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Advocacy Notes

1. Thanks to all who participated in VOR’s Webinar, “Beyond VOR Advocacy Day: How to Keep Your Legislators Engaged Year-Round.” Archived link and resources now online.
2. Thanks to all who submitted questions for the White House Virtual Town Hall Meeting. Meeting is archived and available online. 
3. Your grassroots advocacy is working: Several new cosponsors added to H.R. 2032! Keep up the great work; every voice counts!

States Failing Families
4. TENNESSEE: 39 disabled residents file suit against Tennessee: Group wants to block cuts to in-home help
5. FLORIDA: Police locate parents of possibly autistic boy left at hospital
6. ILLINOIS: Parents of disabled children giving up on Illinois; Families move to other states as Illinois' social service funding shrinks
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Advocacy Notes

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

1. Thanks to all who participated in VOR’s Webinar, “Beyond VOR Advocacy Day: How to Keep Your Legislators Engaged Year-Round.” Archived link and resources now online.
---------------------------------------------------------------------------------------------------

“Beyond VOR Advocacy Day: How to Keep Your Legislators Engaged Year-Round” is now available on VOR’s website at: http://vor.net/legislative-voice
One of the most essential components of effective advocacy is the follow-up. This webinar will share with you techniques to follow up on your advocacy efforts and create long-term relationships with your Members of Congress and their staff. You’ll learn how to put together a winning site visit, where and how to connect with legislators at town hall meetings and quick and easy web 2.0 practices that will keep you on their radar screen. 
Additional Resources Include:
    * PowerPoint: Beyond VOR Advocacy Day: How to Keep Your Legislators Engaged Year-Round

    * Use this template to develop a one-page leave behind about “intellectual and developmental disability” issues in your community.  If you don’t know the answers to all the questions, don’t worry! Just fill in what you can. 

   * Template Site Visit Packet, including:

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

2. Thanks to all who submitted questions for the White House Virtual Town Hall Meeting. Meeting is archived and available online. 

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

White House Virtual Town Hall on Disability Policy Archive Available
See the July 14 virtual town hall in which members of the White House Domestic Policy Council, Office of Public Engagement and Office of Presidential Personnel answered questions on disability policy including employment, education, health care, transportation, housing, and other disability related areas.

To view the archived meeting click here: 

http://www.whitehouse.gov/photos-and-video/video/2011/07/14/open-questions-disability-policy 
A discussion regarding “community integration” occurs near the very end of the Webinar (within the last 10 minutes or so)
---------------------------------------------------------------------------------------------------

3. DISTRICT VISITS: Your grassroots advocacy is working: Several new cosponsors added to H.R. 2032! Keep up the great work; every voice counts!
---------------------------------------------------------------------------------------------------

Thank you! Our efforts since VOR’s Washington Initiative are really paying off. We now have 52 cosponsors!
DID YOU KNOW that Members of Congress will be working in their district offices throughout from August 8 – September 5?  That means they will be working from an office near your home. This is a great opportunity to meet with your Senator or Representative face-to-face. Just visit www.congress.org and enter your zip code to get district office contact information. Call the office and request an appointment TODAY (schedules fill up fast).
H.R. 2032 position papers are available at VOR’s website at http://vor.net/legislative-voice, or contact Tamie Hopp for more information (thopp@vor.net; 877-388-4867)

States Failing Families

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

4. Tennessee: 39 disabled residents file suit against Tennessee: Group wants to block cuts to in-home help

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

July 13, 2011

The Tennessean

A group of 39 disabled Tennesseans filed suit against the state over cuts to medical assistance they say will force them away from their families and into group care homes.

The lawsuit, filed by plaintiffs from Nashville, Madison, Brentwood, Franklin, Murfreesboro, Mt. Juliet, Goodlettsville and other cities across the state, seeks to block cuts to the state’s in-home nursing and personal assistance services.

The suit was filed by the Legal Aid Society on behalf of People First, a nonprofit group that advocates for people with disabilities, and asserts the state is violating the Americans with Disabilities Act, among other federal safeguards.

Missy Marshall, spokeswoman for the Department of Intellectual and Developmental Disabilities, said the state had not been served with the suit and would not comment until it could consult with the Tennessee Attorney General’s Office.

The plaintiffs range in age from 7 to 52 and suffer from a host of physical and mental ailments.

The Department of Intellectual and Developmental Disabilities in June announced that it would be cutting more than $10 million from its budget, in part by limiting one-on-one nursing services to 12 hours per day and personal assistance services to 215 hours per month. At the time, the agency said that the alternative was to eliminate people from the program altogether.

Cathy Hughes, whose son Christopher, 35, suffers from a form of cerebral palsy and requires 24-hour assistance, said that the cuts mean her son may have to move more than an hour away from their Campbell County home.

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

5. FLORIDA: Police locate parents of possibly autistic boy left at hospital

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

By Wayne K. Roustan

Sun Sentinel 

The mother of the autistic 10-year-old boy abandoned last week at Broward General Medical Center told a Broward judge on Saturday that she was "overwhelmed" and didn't know what else to do. 

Both parents — Amanda and Erick Mathe — appeared before Circuit Judge Marina Garcia-Wood to explain how their son Benjamin was found wandering the hospital emergency room Friday. 

The boy's mother told the judge that she was bipolar and going through a separation from her husband. She said she has two other children, has no job and was being evicted from her foreclosed home.

According to court records, she said Benjamin was dropped off at the hospital because she couldn't take care of him. She said she could not find anyone to help her.

Erick Mathe said he was living with family in Islamorada and came looking for his son after learning of his abandonment in news reports.

The boy has been placed in the custody of the state Department of Children & Families and taken to a foster home with experience in caring for children with special needs, said agency spokesman Mark Riordan. He said the state is not going to press charges.

"Instead of looking at this like a child abuse- or a criminal abandonment-kind of case, it's one of those where we're going to do everything we can to make sure the boy receives the services he requires and the parents receive the assistance and the help that they need at this point," Riordan said.

Detectives with the Fort Lauderdale Police Department believe a man in his 30s driving a minivan dropped off the boy at the hospital around noon Friday and left him unattended. The boy was found wearing a white T-shirt with the words "Chill Out" and blue sweat pants with the word "Villanova" inscribed on the leggings.

Investigators plan to visit Erick Mathe's home this week to determine whether it's safe for Benjamin to be released into his care. Riordan said the agency wants to ensure the father can care for a child with severe autism.

The next court hearing is expected within two weeks. The judge ruled both parents will be allowed unsupervised visits with the boy in the meantime.

"They're not bad parents," Riordan said. "We're talking about parents who tried everything else and got desperate, so we're working with them." 

--------------------------------------------------------------------------------------
6. Illinois: Parents of disabled children giving up on Illinois; Families move to other states as Illinois' social service funding shrinks

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

By Bonnie Miller Rubin and Monique Garcia, Tribune reporters

May 28, 2011

Chrisa Hickey, a northwest suburban mom whose 16-year-old son hears voices, has bought property in Wisconsin with an eye to the future.

She wouldn't leave Barrington for career, retirement or the more languid pace of small-town living. Her relocation plans are strictly a way to keep Tim in his $85,000-a-year residential treatment center, currently funded by the state of Illinois.

"People ask, 'Why spend that kind of money on one kid?' And I tell them that he's 6-foot-2, 200 pounds and could pick up a desk when he was 4. If he gets angry in class, do you want him sitting next to your kid?"

Although no one tracks why people leave one state for another, anecdotal evidence suggests Hickey is one of several who are planning to leave Illinois — or has already left — because of diminishing human services here.

Jennifer Humbert of Crete is exploring job prospects in a handful of states, including Minnesota, to secure more help for her 8-year-old daughter with bipolar disorder. Vicky Rowe has already uprooted her family, moving from Broadview to Niles, Mich., last year to boost treatment for her 9-year-old with cerebral palsy. And one week after Patrice Evans' preschooler was diagnosed with autism, her Grayslake home was on the market and she was headed to Kenosha for Wisconsin's generous funding of intensive therapy.

As Illinois lawmakers go into their final hours before their scheduled Tuesday adjournment, and with the House and Senate offering competing budget proposals, there's a fight to determine how deep officials will cut — or eliminate — programs that aid the state's most vulnerable residents.

Legislators say it will take all this and more to shrink the state's multibillion-dollar deficit.

"If we don't significantly get spending under control, we're going to have a jobs climate that makes it hard for a whole lot of people in this state to succeed," said Republican budget guru Sen. Matt Murphy of Palatine. "It's not easy. You've got to say no to some people. You've got to prioritize."

Even though similar sentiments can be heard in statehouses nationwide, Illinois fares particularly poorly caring for its residents with disabilities, advocacy groups say.

In its 2011 state analysis, United Cerebral Palsy ranked Illinois 48th for providing services. By comparison, Michigan is third, Minnesota 14th and Wisconsin 20th. The University of Colorado's Coleman Institute of Cognitive Disorders also puts Illinois near the bottom for funding autism spectrum disorders, while the National Alliance on Mental Illness gives Illinois a D.

"I have absolutely no confidence in Illinois," said Humbert, whose daughter's transportation to therapy was eliminated last year.

Parents are propelled by a sense of urgency. Regardless of the disability, the earlier kids get help, the better the outcome, so families are rallying in Springfield, badgering officials and launching online petitions.

Or, like Chrisa Hickey, they have purchased a "shack" in Door County, Wis., in case her son's Illinois funding, known as an Individual Care Grant, is trimmed. Tim struggles with schizoaffective, bipolar and cognitive disorders, requiring 300 days of hospitalization between 2006 and 2009.

The teen now lives 90 miles away at the Oconomowoc, Wis., Developmental Training Center, where he attends school, has friends and even holds a part-time job. 

Last year, a residential school in Quincy in western Illinois discharged emotionally disturbed students with Individual Care Grants because the state had not paid their bills. Rather than allow Tim to suffer a similar fate, the family is prepared to leave Barrington and establish residency in Wisconsin, where the pockets are perceived as deeper.

"He has achieved stability for the first time since age 4," Hickey said. "With supports, he can be a productive member of society. Without it, he's a threat."

Patrice Evans also looked north for answers. When her son was diagnosed with autism before his 3rd birthday, her clinician delivered this sobering pronouncement: If your child isn't effectively communicating by age 5, he never will.

"I hung up that phone and a week later, our house was on the market," said the mother of three boys.

By relocating from Grayslake to Kenosha in 2006, Geoffrey, now age 7, could qualify for three years of intensive therapy. "He's made tremendous gains. … It's a once-in-a-lifetime gift."

In Grayslake, the same treatment would have cost the family at least $88,000 a year — none of it paid for by the state or health insurance. Perhaps that is why about one-third of the parents in the Kenosha-area autism support group are Illinois refugees, said Farrah Sonnenberg, Geoffrey's service provider.

Evans acknowledges she is fortunate; she could give her son a better future by moving but still keep her job as a research analyst for the Lake County Circuit Court.

"Still, I'm from Illinois … and I'm angry that we had to move," she said.

Vicky Rowe, too, lived in Broadview for 20 years and didn't want to pull up stakes last June. But after surveying the bleak human-services landscape, she felt she had no choice. Despite Michigan's battered economy, the state allocates more resources to children like Jeanine. For starters, she will get 120 visits for occupational and physical therapy — compared with 60 here.

In Michigan, "I have my own personal caseworker who says, 'Tell me what you need.' In Illinois, everything was a fight," Rowe said.

Sen. Mattie Hunter, D-Chicago, said she feels "really bad" for these families and understands why they are leaving. "They have to go someplace where they can get the care they deserve."

But the days of the open checkbook are over, said Laurence Msall, president of The Civic Federation, a tax policy and government research group. "Even though Illinois passed an enormous tax increase, the failure to cut spending to match reasonable revenue forecast is creating uncertainty," he said.

Ironically, say disability advocates, cutting services now will mean even more costly consequences later, from homeless shelters to the criminal justice system.

Charles Fox, a Northbrook special-education lawyer, cites the 75 percent unemployment rate among people with disabilities as just one example.

"We either pay on the front end … or we'll take the blows in other ways."

==================================================================

Tamie Hopp, Director of Government Relations & Advocacy

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 payment

thopp@vor.net (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: ___________________________
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1

