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LEGAL NEWS

-------------------------------------------------------------------------------------------------
1. Victory in California:  State Supreme Court allows good decision to stand and remain published

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

In prior publications and on our website, VOR has provided reports on Gail Bowen’s efforts to seek placement for her son, Michael, at Sonoma Developmental Center, a state operated ICFs/MR.  Gail and her family have faced legal challenges and other opposition from the San Andreas Regional Center (SARC), the public defender, and California Disability Rights Network (P&A). 
In the most recent decision, the California Court of Appeals (Sixth District) overturned a lower court ruling on procedural grounds. In doing so, the Court restored an Administrative Law Judge’s ruling that Sonoma Developmental Center was the least restrictive environment for Michael given his profound developmental disabilities and complex medical needs. 

In response to this ruling the public defender, purportedly on Michael’s behalf, filed a Petition for Review with the California Supreme Court.  While this Petition was pending, SARC and the Disability Rights California (P&A), sent separate letters to the California Supreme Court asking that the appellate court decision be “depublished.” In response, VOR, with CASHPCR, CAPT, and AMRA, filed a letter objecting to requests to depublish the god appellate court decision. . 

Good News Update:  On September 22, 2010, the California Supreme Court REJECTED requests to depublish the appellate court’s decision and DENIED the Petition for Review, which means that the good, appellate court decision stands and will remain published.

Reportedly, Michael’s long awaited move to Sonoma Developmental Center is underway, and the legal precedent supporting that move will be published and available as precedent for other families facing similar placement challenges. 

For more information, visit the Sonoma Parent Hospital Association’s website and blog at http://blog.parenthospitalassociation.org/2010/09/michael-k-gains-residency-at-sdc.html.

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

2. Judge allows lawsuit alleging discrimination against developmentally disabled to continue against N.J.

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

Summary:  This is a class P&A class action lawsuit. The state has argued to the court that its financial situation is preventing the state from transferring more people more quickly. Family and choice advocates have an opportunity to remind the state that its state operated ICFs/MR are in fact provide very cost effective, high quality care that simply could not be replicated in smaller settings.

Tuesday, September 28, 2010

Susan K. Livio

NJ.Com 

TRENTON — A dispute over the state’s delay of a plan to move developmentally disabled people out of institutions is headed for trial in federal court. 

U.S. District Anne Thompson in Trenton has rejected arguments she heard a week ago from the advocacy group Disability Rights New Jersey and the state Department of Human Services urging her to use court records to decide whether the state violated the rights of about 1,850 people by failing to move them from institutions.

The trial is needed, Thompson said, to determine whether the state is justified in postponing a plan to move them out of the state-run developmental centers before 2015 because it can’t afford to pay for it. 
Disability Rights contends confining these people to institutions violates their rights under the Americans with Disabilities Act. The advocacy group sued when the state failed to adhere to its own plan introduced three years ago that called for relocating 100 willing developmental center residents in the first year and 250 every year thereafter.

The plan was a response to a 1999 U.S. Supreme Court ruling known as Olmstead that says federal law protects the right of disabled people to live in “the most integrated setting’’ possible. 

Thompson said she could not decide the case without determining whether “New Jersey has an Olmstead plan that can be considered to be effectively working given the recent fiscal crisis and budget cuts,’’ according to her Sept. 24 decision. 

Human Services spokeswoman Nicole Brossoie said the state relocated 121 people from institutions in fiscal year 2008; 112 in 2009; and 62 in 2010. 

AUTISM RESEARCH NEWS

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

3. Groundbreaking research shows that automated analysis of child’s vocal recordings can predict which toddler has autism
-------------------------------------------------------------------------------------------------

FYI

AAIDD

September 2010

Researchers discovered a groundbreaking method to obtain measures of early speech development through an automated analysis of extensive day-long audio recordings collected in children's homes. 
An analysis of these recordings can not only provide a monitoring system for vocal developmental patterns, but also help distinguish typically-developing children from those with disorders such as autism or language delay. The method is totally automated, with no human intervention, allowing efficient sampling and analysis at unprecedented scales. It is anticipated that such an automated analysis should soon be able to contribute to screening and diagnosis procedures for early disorders. The average age of a child detected with autism in the United States is 6 years and early intervention techniques such as these help diagnose a developmental delay much earlier and hence tremendously change the prognosis of a child. 
“Automated vocal analysis of naturalistic recordings from children with autism, language delay, and typical development” by D.K. Oller et al., is published in the Proceedings of the National Academy of Sciences (PNAS). This is one of the most-read articles on PNAS in the month of July 2010.
-------------------------------------------------------------------------------------------------

4. Researchers at Tufts University Connect the APC Protein to Autism and Intellectual Disability

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

A clue to the causes of autism and intellectual disability lies in the synapse, the tiny intercellular junction that rapidly transfers information from one neuron to the next, according to researchers at Tufts University. 
A protein called APC (adenomatous polyposis coli) plays a key role in synapse maturation, and APC dysfunction prevents the synapse function required for typical learning and memory. 
The findings are published in the August 18 issue of The Journal of Neuroscience. Read the abstract of “The Postsynaptic Adenomatous Polyposis Coli (APC) Multiprotein Complex Is Required for Localizing Neuroligin and Neurexin to Neuronal Nicotinic Synapses in Vivo” by Madelaine M. Rosenberg.

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

5. Parents of children with autism: We struggle alone

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

Summary:  This article – which details the herculean efforts that many families go through, often feeling “hopeless” and “isolated” (as described by one mother) – speaks (screams) to the need for ICFs/MR for families. Many young families and even families caring for adult children with extreme needs are steered away from “institutional” options. As are result, families are left desperate and alone – a totally preventable tragedy, all for the sake of preserving ideology. 

Monday, August 9, 2010

By MICHAEL E. YOUNG

The Dallas Morning News 

Her day might begin at 2 or 3 in the morning, when her 9-year-old autistic daughter, Ashlyn, wakes up next to her. And from that moment on, Jackie Polvado's life is a full-out sprint. 

"Ashlyn still sleeps with me because it's the only way we can get any sleep. But I've been up day and night, like when my daughter was up for 48 hours, screaming," said Polvado of Keller. 

"It's exhausting, and there's no end in sight." 

For families with children with autism spectrum disorders – a range of developmental disabilities that cause social, communication and behavioral problems – each day can be emotionally overwhelming, stress-filled and isolating. 

Family and friends shy away. The child's behavior can leave parents prisoners, trapped at home. If they venture out, passers-by stare, wondering why the child isn't under control. 

"Sometimes, the parents think they're admitting failure when they ask for help," said Shanel Tarrant-Simone, the single mother of twin 10-year-old autistic sons. " 'I'm the parent; I should know how to deal with it.' 

"But no parent is equipped to do this." 

And while neither of these moms could imagine hurting their children, they can begin to understand the hopelessness Saiqa Akhter may have felt when she allegedly killed her two children in Irving last month, or how overwhelmed a single mother in New York was to kill her 12-year-old autistic son and then herself. 

"People on Facebook were very quick to say, 'Oh my God, how could she do this?' But I say, how did she get to that point?" said Tarrant-Simone of Frisco. "The isolation and hopelessness – I've felt them." 

Still, nothing can excuse what these women did, Polvado said. 

"The resources are there – there aren't enough of them, and they cost money, but there is help," she said. 

But day in, day out, many families with autistic children say they struggle on alone. 

"We don't have other friends coming and offering to babysit our children," said Clay Boatright of Plano, with wife Carole the parents of three daughters, including autistic 10-year-old twins. 

"They don't have friends inviting them over for sleepovers. What we have is people saying, 'Wow, that must be tough.' " 

Years of waiting 

Unfortunately, the number of ASD cases is soaring. Statistics from the U.S. Centers for Disease Control and Prevention say almost 1 percent of children have autism or another ASD. Diagnoses in Texas increased 400 percent in the past 10 years, a trend that has officials searching for ways to teach affected students – and pay for it with the state facing a budget shortfall of up to $18 billion. 

Meanwhile, tens of thousands of people with developmental disabilities in Texas spend years waiting for assistance. 

"We're at 300-and-something now," said Tarrant-Simone, "and we've been on the list for five years." 

Boatright said it takes about eight years on average to get to the top of an assistance list, depending where you live in Texas. 

Dr. Catherine Karni, an associate professor of psychiatry at the University of Texas Southwestern Medical School in Dallas and medical director of the outpatient clinic at Children's Medical Center Dallas, said some of the increase can be explained by a broader definition of the autism spectrum, which includes Asperger's syndrome, Rett syndrome and childhood disintegrative disorder. 

"So you have severely autistic children and others with something that doesn't show the full symptoms of autism," Dr. Karni said. "You have more people." 

More awareness of autism and better diagnostic tools also increase the numbers. 

"But most likely, there is an increase in prevalence. We don't know how much, or why. We believe there is a genetic component – all the research points to that, and this tends to aggregate in families," she said. 

Some speculate that environmental pollution can be a contributor. Others blame childhood immunizations, though research hasn't shown any clear correlation, Dr. Karni said. Certain metals that used to be a part of vaccines have been removed, but cases of autism continue to increase. 

With the causes unclear, there is no cure. "We have different treatments. We have behavioral treatments. We use medications in psychiatry that might help with specific symptoms," Dr. Karni said. "But they don't cure autism." 

Early diagnosis critical 

Early diagnosis and treatment are currently the best ways to bring improvements, Dr. Karni said. 

"Our clinic goes down to 12 months of age, because the earlier the diagnosis and intervention, the better the result," she said. 

"It's a small window of opportunity – a child's first five years – because of the plasticity of the brain at that age," she said. "After the fifth year, the results are not as good." 

But getting an early diagnosis can be difficult. 

Tarrant-Simone's sons were born prematurely, but were home within 11 days and showed all the normal signs of progress except for speaking. 

"At 12 months, it just wasn't coming along," she said. But when she pointed it out to their pediatrician, she was told, "They're boys; they're preemies." 

"You're a mom – you know something is wrong with the child," she said, "but they were doing all this other stuff – smiling, laughing, interacting with each other. So a lot of the concerns I raised were just swept under the rug." 

Polvado's daughter was social, too, and developmentally advanced. She had no problems with language. "Her first word was 'cat,' " her mom said. But there were mild signs at an early age – she hated the sound of laughter, even as an infant. 

"Then it was a slow progression," Polvado said. "She started obsessing on eating only certain foods. And her language was slowing down. It wasn't functional. She could say 'cat,' 'dog,' 'shoe,' but she would never say 'juice' because she was thirsty. 

"I knew something was wrong and asked my pediatrician about it, and he said don't worry about it. Everyone said nothing was wrong." 

The American Academy of Pediatrics has worked over the last few years to educate pediatricians on ASDs, Dr. Karni said. 

"Obviously, a child who doesn't talk may have other things, too, so it isn't easy to make this diagnosis," she said. "The important thing is to send the child to specialists. Pediatricians need to have their antenna up and refer these cases." 

But if that doesn't happen, she said, parents need to find services on their own. 

'Happy and healthy' 

Even if the diagnosis comes too late for early intervention, parents like Boatright believe that appropriate kinds of education can provide the life skills their children need. 

"As kids are diagnosed and progress through the school system, we need to identify what their true skills and talents are," Boatright said. "What are their strengths? What do they like to do? How can that be enhanced and made marketable?" 

The need for proper programs is a national issue that needs immediate attention, said Rita Shreffler of Nixa, Mo., executive director of the National Autism Association. 

"Almost 1 percent of the kids in this country have autism," she said, "so what do we do?”

"A study a few years back said the lifetime cost of care for individuals who need round-the-clock help is $3.2 million," she said. "I don't think people realize that 1 in 110 children or even more have an ASD, and they're coming of age. So it's important that we find treatment. 

"Otherwise, this will fall to the taxpayers, at $3.2 million each." 

Naturally, the future hangs most heavily on the parents of autistic kids. 

Will there be a cure someday? Who will care for their child when they are gone? Can the child find friendship, happiness? 

"I have a motto in my life: There's no such thing as false hope," said Polvado, who with her husband, Lamarque, publishes a magazine called Connections Kids to provide a list of available services. "I hope for the best. I hope Ashlyn will recover and find her dream job, get married and have children. That's always going to be my hope. 

"Then, of course, there's reality. The reality is we may not achieve that. So we take it day-by-day, hour-by-hour. I'm hoping for recovery, I'm working for recovery. But if in 10 years she can function but needs assistance, I'm OK with that. 

"I just want Ashlyn to be happy and healthy." 

THANK YOU FOR YOUR SUPPORT!

Dues and Donations to VOR can now be made ONLINE. 


See, http://www.vor.net/giving/donate/online-donation-form for Donations


See, http://www.vor.net/giving/join/online-membership-form to Join or Renew

TO JOIN, RENEW OR DONATE BY FAX or MAIL:

TO JOIN OR CONTRIBUTE: $40 per individual, $200 per family organization, or $250 per provider/professional organization. Extra donations are welcome!

You may pay by check or credit card:
VOR
836 S. Arlington Heights Rd., #351
Elk Grove Village, IL 60007
847-253-0675 fax (for referrals or credit card payments)

Tamie327@hotmail.com (for referrals) 

____________________________________________
Name

_____________________________________________
Address (if paying by credit card, use billing address). All forms must include complete address including zip code)

_____________________________________________
City St Zip

_____________________________________________
Phone Fax

_____________________________________________
E-Mail

_________________________________________________
Family/Professional Organization Affiliation (if applicable)

If paying by credit card, please provide the following information:

Amount to charge to card: $_______________________
Card Type: _____ Mastercard _____ Visa  ____ Discover

Card Number: ___________________________________


Expiration Date: __________________________________

Cardholder's Signature: ___________________________
======================================================
