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VOR and YOU

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

1. Mark Your Calendars: 2011 VOR Annual Conference and Initiative Dates

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

The 2011 VOR Annual Conference and Washington Initiative will be June 10 – 14, 2011 in Washington, D.C.  VOR’s Conference and related meetings will take place at the Liaison on Capitol Hill, with Congressional visits to follow.  Specific dates are - 

Friday, June 10, 2011: VOR Annual Board of Directors Meeting

Friday, June 10, 2011: State Report Forum

Saturday, June 11, 2011: VOR Annual Conference

Sunday, June 12, 2011: Legislative Briefing

Week of June 13, 2011: Washington Initiative

Mark your calendar now and please plan to join us!

Questions? Contact Tamie Hopp at thopp@vor.net or 605-399-1624. 

STATE NEWS
------------------------------------------------------------------------------------------------------------

2. KENTUCKY: Organization sues for access to records of individual who died following community setting
------------------------------------------------------------------------------------------------------------

Kentucky’s Council on Developmental Disabilities (NOT the state’s DD Council) filed a lawsuit against the Cabinet for Health and Family Services August 19 for denying access to records for an individual with developmental disabilities who died after being transitioned to a community placement.
------------------------------------------------------------------------------------------------------------

3. INDIANA: Parents told to drop disabled kids at shelters; State budget cuts have left families with few affordable care options
------------------------------------------------------------------------------------------------------------

Summary:  The Arc of Indiana’s website boasts that Indiana is the “largest state without state institutions for people with developmental disabilities.” The article below reports that the waiting list of home and community based waiver services exceeds 10,000 people, with some families waiting for 10 years for service, and additional service cuts predicted as a result of budget deficits.  As a result, some families desperate for services have been referred to homeless shelters. 10,000 + people on a waiting list, no public ICFs/MR, and homeless shelters.  The connection seems clear. 

By KEN KUSMER, Associated Press
10/27/2010 

INDIANAPOLIS— Indiana's budget crunch has become so severe that some state workers have suggested leaving severely disabled people at homeless shelters if they can't be cared for at home, parents and advocates said. 

They said workers at Indiana's Bureau of Developmental Disabilities Services have told parents that's one option they have when families can no longer care for children at home and haven't received Medicaid waivers that pay for services that support disabled people living independently.

Marcus Barlow, a spokesman for the Family and Social Services Administration, the umbrella agency that includes the bureau, said suggesting homeless shelters is not the agency's policy and workers who did so would be disciplined.

However, Becky Holladay of Battle Ground, Ind., said that's exactly what happened to her when she called to ask about the waiver she's seeking for her 22-year-old son, Cameron Dunn, who has epilepsy, autism and attention deficit hyperactivity disorder.

Holladay, a school nurse, said she and her husband would go bankrupt trying to pay for services themselves, so Cameron spends most days sitting in his stepfather's truck while he works as a municipal employee.

"It's heart-wrenching as a parent to watch it. We are people and they are people," Holladay said, referring to her son and others with disabilities. "They have lives that are worth something."

There have been no confirmed cases of families dumping severely disabled people at homeless shelters because Indiana wouldn't provide the care needed.

But some families have been on waiting lists for waivers for 10 years. The lists contained more than 20,000 names last month, and one advocacy group predicted they will only grow longer because Gov. Mitch Daniels ordered budget cuts that have eliminated 2,000 waiver slots since July.

Budget cuts also have resulted in the state moving foster children with disabilities to a lower cost program that doesn't provide services for special needs and eliminating a grocery benefit for hundreds of developmentally disabled adults.

Kim Dodson, associate executive director of The Arc of Indiana, said her group has received reports of state workers in several of BDDS's eight regional offices telling families to take disabled adults to homeless shelters. She speculated that the suggestion resulted from frustration among BDDS staff as families become more outspoken about the effects of state cuts.

"It is something we are hearing from all over the state, that families are being told this is an alternative for them," Dodson said. "A homeless shelter would never be able to serve these people."

State lawmakers said they also have received reports from several people who were told they could always abandon their adult children at homeless shelters.

Rep. Suzanne Crouch, R-Evansville, said she found it "deplorable that people are being told to go to a homeless shelter."

Leaders of several agencies serving homeless people across Indiana could not be reached for comment after business hours Wednesday.

Some parents said homeless shelters have also been suggested — or threatened — as an option by private care providers.

Daunna Minnich of Bloomington said Indiana Department of Education funding for residential treatment for her 18-year-old daughter, Sabrina, is due to run out Sunday. She said officials at Damar Services Inc. of Indianapolis told her during a meeting that unless she took Sabrina home with her, the agency would drop the teen off at a homeless shelter.

Sabrina, who's bipolar and has anxiety attacks, has attempted suicide, run away during home visits and threatened her older sister, Minnich said. Bringing Sabrina home isn't a viable option, but the two group home placements BDDS offered weren't appropriate, she said.

"I don't want to see the state of Indiana hasten her demise by putting her in a one-size-fits-all solution that will drive her to desperate acts," Minnich said.

Jim Dalton, Damar's chief operating officer, said he could not comment directly on any specific case but his nonprofit would never leave a client at a homeless shelter — even though it is caring for some for free after they got too old for school-funded services and haven't yet been granted Medicaid waivers.

"We're talking about youth that absolutely require services, and no one is willing to fund them anymore," Dalton said.
------------------------------------------------------------------------------------------------------------

4. MASSACHUSETTS:  Fernald guardians, workers rally against closure

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

Summary: This story is offered in follow-up to a commentary featured in last week’s VOR Update (http://vor.net/news/weekly-e-mail-update) which provided the legal and advocacy history associated with the fight to save Fernald. 

By Jen Judson 

Wicked Local Waltham / Daily News Tribune

Oct 29, 2010

Guardians and union members lined the road leading to the entrance of the Fernald Developmental Center Thursday, just days before the state election, to protest Gov. Deval Patrick’s decision to shutter the facility.

Standing in drizzle, the guardians and members of AFSCME Local 402 – a direct care workers union – carried large signs that said such statements as “Fool us once, shame on you, fool us twice, shame on us,” “Betrayed by Deval,” and “Deval must go.”

Linda Martin, whose son Michael, 48, has lived at Fernald since he was 5 years old, carried a poster with a picture of him as a baby wearing a blue shirt that matched his blue eyes.

In seeing the rally from the road, Katie Reddy, who has lived in Waltham for four years, pulled over, jumped from her car and handed a Fernald staff member $16. She said it was all she had to give but hoped it would help the guardians continue to fight.

“It’s just so sad,” said Reddy, her voice quavering and eyes filling with tears. “I have bumped into a lot of people that work for this institution and I know how caring and giving they are. They talk about the residents like they are part of their family.”

She said “it would be torment” for the residents to be moved and she worried that the residents would have a hard time adjusting to the change.

Raymond McKinnon, president of Local 402, who has been a direct care supervisor at Fernald for 30 years, said there are 23 residents remaining.

Those who remain, said McKinnon, have guardians who are appealing the state’s decision to transfer them to other centers.

McKinnon said the conditions of the facility itself have been deteriorating. The campus is not well lit at night, he said, which is a concern considering the presence of coyotes.

“They are not putting on the lights, they are not fixing the lights,” said McKinnon.

The condition of the roads on the campus is another concern, he said. McKinnon said the center had to call an ambulance and the fire department recently and the vehicles had to slow down dramatically to navigate.

“Every minute counts and if they have to slow down for potholes and speed bumps, that puts lives of the individuals here at risk, severe risk,” he said.

On Tuesday, McKinnon said five more workers received layoff notices, including a storeroom worker, a workshop component staffer and a maintenance employee.

There are 90 direct care workers still employed at the center, he said.

The heating of the center has recently become an issue, said McKinnon. He said he was told the power plant, which provides heat to the entire campus except Malone Park, where some residents still live, would be shut down.

Diversions to keep residents entertained such as ice cream outings have been cut from the funding, said McKinnon, so staff members have been using their own money to sponsor outings and activities, such as cookouts, for the residents.

“They are deliberately making the place less palatable for the purpose of getting people to leave or discourage the guardians,” said McKinnon.

McKinnon said he is fighting to keep the residents at Fernald because he sees them as his family.

“I know what the grunt means when somebody is in pain and I know the difference between that grunt and the grunt that says ‘I’m happy’ and the grunt that says ‘hello,’ ” he said. “If you take that from somebody they have to start over; it’s like learning a new language for somebody else.”

Regina Davidson, whose sister-in-law Marilyn is a Fernald resident, is appealing Marilyn’s transfer to the Wrentham Developmental Center.

Davidson said the hearing before the Division of Administration Law Appeals regarding Marilyn’s transfer would be held Friday, Nov. 5, and is scheduled for two days. It is the burden of the state to prove that Marilyn’s transfer will result in improved services, supports and quality of life, something Davidson said she believes is not possible. [emphasis added]
“Marilyn has spent 60 years in the system. She is schizophrenic, bipolar, manic, psychotic,” said Davidson, “she can’t [move].”

“When she loses control of her environment,” said Davison, “the behaviors come back.”

Davidson said hearings are scheduled for guardians until February. The magistrates will have 30 days to make decisions. If the decision is not in Marilyn’s favor, said Davidson, she will appeal to Superior Court.

The families who are still fighting to keep their loved ones at Fernald wrote a letter to Department of Developmental Services Commissioner Elin Howe on Oct. 4, said Davidson.

The letter asked for clarification regarding closure dates of the center and requested that the department refrain from “identifying any closure date until all of the legal actions have been settled.”

In a response sent on Oct. 13, Howe assured the guardians that the department would not declare a formal closure date and would continue to provide services to the remaining Fernald residents.
------------------------------------------------------------------------------------------------------------

5. NEBRASKA: Senate committee gets update on Beatrice State Developmental Center
------------------------------------------------------------------------------------------------------------

By Chris Dunker

Daily Sun 
Thursday, October 28, 2010 
Paradigms are changing at the Beatrice State Developmental Center.
A new way of doing business, from day-to-day operations to the way staff approach each situation, is taking over the center as it begins its journey towards recertification.

Deputy CEO Pamela Kunzman said BSDC will begin applying for recertification to one of five Independent Care Facilities, or ICFs, next month.

From there, each ICF will undergo a staggered evaluation of its operations over a period of six months.

The goal, Kunzman and other BSDC officials say, is to achieve Medicaid recertification by July 1, 2011 — the day the Nebraska State Legislature previously marked to cease funding the center for individuals with developmental disabilities.

BSDC, home to about 173 people with developmental disabilities, lost its Medicaid certification in September 2009 after federal inspectors repeatedly found serious problems at the center.

A special legislative committee, the Developmental Disabilities Special Investigations Committee (DDSI), toured BSDC Wednesday to receive an update on the recertification process.

Nebraska state senators on the committee — Steve Lathrop (District 12, chairperson), Norm Wallman (District 30), Russ Karpisek (District 32), Abbie Cornett (District 45) and Colby Coash (District 27) — visited BSDC Wednesday morning to see the progress made by the center for individuals with developmental disabilities.

Dr. Nabih Ramadan, a neurologist at BSDC, explained the change in thinking to the committee.

“The idea is the center of the universe is the individual and surrounding that center is the guardian and the (Interdisciplinary Teams),” Ramadan said. “They are surrounding them to provide the support that they need.”

Ramadan said the support is in the form of integrated services, overlapping areas of care to provide the best quality of life for each individual.

Senators Wallman and Karpisek both said they were pleased to see BSDC taking steps toward recertification.

“I’m pleased, but of course we always think it’s going to go faster,” Wallman said. “But I’m really impressed with what they’ve done.”

Karpisek agreed, saying he and other senators have watched BSDC with eager anticipation at becoming recertified.

“I think we can see the light at the end of the tunnel to be recertified which, of course, has been the goal,” Karpisek said. “We’re definitely moving in the right direction, and as (Wallman) said, nothing moves as fast as we’d like it to, but sometimes that’s okay, too.”

“We want to make sure it’s done right and we get it recertified,” he added.

Wallman and Karpisek both commented on perceptions that the confidence of BSDC has grown during the recertification efforts. Karpisek said that confidence translates to better care for the residents at BSDC.

“I think we really have seen confidence and willingness to be one of the best we can be,” Karpisek said. “It all goes back to the individual, the resident, and I see that now as resident-focused as where we need to be.”

Although the state faces a budget shortfall heading into the 2011 legislative session, both senators agreed keeping the quality of life in Nebraska at a high level to be important for all citizens of the state.

“Whether we have money or not, we need to make sure we have these people taken care of,” Karpisek said.

He said as BSDC completes its recertification process, Medicaid will take over funding from the state government.

Karpisek added he “fought” his way onto the DDSI Committee to make sure emphasis of care is placed on the individual.

“My main goal of wanting to be on the committee was the individual,” he said. “Make sure that they get the care they need, that the employees here have a good work experience. It’s all those things to make the community better, to make everyone’s life better.”

Wallman said it is the government’s duty to ensure BSDC continues to give care to those who need it. He added the certification of BSDC will free up Nebraska tax dollars to alleviate the budget.

“We have to take care of those who can’t take care of themselves,” Wallman said. “It’s huge for me — those other issues are also bad — but, like Senator Karpisek said, we have to pay attention to what we have to do and find the money somewhere.”

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

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 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: ___________________________
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