM did admit in its report that "the committee cannot rule out, based on the epidemiological evidence, the possibility that vaccines contribute to autism in some small subset or very unusual circumstance."

Regardless, major television networks only reported the news of no link, followed by quotes from board members saying funding should be spent elsewhere. Many physicians at the time considered the thimerosal issue a closed book. And, according to a U.S. congressional source speaking on the condition of anonymity, perhaps the National Institutes of Health did too.

The National Institutes of Health has cited the IOM report when it has denied funding for biological research, the source said.

Shortly after the IOM report came out, Columbia University researcher Dr. Mady Hornig published a study showing that mice with genetically susceptible immune systems displayed autistic-like behaviors when given thimerosal.

While the Environmental Working Group acknowledges that James' research doesn't prove a link, the organization says the findings should force the government to pick up the issue again. The epidemiology studies the IOM based its report on assumed that the children had equal toxin-fighting capabilities, the EWG says.

Goodman didn't want to comment specifically on the new study until he reads it.

"This type of study could fit in a much bigger picture and enhance the understanding of autism and the immune system," he said. "It's a small piece of fabric of a theory which may or may not turn out to be true. But it doesn't mean that thimerosal causes autism. There are lots of fragments, pieces of biological evidence and theories. But those theories are still incomplete."
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Craniosacral therapy recommendation - Reno area, excerpt from email conversation, good info

 

NBC Looking for Corporate Asperger's Type

 

DAN Conference on the web

 

Autism Survey:  Amanda Boutot from UNLV, she is also involved in the autism summit

 

FEAT Southern Nevada: group rate for Future Horizons conference in Vegas - can include those from the North

 

 

Commonly Prescribed Antibiotic Implicated in Autism

 

Update email address/new members/how to email group

--------------------------------------------------------------------------------------------------------------

Note:  Craniosacral therapy is referenced in the book "Impossible Cure" and in other articles we can email to you if you want more info.

 

"The craniosacral therapist we use is John Thorpe with Sky Lake Healing Arts in Reno.  He's awesome.  He works on me as well.  I wanted to check it out and love it.  T is the first "autistic" child he's worked with.  He's also very intuitive and has told me lots of things that I already knew about Trevor, like what caused his condition, and that his symptoms are a reflection of his health.    I'm thoroughly enjoying it.  He works in Tahoe and Reno.  His phone number is 815-5133 if you're interested.  Far Infrared Sauna is a sauna that used Infrared Heat which is 100 degrees cooler than a regular sauna, and is dry heat.  It raises your core body temperature and kills parasites, fungi, viruses and other organisms.  It completely detoxifies the body (skin, organs, cells).  It removes heavy metals and boosts the immune system.  There are two places in town that have them to rent at $100/month unlimited (parents included).  One is the Reverse Aging Wellness Center 327-4878.  The owner is Diane Underwood.  This is where John Thorpe (cranio guy) also works.  The only problem here is that you can't make an appointment, it is first come first serve.  I don't like to have to share or wait, so Julia found the second place CIrcle of Life Spa, 825-7727, the owner is Janet.  This place is wonderful.  You can make an appointment here.  Lots of autistic children are doing FIR sauna and even the Autism Research Institute promotes it's use.  It is a good way to get rid of any extra stuff that may be left over.  Or you could buy one for around $3000.  Julia and Toni are proud owners of their own FIR saunas.  It is a great non-invasive detoxifier.  It is good for us toxic mommies too.  I just bring some books for T to read and he does fine. "

----------------------------------------------

NBC Looking for Corporate Asperger's Type

Allison Singer, an NBC producer, is looking for an adult on the spectrum who is succeeding in a corporate-type work environment and is somewhat high on the ladder, and yet who wish to remain anonymous. Contact Ms. Singer at: alison.singer@nbc.com 

--------------------------------------------------------------------------

 

For those of you who were unable to attend the DAN conference that was recently held in Los Angeles, you now have the opportunity to attend the conference on the web only until the end of February.  Visit www.ariwebconference.com
 

The ARI Web Conference is a collection of lectures and interviews at the 2004 Defeat Autism Now! (DAN!) conference in Washington DC and Los Angeles. 

Below is a complete list of speakers and events that are available on this site:

Recovered Autistic Children!
Filmed at the Los Angeles DAN! conference, this historical event showcased recovered autistic children and their parents who were presented by film and stage star, Lou Diamond Phillips. Following the presentation, we went behind the scenes to interview the parents and their children. You will also see exclusive one-on-one interviews with speakers such as Drs. Jane El-Dahr , Stephanie Cave and Andrew Wakefield. 

 

DAN! Workshop
Treatments: DAN! Biomedical Approach 101 – Lauren Underwood, PhD

 

Sessions from DAN! 2004 Conferences:


1. Los Angeles - September 30, 2004 to October 2, 2004 

Opening Remarks / 
Bernard Rimland, PhD

Not Another Diet Please, Just Give Me the Pill for Autism / 
Sidney M. Baker, M.D.

The Gut, Brain, Diet Connection – The Specific Carbohydrate Diet / 
Elaine Gottschall, BA MSc

Courage in the Midst of Chaos / 
Anju Usman, MD

Immunologic Issues in Autism / 
Jane El-Dahr, MD

Neurodevelopmental Disorders Following Thimerosal-Containing Childhood Vaccines / 
David A. Geier and Mark R. Geier, MD, PhD

Thimerosal, Mercury and Neurological Impairment at the Molecular Level / 
Boyd Haley, PhD

An Overview of DAN! Findings on Causative Factors / 
Jon Pangborn, PhD

Increased Oxidative Stress and Impaired Methylation Capacity in Children with Autism: Metabolic 
Biomarkers and Genetic Predisposition / 
Jill James, PhD

Effects of Mercury on Methionine Synthase: Implications for Disordered Methylation in Autism /
Richard Deth, PhD

The Association of the MTHFR Polymorphism with Autism / 
Marvin Boris, MD and Allan Goldblatt, PA-C

Neuroimmunology of Autism / 
Aristo Vojdani, PhD

Autism and Gut Flora / 
Sophie Rosseneu, MD

Making Wise Biomedical Choices / 
Lynn M. Hamilton

The Center for Autism and Related Disorders: ABA and DAN! / 
Doreen Granpeesheh, PhD

Biomedical Interventions Beyond the Basics / 
Jaquelyn McCandless, MD

Successfully Treating Autism: A Parent Panel Discussion / 
Stephen M. Edelson, PhD and Bernard Rimland, PhD

Lessons Learned from Biomedical Research and Therapies: The Current State-of-the-Art at ICDRC / Jeff Bradstreet, MD

The Integration of Nutraceutical with Pharmaceutical Therapy: A Functional Neuropsychiatric 
Approach for Autism / 
Paul Hardy, MD

Biomedical Context and Clinical Use of One Specific Member of the Five-Member Vitamin B12 
Family, Methyl-B12 (methylcobalamin) / 
James A. Neubrander, MD

The Brain in Autism: Implications of a Biomedical Perspective / 
Martha R. Herbert, MD, PhD

Current Concepts in the Treatment of Autistic Spectrum Associated Enterocolitis / 
Arthur Krigsman, MD

The Emerging Picture of Persistent Measles Vaccine Virus in Autism / 
Andrew Wakefield, MD

Making it All Make Sense / 
Kenneth Bock, MD

Interview with David and Mark Geier

Interview with Lyn Redwood

Lauren Underwood: DAN! Biomedical Approach 101 

 


2. Washington , D.C. - April 16, 2004 to April 18, 2004 

Physician/Congressmen Seeks Answers on Vaccines and Autism / 
Rep. David Weldon, MD

Case Presentation: Practical Treatment Approaches / 
Kenneth Bock, MD

Heavy Metal Exposures, Developmental Milestones, and Hair Analysis in Children with Autism / 
Jim Adams, PhD

Fatty Acids, Membrane Fluidity, and Prostanoids / 
Paul Hardy, MD

 

------------------------------------------------------

 

Dear FEAT/RAIN Members,

> Amanda Boutot has asked for our assistance with her efforts with

> autism research. Please take a few moments to click on the link below

> to access two surveys she is doing on-line on autism research. 

> http://coess.nevada.edu:100/boutot/ 

> On behalf of Amanda and FEAT, thank you in advance for your time and 

> efforts.

> Diane Butler, Secretary & Parent Adviser 

> www.featsonv.org 

-------------------------------------

FEAT of Southern Nevada: 

 

If anyone is interested in attending the upcoming Asperger's/HFA Conference, we are putting together a group rate package.  Check the registration fees mentioned in the previous e-mails for 1 or 2 day group rates.

www.futurehorizons-autism.com
Interested people reply to Barbie Lauver at this e-mail:

(Asperger_HFA_Grp@aol.com).

 

-------------------------------------------------------

 

Commonly Prescribed Antibiotic Implicated in Autism

>

 

> In a study released this week, the antibiotic Augmentin TM has been 

> implicated in the formation of autism. The study published in Medical 

> Hypotheses strongly suggests the possibility of ammonia poisoning as a 

> result of young children taking Augmentin.

> 

> Yonkers, NY (PRWEB) January 5, 2005 -- In a study released this week, 

> the antibiotic Augmentin TM has been implicated in the formation of 

> autism. The study strongly suggests the possibility of ammonia 

> poisoning as a result of young children taking Augmentin. Augmentin 

> has been given to children since the late 1980's for bacterial 

> infections. Composed of amoxicillin and clavulanate potassium, 

> Augmentin has proven a potent antibacterial, especially for ear 

> infections which quickly become resistant to amoxicillin alone.

> 

> The manufacture of AugmentinTM involves the fermentation of clavulanic 

> acid. The fermentation process involves large amounts of urea/ammonia. 

> Ingested ammonia can potentially injure the intestines of small 

> children as well as brain and nervous tissue. Even a small residue of 

> urea/ammonia can potentially induce a substantial brain inflammation 

> or abnormality.

> 

> The study, published in Medical Hypotheses, (2005 64, 312–315) 

> examines 206 children under the age of 3 diagnosed with autism. These 

> children were found to have a significantly higher number of ear 

> infections than the general pediatric population. These same children 

> received, on average, 12 courses of antibiotics representing a sum 

> total number of 2480. Of the 2480, 893 of these courses were Augmentin 

> with 362 of those given under the age of 1 year.

> 

> Dr. Joan Fallon, scientist, autism researcher and author of the study, 

> states that, "Augmentin is one of the most widely prescribed drugs for 

> children. Its introduction into the marketplace for use in the 

> treatment of childhood illnesses corresponds with the significant 

> increase in the incidence of autism. It is possible that some 

> children, especially those with immaturity, or others at risk for 

> developmental disorders can be injured by taking this drug. It is 

> imperative that further research be undertaken to determine if a 

> subset of children are at risk for neurotoxicity due to the use of 

> clavulanate or clavulanic acid in pharmaceutical preparations - 

> especially Augmentin."

--------------------------------------------------------

 

If you would like to email the group, but do not want to have to update your list all the time, simply open one of the newsletters, click "reply to all", delete the newsletter text, insert your text and hit send!!

 

Change email address for: 

Nancy Newblom

old address: nkatn@aol.com

new address: nanknew@hotmail.com
Add:  Mary Ballinger, mballinger@washoe.k12.nv.us , Mary lives in Sparks and has a 2.5 year old just diagnosed as being on the spectrum

Joyce Strom, rjstrom1@yahoo.com, Joyce lives in Carson and has a 17 year old just diagnosed with Asperger's and a 13 year old in the process of testing.

WELCOME!!

 

January Newsletter #4:

1. Congressman Dan Burton needs our help

 

2. self-study course designed to help people with developmental disabilities and their families create positive change through advocacy (looks like it's free?)

 

3. ABLLS in the Washoe County School District

 

4. "Autism is a World" movie nominated for Best Documentary academy award

 

5.  Add new moms

 

_____________________________________________________________________

 

1.  Note:  I have written our story down now and just have it on my computer since it has been needed so many times.  It is also good to have it so you don't forget it in case a law suit arises or if you change schools, therapy providers, etc.

 

 Congressman Dan Burton is asking parents of children with autism

> spectrum  disorders to send in their personal stories.

>

> When was the onset of autism?  What were the surrounding

> circumstances?  What are the hurdles you face in attempting to

> secure appropriate educational placements and services?  What are the

> hurdles you face in attempting to secure or access insurance

> coverage/benefits? What are your child's prospects for the future?

>

> Congressman Burton will be personally reading these stories, and

> selecting representative samples to be read by him on C-Span.

>

> Please send in your stories by mail directly to Congressman Burton,

> as follows:

>

> Congressman Dan Burton

> 8900 Keystone Crsng.

> #1050 Indpls., IN 46240

>

> Please be sure to note at the bottom left of your letter's

> envelope "Autism Family Story."

 

--------------------------------------------------------

2.  For those of you who were blessed with the opportunity to attend a “Partners in Policymaking” [http://www.partnersinpolicymaking.com/] course this would be a good review.  For those who have not yet been able to attend a “Partners in Policymaking”, this is a wonderful opportunity to experience a small portion of this wonderful program.

 

“Making Your Case”, is a self-study course designed to help people with developmental disabilities and their families create positive change through advocacy.  The design and development of this e-learning course was financed in part by grant number G-0201MNBS24 and 90DDF0056 from the Department of Health and Human Services, Administration on Developmental Disabilities, under the provisions of Public Law 106-402.

 

This course has been created to give you the critical skills you need to make a difference through advocacy. When you complete this course, you will be able to:

 

	
	Tell your story in writing and in person;

	
	Identify the policymakers who can help bring about the changes you need;

	
	Write effective letters and e-mails;

	
	Conduct productive meetings with policymakers;

	
	Give effective testimony and answer questions; and

	
	Organize with others to tackle community issues.


Ready to begin?  Click TAKE THE COURSE and you'll be on your way to Making Your Case! http://www.partnersinpolicymaking.com/makingyourcase/
--------------------------------------------------------------

3.  The ABLLS protocols and IEP guides were purchased at the end of last year and this year for Strategies, Speech and CLS teachers in the Washoe County School District.  I let the purchasees know that they don't do much good without the "Teaching Language to Children with Autism or other Developmental Disabilities" book that explains and teaches them what to do with the information.  That book has now been purchased.  Please check with your teacher to be sure they have received all of the above.  If they have not, please ask them to ask their Program Consultant and/or principal to get them.  THEN HAVE THEM COMPLETE THE PROTOCOL FOR YOUR CHILD!!   It will need to be done as a collaborative effort between you and the teacher and is time consuming the first time around but very simple.  Dr. Partington will be here in July to train school district staff but until then they are on their own with it.  Just by completing the protocol, both you and your child's teacher will have a great place to start with one on one therapy and breaking those broad goals down into teachable skills. Email me if you need more info:)     Robbin

----------------------------------------------------

4.  State of the Art Inc. & CNN Productions Present "Autism Is A World" a 40 minute documentary produced and directed by Gerardine Wurzburg, Academy Award winner for Educating Peter, and narrated by actress Julianna
Margulies (E.R. and The Grid). The film will have a limited theatrical release in Los Angeles beginning August 20 and is scheduled to air on CNN in 2005.

The documentary is about Sue who is autistic. She was diagnosed and treated as mentally retarded until the age of 13 when she began to communicate using a keyboard. When you meet her, she does not make eye contact. She obsessively attacks your buttons, endlessly stands at the
faucet and watches water pour over her hand. You would not approach this person. But the documentary takes the viewer on a journey into her mind, into her world and her obsessions. Autism Is A World explores Sue’s world, her writings, and the remarkable friendships she has
created while in college. More info at this link:

http://www.stateart.com/productions/disabilities/autismisaworld/
---------------------------------------------------------------

5.  Please add:  Miriam Moreno, 8 year old daughter, Reno, mmiriam1999@aol.com
                    Kelly Walker, 6 year old daughter, Fallon  jswalker3@juno.com (may be on your list already)

