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1. PLEASE JOIN VOR IN WASHINGTON, D.C: Great Cause, Great Speakers, Great Networking, Free Breakfast – could you ask for anything more!

GOOD ADVOCACY ARTICLES

2. Virginia: Lawmakers support rebuilding SEVTC, citing trauma for older residents

3. North Carolina: Battling Chase's demons
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1. PLEASE JOIN VOR IN WASHINGTON, D.C: Great Cause, Great Speakers, Great Networking, Free Breakfast – could you ask for anything more!

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

DATES TO REMEMBER:  

· Register for Annual Conference by May 1 to avoid rate increase

· Make hotel reservations by May 3 to get group rate

COMING SOON:
· Annual Conference Speaker Update
· Annual Meeting and Initiative Materials to be sent out week of May 3. 

COMPLETE DETAILS, including online registration, hotel contact information and more at: http://www.vor.net/events/
----------------------------------------------------------------------------------------------
2. Lawmakers support rebuilding SEVTC, citing trauma for older residents
----------------------------------------------------------------------------------------------
By Paige Winfield Cunningham 

April 9, 2010
Eleven Chesapeake families are waiting for the state to decide where their loved one with developmental disabilities will live next year.

Most are hoping for the news that there will be a spot available at the newly rebuilt Southeastern Virginia Training Center, a 75-bed center for the developmentally disabled due to be completed in September 2011.

“Parents have had to go from place to place, and they don’t want to do that again,” said Brenda McGee, the city’s intellectual disabilities program director. “Some of these families are adamant that they’re not going anywhere.”

Along with the 11 SEVTC residents from Chesapeake, the center’s other 150 residents are waiting to hear from the state’s Department of Behavioral Health and Developmental Services whether they’ll be allowed to stay at SEVTC, or whether they’ll be moved to one of 18 new community homes in the Tidewater area.

While opponents of the rebuild say the residents will all be better off integrated into communities, advocates say it would be highly traumatic to move older residents away from their long-time home.

Most of the residents of Virginia’s five large institutions haven’t moved in decades. In 1977, when it was more common to immediately place children in large centers where they’d spend their lives, one-third of residents in Virginia were under 21, according to a study by the University of Minnesota’s Institute on Community Integration. Last year, that population was down to one percent.

When former Gov. Tim Kaine suggested closing the center last year due to budget shortfalls, state Sen. John Miller said he paid a visit to SEVTC. The Newport News Republican said he found that residents, most of whom were over 40 and had lived in the center for decades, were terrified at the prospect of leaving.

“They are comfortable and then to read in the newspaper one day that they’re closing the place down, imagine the shock,” Miller said.
Miller challenges the findings of a study commissioned by the state last year that opponents of the rebuild often cite. The study shows that community homes in Virginia are already housing people with disabilities equal to and more severe than those of current SEVTC residents

“I am not convinced nor are the officials at southeastern that all of these folks can live successfully in the community,” Miller said. “If you spent some time at Southeastern and saw how severely affected these folks are…they need full-time care around the clock.”

SEVTC lies in the district represented by Republican Sen. Harry Blevins, who also supports the rebuild. Despite the expense, residents who have lived in SEVTC for 35 and 40 years must be allowed to stay, he said.
“All of these services cost huge amounts of money,” Blevins said. “Do we have enough money, no. Do we need more, yes. But the thing is to make sure we have places for those people who are not in a situation where they can make it in the community.”

Along with support from Miller and Blevins, the SEVTC rebuild has backing from other area legislators, including Republican delegates Chris Jones and Bob Tata. The general assembly as a whole has been supportive of the $23 million project, approving funding after Kaine suggested closing it down last year.

Rebuilding the center was first suggested in 2005 under the administration of former Governor Mark Warner, who supported the project. Funding was approved by the General Assembly, but in 2009 Warner’s successor, Tim Kaine, proposed closing the center to help with state budget shortfalls.
But legislators approved the project a few months later. In April 2009, the Newport News building contractor W. M. Jordan Company submitted a bid and was awarded over one other bidder a $17 million contract on Jan. 19, according to documents from the Department of General Services.

W. M. Jordan contributed $100,000 to Warner’s political action committee One Virginia in 2003 and 2004. The company also donated $11,500 in 2007 to state Sen. John Miller, whose district is home to the families of about one-third of SEVTC’s residents are from his district, Miller said.

Miller said it was “ludicrous” to allege any connection between the donation he received from W.M. Jordan and the company’s contract award.

“The decision to downsize the SEVTC was made…long before anyone knew who the contractor was going to be,” Miller said.

W.M. Jordan also contributed $25,000 to Gov. Bob McDonnell last year.

Spokespersons for Warner and W.M. Jordan said they had no comment. McDonnell did not return requests for comment.

The remaining $5.8 million allocated for the SEVTC rebuild will be spent on “soft costs” including design, management and permitting fees, according to the DGS.

The state will spend another $8.4 million coupled with $3.5 million from local community services boards to build 18 other facilities, including 12 intermediate care homes and 6 waiver homes. Waiver homes allow Medicaid funding to follow the individual and his or her care needs, instead of tying the dollars to an institution.

--------------------------------------------------------------------
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The News Observer

Seven years ago, Randi Davenport's son fell apart.

Just as he turned 15, about the time most kids are learning to drive, Chase tried to strangle himself with a cord. He was convinced that people he called "the nailers" were coming to kill him.

He went crazy. 

In her new memoir, "The Boy Who Loved Tornadoes," Randi Davenport of Chapel Hill recounts her battle to save her son, Chase, as he descends into psychosis. Along the way, she delivers an indictment of mental health care in North Carolina and across the nation.

Chase spent months in UNC Memorial Hospital. When her insurance company ruled it would no longer cover that high-level care, he was shuttled to John Umstead psychiatric hospital in Butner. Once there, he was medicated so heavily he spent most of his day nodding off and drooling.

Davenport's story ends on a hopeful note because she got help from one of North Carolina's most powerful citizens.

"If I hadn't worked where I work and know who I know," she says, "it would never have happened."

Davenport is executive director of UNC Chapel Hill's Johnston Center for Undergraduate Excellence. She's also a divorced single mother with two children. Her daughter, Haley, was a typical child.

Chase, her oldest, was not.

Chase had autism and seizures. With assistance from state-funded workers who helped Davenport care for him, he went to school, loved Halloween, was fascinated by tornadoes, dreamed of being a rock star.

But in late 2002, Chase became psychotic, a danger to himself and others, so sick he needed hospitalization. That's when Davenport learned an inconvenient truth about the state's mental health system: "...the mental-health facilities didn't want a kid with a developmental disability and the developmental-disability places didn't want a kid with a mental-health issue. In the state of North Carolina, you had to be one or the other; you were not allowed to be both."

A downward spiral
Davenport did not set out to write this book.
One day in 2004, she says, as she was "raging about mental health reform in North Carolina," a friend suggested that she submit an essay to a local newspaper. After a week of writing, she had 100 pages. "Then I started to cry, because I knew what it was. And I wondered if I had the strength and courage to go forward."

The result, "The Boy Who Loved Tornadoes" (Algonquin; $23.95), is a story of a mother's fierce love and a portrait of a system that fails some of its most mentally ill citizens.

Some scenes are so sad they're painful to read. They were excruciating, Davenport says, to write.

When Chase spiraled into psychosis, he was a 6-foot-tall teenager who comforted himself by chewing on the nose of his stuffed brown bear. When he was first admitted to the hospital at 15, he confided to his mother that he'd seen "the nailers" the previous night:

"'They come up to you and they kidnap you and they hold you down and nail you to a chair,' he said. He began to weep.

"'They're not real,' I began, but he shook his head.

"'They were outside, Mom. Right outside last night.'

"I found some toilet paper in the bathroom. 'Can I help you wipe your face?' I said. He stood still and held his face still and I gently wiped his tears and then held the toilet paper in front of his nose and told him to blow.

"'It'll be okay,' I said. 'It's going to be okay.'"

But it wasn't. UNC doctors tried antipsychotic drugs. Chase got worse, until he no longer knew his mother.

Davenport searched the state for a place that could help her son. Finally, she found a program willing to take Chase's complicated case - the Murdoch Center in Butner, north of Raleigh. But there was a problem: It had no openings.

Would he die there?
After more than seven months, Chase's insurance refused to keep him at UNC Memorial Hospital, so he went to Umstead. There, doctors increased his antipsychotic drugs until he was semi-conscious and drooling much of the time. No one thought this was the care he needed.

Mental health workers at the Orange-Person-Chatham mental health agency wanted to help Davenport, but didn't know what else to do. They suggested she call state mental health officials.

When she did, she was referred to a customer-service representative who told her to call the local workers. Later, she learned the customer-service man had sent e-mail to the local staff, noting that Davenport didn't seem litigious, "so all was well."

About that time, one of Chase's social workers gently told Davenport that her efforts to get Chase to recognize her were only agitating him. It might be better, he said, if she just accepted Chase as he was:

"'You may never be anything more than the lady who brings him a sandwich once a week, but at least you can have a relationship with him as the lady who brings him the sandwich. You can have that relationship with him for the next 30 or 40 years.' He paused and reached behind the sofa and found a box of tissues and handed it to me so I could wipe my eyes."

Davenport appealed to everyone she could think of - the director of the N.C. Department of Health and Human Services, her congressman, her state representative. She got nowhere.

"And all the while," she writes, "Chase staggered around Umstead with drool hanging in drippy strings from his lower lip, a towel laid open and flat across his chest when he dozed in the dayroom chair. He slept and slept and slept and slept. After our visits, I walked back through the long halls of the hospital and thought it was entirely possible that Chase would die there."

One powerful person
Her boss suggested she appeal to one more person. Davenport omits or changes most names in her story, and she doesn't name this man, at his request. But she describes him:

"I knew that everyone said he was the most powerful man in the state, that three governors were indebted to him, that John Edwards had had to get his okay before he got into politics. I'd heard those stories. I knew they were true. But I could not imagine that he would take an interest in me or in Chase."

He did, though. The man telephoned Carmen Hooker Odom, then-director of the state Department of Health and Human Services. Within two weeks, a bed had opened at Murdoch Center.

At first, Davenport worried that Chase got a bed because someone was forced out. Officials assured her that was not the case.

At Murdoch, doctors gradually cut back Chase's drugs. Therapists worked with him. He improved.

"It took a year," Davenport writes, "but there came a time when Chase always knew me."

Chase's life today
Today, Chase is 22. He lives at Murdoch, where he takes classes and works as a messenger, delivering items around campus.

He comes home for weekend visits, but by Sunday afternoon, Davenport says, he's ready to return to his structured life at Murdoch.

And who was the powerful man who came to Davenport's rescue? Bill Friday.

In an interview with The Charlotte Observer, the 89-year-old president emeritus of the University of North Carolina system admitted, "She let me be a part of it, yes."

Davenport thinks Friday saved her son's life. 
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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: $25 per individual, $150 per family organization, or $200 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 or credit card payments)

____________________________________________
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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