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

1. Congress passes temporary Medicaid increase
---------------------------------------------------------------------------

$26 Billion FMAP Extension Bill Signed into Law
Janice Simmons

HealthLeaders Media

August 11, 2010

President Obama signed into law on Tuesday a bill (HR 1586) passed earlier by the House that includes a six-month extension through June 2011 of Medicaid's temporary enhanced Federal Medical Assistance Percentage (FMAP) for the states. FMAP was introduced last year to help financially strapped states pay for additional Medicaid coverage under the economic stimulus package.

The House returned in the midst of its five-week recess to vote for the measure 247 to 161. FMAP runs through Dec. 31 of this year, but many states had been calling for an extension since earlier this year in order to coincide with their state budget planning efforts. The House initially dropped the FMAP provision in its jobs bill approved in May over price tag concerns.

The bill approved by the House on Tuesday scaled back the FMAP increase from the initial 6.2% for six months to 3.2% for the first quarter (January 2011 through March 2011) and 1.2% for the second quarter (April 2011 through June 2011). Those states with high unemployment will continue to receive additional percentage points in funding during the six-month extension.

The cost of the bill is $26 billion, with $16 billion of that going to help states address growing Medicaid budget deficits. Another $10 billion was aimed at providing educational assistance in the states. The
Congressional Budget Office said that the bill will reduce the deficit by $1.4 billion.

American Hospital Association Executive Vice President Rick Pollack said in a statement that the FMAP extension would provide "critical relief to states that are struggling to ensure access to care for low-income families and individuals."

These federal matching funds were becoming "even more essential to hospitals in fulfilling their mission of caring for patients and communities," Pollack said. "This funding comes at a crucial time when state budgets are in the red and more people are losing their health care coverage."

Many House Republicans, though, remained critical of the bill. House Minority Leader John Boehner (R-OH) said: "Everyone knows that state budgets have been hit hard and no one wants teachers or police officers to lose their jobs. But where do the bailouts end? Are we going to bail out states next year and the year after that too? At some point we've got to say 'enough is enough.'"

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

2. Rosa’s Law passes Senate

-------------------------------------------------
Background: VOR sought and secured greater protection in Rosa’s Law to help insure that the intent of the bill to simply address terminology and not eligibility was met.

Senate passes bill named for Edgewater girl

'Rosa's Law' would remove 'retarded' from federal laws (Excerpts)
By EARL KELLY, Staff Writer

August 9, 2010

A bill named for an Edgewater girl that passed the U.S. Senate last week will, if it becomes law, abolish the term "retarded" in federal education, health and labor laws.

Introduced by Sen. Barbara Mikulski, D-Md., the bill would ban the use of "mentally retarded" and "mental retardation" in relevant federal laws.

The legislation is named for Rosa Marcellino, now 9, who was born with Down syndrome.

Rosa's mother, Nina Marcellino, said the bill "is about more than words, it is about more than political correctness."

"What you call people is how you treat them; you can't separate the two," Marcellino said.

Mikulski, in an e-mail, called the bill "a victory that was driven by a passion for social justice and a compassion for the human condition."

"Rosa's Law is simple and straightforward," Mikulski said. "It makes the language of the country's laws consistent with what other government agencies like the Centers for Disease Control use."

Nina Marcellino recruited Mikulski's help last year, saying her daughter had been labeled "retarded" at Central Elementary School, where she was enrolled in kindergarten. Mikulski modeled the bill after one the Maryland General Assembly passed last session in honor of Rosa.

Mikulski sponsored the bill with Sen. Mike Enzi, a Republican from Wyoming and ranking member of the Senate Health, Environment, Labor and Pensions Committee.

A similar bill has been introduced in the U.S. House of Representatives and has 63 co-sponsors, according to Mikulski's staff.

The law does not affect any services, rights, responsibilities or educational opportunities for people with intellectual disabilities, according to Mikulski's office.
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3. Does Full Inclusion Violate Federal Law? 

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

About the Author: Bev Johns is currently the Chair of the Illinois Special Education Coalition, a coalition of both parent and educator organizations interested in the education and welfare of students with disabilities. Ms. Johns has been a long time advocate for services for students with disabilities, having served as chair for governmental relation committees for a number of volunteer state and national organizations.
Author:  Bev Johns
rev. August, 2010

We face an increasing problem of a local school or school district adopting a philosophy of "full inclusion."  For the following reasons "full inclusion" violates Federal law and Federal regulations, despite some school administrators saying all students with disabilities have the "right" to full inclusion in the regular classroom.

The "right" in IDEA 2004 (the Individuals with Disabilities Education Act, the Federal special education law) and its most basic legal concept and the very basis of IDEA is Free Appropriate Public Education (FAPE).

Each of those words has meaning. 
There is no charge for the schooling of any child with a disability (Free). That schooling shall be individually tailored to the needs of a child, but cannot be so extensive or expensive as to do absolutely everything that may be of educational benefit, and there is no one educational placement for every child (Appropriate). This right is for schooling paid for with taxes (Public). And IDEA's greatest emphasis is on the imparting or acquisition of knowledge and skills (Education), not on a whole variety of other subjects.

A secondary but important right is Least Restrictive Environment (LRE), but again LRE is individually determined. In both the legislative language of IDEA and in its regulations is the concept of the "continuum of alternative placements."  In fact the "continuum of alternative placements" is a REQUIRED part of LRE.

The IDEA 2004 Regulations have headlines at the beginning each section. Under "LEAST RESTRICTIVE ENVIRONMENT (LRE)" are seven subparts.

The first is "Sec. 300.114 LRE Requirements." The second is "Sec. 300.115, Continuum of Alternative Placements" and it requires under (a) that "Each public agency must ensure that a continuum of alternative placements is available to meet the needs of children with disabilities for special education and related services."

This is a mandatory requirement: the words are "must ensure". The "continuum required" (again the word is "required") is defined in (b) as "alternative placements" including "regular classes, special classes, special schools" etc.

Of course the word "inclusion" is not in IDEA and not in the IDEA Regulations. In all special education court decisions only one District Court Judge has ever declared that inclusion is a right (over 10 years ago), and that statement was NOT included when the Circuit (Federal Appellate) court issued a decision on appeal of the same case.

Although the Judge in the Corey H. case stated that LRE is the "foremost" requirement of IDEA, no Federal Appellate Court has ever so ruled. In fact these courts have consistently held that (when they conflict) FAPE overrules LRE, that FAPE is more important than LRE.

In simplistic terms, that "education" is more important than "placement" in the regular classroom.

In Rowley, the U.S. Supreme Court ruled that the IEP team decision must be based on what will provide "educational benefit."

Who decides placement for an individual student along the required” continuum of alternative placements"? ONLY the IEP team has any authority whatever to make such placement decisions. NOT a school principal, not a school superintendent, not a school board. And, the IEP team decision is made only AFTER it makes almost all other decisions about that particular child.

There is no "right" whatsoever for a school, a school district, or even a State to adopt a philosophy of "full inclusion" and to place every student with a disability (or almost every student with a disability) in the regular classroom. As a matter of current law and regulation that action would violate the law.

Research News
-------------------------------------------------------------------

4. Fragile X: Fragile Promises: Medical breakthrough may give hope to thousands
-------------------------------------------------------------------

Online (including video): http://delcotimes.com/articles/2010/08/02/news/doc4c562f0131fa9604221155.prt
Related Story: VOR Weekly E-Mail Update, May 14, 2010, www.vor.net/news/ (New Promise Seen In Drug for Fragile X).

Monday, August 2, 2010

By Patti Menger
The Delco Times

For 25 years, Brenda Finucane has helped families cope with developmental disabilities in her role as a genetic counselor at Elwyn Training & Research Institute in Middletown.

However, she feels especially close to those living with fragile X syndrome, a group of genetic disorders that can affect individuals in a variety of ways.

“It’s the most common inherited form of intellectual disabilities, and it’s in all populations,” said Finucane. “It’s estimated that one in every 3,600 males and one in 6,000 females are affected by the syndrome.”

Fragile X syndrome, considered the most common inherited cause of autism, can cause a wide range of physical and learning disabilities, behavioral and language problems and other developmental delays. Because females have two X chromosomes and males have only one, males are more affected by the syndrome.

In her quarter century at Elwyn, Finucane, executive director of genetic services for 10 years, has helped diagnose and counsel more than 150 individuals with fragile X syndrome.

A member of the National Fragile X Foundation’s scientific and clinical advisory committee, her expertise has put her in demand internationally as both an author and a lecturer.

July 24, Finucane got what she considers possibly the best news of her professional life. Clinical trials of a medication in which six Elwyn clients participated have produced promising results.

“This is huge. This is actually working toward correcting the brain chemistry,” the 52-year-old Upper Providence resident said.

X marks the spot

Fragile X syndrome first was described by English researcher Julia Bell and Irishman James Purdon Martin in 1943 when they observed 11 severely mentally retarded males in one family. In 1969 Herbert Lubs, director of genetics at the University of Miami Pediatric Medical Center, observed a constriction or “fragile” site at the end of the long arm of the X chromosome in four mentally retarded males and two of their mentally normal female relatives.

Finucane explained a mutation on the long arm of the X chromosome causes a gene to expand in such a way that production of protein necessary for normal brain development is shut down.

“It causes intellectual disabilities, autism and autistic features,” said Finucane, who has a master’s degree in genetic counseling from Sarah Lawrence College in New York.

In 1977, Australian researcher Grant Sutherland, former president of the Human Genome Project Organization, developed the first diagnostic test for fragile X syndrome. A fragile X DNA test was developed in 1991, when an international team led by Stephen Warren, chairman of human genetics at Emory University in Georgia, discovered the Fragile X Mental Retardation – 1 or FMR1 gene.

The FMR1 gene holds the code to th manufacture of fragile X mental retardation protein or FMRP. “FMRP puts the brakes on and helps regulate signals between nerve cells,” Finucane said.

The lack of FMRP can result in mental and developmental impairment, autism, attention deficit, hyperactivity, anxiety, seizures, physical problems such as connective tissue disorders, enlarged testicles and distinctive facial features including prominent ears, chin and forehead.

“The thinking is that fragile X syndrome is caused by the absence of FMRP in the brain,” Finucane said.

Screening for fragile X syndrome is a simple blood test.

“It’s a straightforward DNA diagnosis, not behavioral like autism. They either have the amplified fragile X gene or don’t,” Finucane said, who added carrier testing is highly accurate.

The parent may have a “premutation,” where the X chromosome may not be expanded enough to affect him or her, but it could expand more when passed onto a child.

“It’s an X-linked gene. The X chromosome can get passed down from the mom or dad. The father passes X chromosomes to girls. The mom passes the X chromosome to the son or daughter,” Finucane said.

Male or female carriers may have symptoms such as infertility, she said. Females may have premature menopause.

“Many family members may not have intellectual disabilities but physical disabilities,” Finucane said.

For example, primarily male carriers may have neurological disorders such as Fragile X-Associated Tremor Ataxia, a degenerative disorder that causes tremors and balance problems that may not surface until individuals are in their 50s.

“Many families have two or three individuals affected with it. It’s a very big part of what we do. We have a very large population in the Elwyn community with fragile X syndrome,” Finucane said.

Targeting the foe

Founded in 1852 by Delaware County physician Alfred L. Elwyn, Elwyn Training & Research Institute is a non-profit corporation providing services for individuals with special needs, including intellectual disabilities, mental illness and emotional and behavioral disorders.

While fragile X families have received services from Elwyn since 1985, the services were not expanded beyond the residential community until the Elwyn Fragile X Center was established in January 2009. Mary Delany is coordinator of the center.

“For 25 years we’ve been working with families to provide genetic counseling and medical services for clients with fragile X. Until the center was established, it wasn’t all done in a coordinated way,” Finucane said.

Now fragile X clients can go through a single point of contact for services, including genetic counseling, psychological testing, school consultations, behavior support and medical and dental services.

Starting Aug. 20, developmental pediatrician Dr. Amanda Bennett of Children’s Hospital of Philadelphia will be available a half day once a month at the Elwyn Fragile X Center.

“That’s very important because the waiting list for developmental pediatricians is very long,” Finucane said.

The Elwyn Fragile X Center also is a part of the International Fragile X Clinical and Research Consortium. From October through February, Elwyn participated in its first fragile X clinical trial.

“We know exactly what gene is involved. We know the protein the gene is supposed to produce. We know the protein’s function in the brain and because we know all these things, we’re much closer to effective treatment for this disability than for any of the other intellectual disabilities. We’re light years ahead,” Finucane said.

Elwyn was part of a national study of STX209 or arbaclofen sponsored by Seaside Therapeutics, a Cambridge, Mass., pharmaceutical company established to find a cure for fragile X syndrome. Other drug companies have been doing similar fragile X studies, said Finucane.

According to Seaside Therapeutics officials, its was the largest randomized placebo-controlled study conducted to date in individuals with fragile X syndrome.

Finucane was responsible for recruiting six of the 54 clients who participated in the 77-day Phase 2 Study. Barbara Haas-Givler, an Elwyn behavior analyst, did baseline psychological testing and testing at various points throughout the trial.

The Elwyn staffers conducted the clinical trial in conjunction with psychiatrist Dr. Shivkumar Hatti, director at Suburban Research Associates in Nether Providence.

Participants each took a pill a day. Part of the time they took the medication then switched to the placebo. Even the investigators did not know who was taking the medication when.

In earlier studies of arbaclofen, there was reversal of a lot of symptoms in mice, said Finucane. Phase I of human trials involved healthy volunteers, such as college students. Phase II was the placebo study.

Finucane said study participants are prohibited from publicly commenting on the results while the drug is still in the trial stage. However, the fact most of the families in the study have elected to continue taking the drug, which is not yet approved by the U.S. Food and Drug Administration, shows they perceive great benefits from it, noted Finucane.

“Over time they can tell if there is continued improvement,” she said.

Hope on the horizon

When the Phase II clinical trial results were released at the National Fragile X Foundation’s 12th International Conference in Detroit, Mich., Finucane was among the 800 attendees that included fragile X families from all over the world.

Physicians and parents reported increased sociability and communication and decreased outbursts and tantrums, said Dr. Randi Hagerman, medical director of M.I.N.D. Institute and endowed chair in fragile X research at the University of California, Davis, School of Medicine in Sacramento.

“In several cases, patients have been successfully withdrawn from other medications, including mood stabilizers, anti-depressants and, most importantly, anti-psychotics — a significant benefit for patients given the severe side effects associated with this particular class of drug,” Hagerman said.

She said the majority of patients enrolled in the STX209 study is participating in the ongoing open-label extension study and continuing to benefit from treatment.

“It is my hope, with further study, STX209 may be able to play a much needed role in improving the symptoms of fragile X syndrome and help patients and their families achieve an improved quality of life,” said Hagerman, founder of the National Fragile X Foundation.

Dr. Randall L. Carpenter, president and chief executive officer of Seaside Therapeutics said his company hopes to initiate late-stage clinical trials of STX209 later this year after discussions with Food and Drug Administration officials.

“We believe the depth of data coming from this study will be of tremendous benefit for the field and will inform ongoing discussions with both clinicians and the FDA to confirm the most appropriate outcomes to measure efficacy in individuals with fragile X syndrome,” Carpenter said.

Finucane noted the National Institutes of Health has poured millions of dollars into fragile X syndrome research, not only because of its implications for the genetic disorder, but for other causes of autism, too.

“We know when they don’t have FMRP. We know something about autistic features involving these pathways to the brain.

“We know what’s going on, we know what’s missing in the brain. Let’s target that pathway. Targeted pharmaceuticals are aimed at correcting the chemistry in the brain. They’re aimed at the underlying cause, not just the symptoms,” said Finucane. She said a federally approved fragile X drug could possibly be available within the next 10 years. “People are talking a number of years, not decades, but within the next decade,” Finucane said.

Cautious Optimism

Gary Urtz of the Havertown section of Haverford is cautiously optimistic about the development of a drug that may one day help his 20-year-old son, Michael.

“We think certainly there’s a good chance that within a matter of years there could be a medicine Michael and other fragile X persons can take that will improve their cognitive ability and sociability,” said the 58-year-old attorney.

Urtz said he and his wife, Peggy, a 57-year-old elementary school teacher at Overbrook School for the Blind in Philadelphia, would be willing to enroll their son in a fragile X clinical trial.

“We would have had him participate in the most recent one by Seaside Therapeutics, but they were looking for fragile X persons who had social and behavioral issues. Michael did not qualify,” said Urtz.

Michael was diagnosed at age 5 at Children’s Hospital of Philadelphia. He was receiving early intervention therapy through United Cerebral Palsy of Delaware County by the time he was 18 months old.

“A certified early intervention specialist suspected it and treated his deficit so we got the help we needed,” said Mrs. Urtz. “He had horrendous sensory issues and tactile issues, a food aversion, clothing aversion, sensory integration problems.”

His parents had noticed Michael wasn’t developing at the same rate as his two older brothers, Alan, now a 22-year-old journalist and John, a biochemist who will be 25 on Aug. 16.

“He was physically delayed, not meeting the milestones, not sitting up by 6 months. He wasn’t standing. We were referred to a developmental pediatrician,” Mrs. Urtz said.

Michael also lacked muscle tone. At 6½ months, Michael would slide through his high chair and would fall over even if he was propped up on the floor with pillows.

“It was like he had no spine, no bones,” said Mrs. Urtz. “If you put a baby in your lap, the baby usually sits up and looks around. He didn’t have that trunk control.”

His wrists have a connective tissue anomaly that enables him to turn his hands at unusual angles.

“Not everyone with fragile X has it,” said Mrs. Urtz.

“Not everybody,” echoed Michael.

Their pediatrician, who acknowledged that Michael’s parents were in a better position than he to notice developmental delays, especially having two older sons, referred them to Children’s Hospital of Philadelphia.

Dr. Susan Levy, now director of the regional autism center at Children’s Hospital, diagnosed Michael with fragile X.

“At the time we had taken Michael to CHOP, they put down that he was developmentally delayed. We felt if they can’t come up with some diagnosis they could give us some idea how to educate him,” said Mrs. Urtz.

Helping Michael learn

Michael and his family began their relationship with Elwyn about 12 years ago when they tapped Finucane for guidance.

“We used her expertise to come into the schools and do workshops and presentations. She did it at every age level, elementary, middle and high school,” said Mrs. Urtz.

Through reading reference books and researching the Internet, the Urtzes learned more about fragile X syndrome and the different ways children with various disabilities learn. Michael learns better through visual aids such as photographs and looking at completed projects first, then taking them apart. He has trouble with mathematics and categorizing thoughts, noted his mother.

“Probably the most difficulty he has is speech and language issues. He likes being around people. He has difficulty volleying back and forth,” said Mrs. Urtz.

Since Michael was 3, she has been using American Sign Language to enhance communication. “Michael really is a social person but because of this disability it’s virtually impossible to communicate that to anyone,” noted Mr. Urtz.

Michael also has difficulty directly responding to questions. “He understands a lot more than he is able to demonstrate,” said Mr. Urtz.

“A lot!” interjected Michael.

“It’s in there. He doesn’t have a direct way to get to it,” noted Mr. Urtz as he tapped his head.

Michael attended Manoa Elementary School and Haverford Middle School and is in his last year at Haverford High School. “In terms of learning, Michael is not as advanced as we’d like. On the other hand, he’s a great kid,” said Mr. Urtz.

Michael participated in commencement exercises with fellow members of the Class of 2009 and now mainly works at the middle school cafeteria preparing chocolate chip cookies, chicken nuggets and mozzarella sticks. When he turns 21 next May, he can no longer attend school.

“That’s the pickle. What happens when the school bus stops coming? He’ll never have a job where he’ll make enough to survive independently. He will have to have a job created for him,” said Mrs. Urtz.

On Social Security Disability since age 18, Michael has a caseworker through the state Department of Welfare’s mental health/mental retardation division and a job coach through the state’s office of vocational rehabilitation. This summer he is working part-time in the dining room at a small retirement home and as a counselors’ aide in the Haverford recreation department’s summer program.

“He’s got a severe distractibility problem. It’s better for him to work a job where there are not a lot of distractions, but he’s very social so we don’t want to put him in a room by himself,” said Mrs. Urtz.

Michael is well known among his peers in the Haverford School District.

“We can’t venture anywhere in the Haverford community whether it be the Manoa Shopping Center, the track at the high school or pretty much any mall without running into someone who knows Michael,” said Mr. Urtz.

He bowls with DELARC, plays Challenger Baseball with the Hilltop Baseball League and plays volleyball and basketball with the Special Olympics. Michael especially likes watching wrestling on the family computer.

“It’s cool,” he noted with a grin.

Early diagnosis is key

Mr. Urtz encourages parents who suspect their children have developmental disabilities to seek second opinions even if their pediatricians tell them not to be concerned.

“Get support and help as early as possible. The sooner you get it, the better,” he said.

Mr. Urtz noted that a fragile X syndrome test must be ordered by a doctor and is usually covered by health insurance.

“It is a syndrome that goes undiagnosed,” said Mr. Urtz.

He noted that Finucane and her staff at Elwyn have been invaluable. “Elwyn has been a wonderful resource of information about fragile X syndrome. Also, Elwyn was instrumental in putting together the fragile X support group and bringing together families going through what we’re going through,” said Mr. Urtz.

Finucane hopes Elwyn’s resources will be tapped for a much larger study of arbaclofen. “We’re far along in the process already in human trials,” said Finucane.

“Fragile X is a very complex problem. I just couldn’t even imagine 10 years ago being where we are today,” said Finucane. “If you asked me if there would be a clinical trial of a targeted pharmaceutical, I would say it was pie in the sky.”

For the sake of his son and other people living with fragile X, Gary Urtz hopes Finucane’s prediction of a successful treatment for the disabling syndrome is realized.

“The sooner the better, as long as the medication is safe,” he said, “the sooner the better.”

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

Tamie Hopp, Director of Government Relations & Advocacy
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VOR
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