VOR Annual Conference and Washington Initiative
June 10 – 14, 2011

Updated Agenda available at VOR’s website.

Online registration now available! 

BE A SPONSOR  * REFER A SPONSOR - http://vor.net/events/

Contact Julie Huso for details at jhuso@vor.net or 605-370-4652.

THANK YOU!

http://www.vor.net
Visit VOR’s website soon and often

Make VOR your homepage!
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VOR and YOU

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

1. VOR’s “Every Member Campaign”! Together We are VOR! Together We Can Reach Our Goal

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

A Message from Julie Huso, Executive Director

April 15, 2011

VOR’s Every Member Campaign was launched last year in the spirit of individual members each giving a little to raise to raise a lot ($48,000) for our expanded goals and ever-increasing advocacy needs. Our goal was to have commitments from 200 members to give $20 per month (or $240 for the year). 


I am pleased to report that 139 members have committed to participating in the Every Member Campaign resulting in $24,776 so far. THANKS TO ALL 139 MEMBERS WHO HAVE STEPPED UP TO HELP.

If you have not yet participated in this campaign, can you help us to reach out goal? 
VOR has thousands of dedicated members.  Our goal is reachable!  Will you consider $20 per month (or $240/year)?  As one participating member stated:

“I think I can give up one gourmet coffee a week to make sure VOR is there to help my daughter when we need it.”

Please participate!

As VOR member and contributors, each of you are part of a unique organization!

VOR is the only national advocacy agency that is unique in its fundamental mission to advocate in support of a full continuum of care options for people with mental retardation/developmental disabilities, and their families. 

Our success and effectiveness is undeniable.   The need for VOR is critical. VOR is a good and necessary investment.

If not VOR, who?

 VOR is only as strong as our members’ support.   VOR is supported 100% by membership dues and private donations. We receive absolutely no public funding. 

We value and need your continued financial support.  For VOR to continue our success and expand our advocacy, we have identified the following immediate advocacy needs: 

· An online “e-advocacy” program for immediate and easy responses to VOR’s Action Alerts.

· A legislative advocacy workshop at VOR’s Annual Conference and a related webinar for all.

·  Expansion of VOR’s State Coordinator Program so families can be prepared when they need to be. 

· Contributions to the Burke Legal Advocacy Fund to expand our popular legal advocacy program. 

Thank You! 

 Your support will help us meet our goal for 2011 so we can continue to advance our efforts to be here when you need us to protect your loved ones!
------------------------------------------------------------------------------
2. A Special Thanks to Exceptional Parent (EP) Magazine!

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

Exceptional Parent and VOR have been longtime friends and advocacy partners. 
Most recently, many VOR members accepted EP’s generous offer and are now receiving a one year free digital subscription to EP Magazine. 
For those of you that do receive the digital EP Magazine, look for the full page, full color advertisement for VOR’s Annual Conference and Initiative. In response to a Sponsorship request, Joe Valenzano graciously offered a free full page ad for 3 months (April, May and June) at no cost to VOR. EP will also send out information about the VOR Conference and Initiative as an e-blast to subscribers - a value of $6,000 to VOR!
THANK YOU EXCEPTIONAL PARENT!

For more information about EP, including subscription information visit, http://www.eparent.com/ or to subscribe online visit: https://www.emagazines.com/shopcustomer.asp
If you are inspired to be a sponsor, or you know of a potential sponsor, please visit VOR’s website for more information on Sponsorship, Exhibit and Recognition opportunities.
STATE NEWS
---------------------------------------------------------------------------------------------

3. ALABAMA: Lawmakers hint at legal action over Partlow;  Tuscaloosa-area legislators concerned facility will close without adequate preparation 

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

By Dana Beyerle 

Wednesday, April 6, 2011

MONTGOMERY | Legislators from the Tuscaloosa area on Tuesday hinted at legal action to keep W.D. Partlow Developmental Center open, at least beyond the initially announced closing date.

The Department of Mental Health announced last month that it would close Partlow by Sept. 30, the end of the fiscal year. Gov. Robert Bentley later suspended that date, but still supports eventually closing the facility.

“Partlow was created by state statute, and I don't believe the governor has the authority to close Partlow, and I will do whatever is necessary to further clarify the separation of powers,” said Rep. Chris England, D-Tuscaloosa.

Asked if he would sue to keep Partlow open until residents and employees were adequately taken care of, England pointed out that Tuscaloosa legislators joined the city of Tuscaloosa in its lawsuit to prevent the sale or relocation of Bryce Hospital in 2009.

That suit sought a permanent injunction to block the sale and asked the court to declare that only the Legislature could move the psychiatric hospital, which was established in Tuscaloosa in the mid-19th century. The sale of the Bryce campus to the University of Alabama eventually went through, but the city dropped its suit, which also sought to block any relocation of Partlow, because the state decided to build a replacement hospital in Tuscaloosa. 

Bentley was circumspect Tuesday about the threat of a lawsuit concerning Partlow.

“I will make a decision on that, a final decision, and whatever happens, happens,” Bentley said during a visit to the House.

“Partlow will close. The timeline to close is Sept. 30,” her email said. “It is very important that you help families understand this, especially under the time restraints that we have to move individuals into the community.”

Poole said if the position is “in contradiction to the governor's position then I would be very disappointed.”

Rep. John Merrill, R-Tuscaloosa, said the email sends mixed signals. He said he supports England's position about potentially suing to keep Partlow open.

When Bentley took office in January, he inherited the state's ongoing plan to close and consolidate mental health facilities and shift care from institutions to less expensive community-based homes.

Bentley said he supports Mental Health Commissioner Zelia Baugh's decision to begin moving Partlow residents to community-based facilities and ultimately close the facility. But he said the Sept. 30 date is no longer definite.

“We're just not setting a hard date,” he said.

Bentley suspended the date after a March 30 meeting with legislators and Tuscaloosa County officials, and said he would tour Partlow, the state's sole remaining residential center for people with intellectual disabilities. He said Tuesday that visit would take place next week.

But Tuscaloosa legislators are unified in their concern that Baugh, a Bentley appointee, will close Partlow before its 151 residents and more than 450 employees are adequately prepared for group homes or new jobs.

“We're all trying to clarify what is the short- and long-term situation for Partlow,” said Rep. Bill Poole, R-Tuscaloosa.

“We plan to address it further,” said Rep. Alan Harper, D-Aliceville.

Legislators also responded to an internal email that seemed to contradict Bentley's order to suspend the Sept. 30 closing date.

Partlow director Rebecca Bellah, in an email sent Monday to employees, told them that the plan to close Partlow had not changed.

“The department heads met last week when the media began to write about the closure being reversed by Bentley,” Bellah's email said. “I told all department heads to please talk with staff to make sure that everyone understood this was not true.

Tuscaloosa Mayor Walt Maddox attended the March 30 meeting with Bentley.

“Commissioner Baugh, Associate Commissioner (Catherine) Crabtree and nearly every major decision maker within the Department of Mental Health was present when the governor decided to remove the Sept. 30 closing date so he could personally visit Partlow and review this entire matter,” Maddox said in an email. “Either the decision announced to the legislative delegation and local elected officials on March 30 was reversed without our knowledge or the Department of Mental Health is attempting to circumvent the governor's review.”

Bentley said he had not read Bellah's email but mental health department spokesman John Ziegler addressed it. 

“As far as we can tell there is no contradiction,” Ziegler said. “During the meeting Gov. Bentley asked for the arbitrary date of Sept. 30, 2011, to be removed. Commissioner Baugh immediately complied. What Ms. Bellah failed to adequately convey, as the governors' office stated last week in their press release immediately following the meeting, ‘the process of assessing and transferring patients to community-based care will continue'. Therefore, the closure is proceeding but there is no longer a fixed date.”

At a stakeholders meeting on Tuesday, Crabtree said Bentley has “come off” the Sept. 30 deadline but Partlow employees have not stopped moving ahead with resident transition plans. She said four residents have moved out. “If Partlow remains open past Sept. 30, it becomes significantly worse (financially),” she said.

Partlow, which opened in 1923, costs $42 million a year to operate and mental health officials believe it is cheaper to serve those with intellectual disabilities in community-based homes.

At a stakeholders meeting on Tuesday, Crabtree said Bentley has “come off” the Sept. 30 deadline but Partlow employees have not stopped moving ahead with resident transition plans. She said four residents have moved out. “If Partlow remains open past Sept. 30, it becomes significantly worse (financially),” she said.

Partlow, which opened in 1923, costs $42 million a year to operate and mental health officials believe it is cheaper to serve those with intellectual disabilities in community-based homes.

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

4. NEW JERSEY: VOR Speaks out in support of Vineland Developmental Center residents; releases position paper in support of choice

-------------------------------------------------------------------------------------------------------------- 
March 31, 2011

VOR Supports Choice in New Jersey,

Strongly Opposes the Closure of Vineland Developmental Center

On behalf of individuals with intellectual and developmental disabilities and their families in New Jersey, VOR calls on the Legislature and the Governor to support residential choice.

VOR is expressly opposed to proposals to close Vineland Developmental Center.  Closure will risk lives and happiness and is contrary to established federal law and policy. 

Individual Choice is Required by Law

The U.S. Supreme Court’s landmark Olmstead decision expressly requires individual choice.

Federal law relating to Individual Habilitation Plans (IHPs) for residents of Medicaid Intermediate Care Facilities for Persons with Intellectual Disabilities (ICFs/MR) requires individualized plans. 

The proposal to close Vineland and transfer these women to other developmental centers violates both Olmstead and their individual IHPs, which indicate these residents are best served at Vineland. 

The families of Vineland residents know best and are, in vast majority, strongly opposed to the transfer of their daughters and sisters.  These families recognize, as reflected in the residents’ IHPs, that Vineland provides life-sustaining, compassionate supports for their family members who have profound intellectual disabilities, physical disabilities, complex medical needs and challenging behaviors. 

Even state officials with the Department of Developmental Disabilities have acknowledged to families that Vineland, a federally licensed Medicaid ICFs/MR provides excellent care to its residents. Even so, State officials have proposed closing Vineland and moving residents to another developmental center. This makes no sense. Why would New Jersey consider eliminating service options which are providing excellent care while acknowledging publicly it can’t afford to build new homes for more than 8,000 people waiting for services?  

What’s worse, State officials plan to move Vineland residents to other developmental centers – the same developmental centers that could likely be proposed for closure in coming months and years. Families will fight any and all closure proposals, but to propose this disruption now only to place these same Vineland residents at risk in the near future for additional disruption is unconscionably cruel.  The answer is clear:   Support Choice. Oppose Closure.  

 
#    #    #
VOR is a national advocacy organization for individuals with intellectual and developmental disabilities, and their families. To learn more about VOR, visit www.vor.net, or contact Tamie Hopp, Director of Government Relations & Advocacy at 877-399-4867 or thopp@vor.net. 

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

5. NEW JERSEY to propose $10K annual stipend for families taking care of developmentally disabled adults

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

Summary:  The waiting list in New Jersey has doubled from 4,000 to 8,000 in 3 years. Some individuals have been waiting more than a decade.  To address this problem, the state has proposed a “solution” - give people on the waiting list a one-time stipend of $10,000 - $15,000. Some families, many of whom have family members who have waited for years for services, are “buoyed that the state is finally addressing a problem that has only worsened each year.”  Other families recognize the reality that the new stipend “would not cover a lot.” 

N.J. to propose $10K annual stipend for families taking care of developmentally disabled adults

By Susan K. Livio

The Star-Ledger 

March 20, 2011 

TRENTON — The state is about to propose a solution to one of its most troubling social services dilemmas — the backlog of thousands of developmentally disabled adults waiting for as long as 10 years to get admission to group homes.

Under the plan, families would receive an annual stipend of at least $10,000 to take care of their disabled children on their own, alleviating some of the hardships for parents whose children have grown into adults with little prospect of a place in the state group home system.

The details of the plan come from state human services officials who have recently been briefing families on what to expect in the coming months. New Jersey will have to get federal approval and financial help to make the proposal work.

Adopting the new system amounts to a blunt admission that the state may never be able to fulfill a promise lawmakers and officials made a dozen years ago that the state would provide enough housing to whittle down a waiting list that consistently tops 8,000. That promise was supposed to be fulfilled in 2008, but the waiting list doubled. 

Many families say they are buoyed that the state is finally addressing a problem that has only worsened each year.

"This is huge," said Lowell Ayre, executive director of the Alliance for the Betterment of Citizens With Disabilities, an advocacy organization for group home providers. "We’ve been waiting for this for 10 years."

Christie administration officials say the state would still try to build group housing for the developmentally disabled, but the payment would help families acquire services such as part-time aides, pay for summer camp or buy vehicles with wheelchair access. Families could also pool their funds to set up housing arrangements on their own rather than wait for a state-sponsored group home to open. 

There are 8,840 people with developmental disabilities in 2,200 state-licensed homes, according to the state. About 8,000 more are on a waiting list to get into group homes or receive services designed to meet their needs. Because of budget cuts, in some years 100 people on the list have moved into homes.

Many families abandoned hope long ago that their children would ever move into a group home, which state officials say cost about $120,000 each year to operate. As a result, few are being built or rehabbed and the waiting list just gets longer.

The stipends given to families under the new plan would not mean the waiting list will go away, and families can still remain on the list, human services officials say.

"This is going to give people hope," said Nancy Delaney of Convent Station, a critic of the current system and the mother of a 46-year-old son who saw the futility of putting their name on the list and bought a home in Whippany with four other families.

The state must first get approval from the federal government, which provides the Medicaid funds earmarked for people with developmental disabilities. State officials say they will seek federal permission to provide families an annual stipend of $10,000 to $15,000 — the exact amount has yet to be determined — to get whatever they need to help their child live more comfortably at home. Families will not actually receive any money but will be able to use the stipend on equipment and/or services authorized by the state. That would be in addition to $22,000 a person the state already spends on daily vocational and recreational programs. 

The new plan would bring in more federal dollars — about $45 million in Medicaid matching funds that could be used to buttress the payments to families without having to increase spending by the state, said Pam Ronan, spokeswoman for the Department of Human Services, citing early estimates.

Delaney said she and other parents were relieved the state was willing to try a different approach. 

"On the one hand, it’s discouraging to know the state is not putting together many group homes; they don’t have the money," she said. "On the other hand, I feel very upbeat. Giving people $15,000 is a good beginning."

Delaney said she hopes the money allows other families to provide the kind of housing her family has, describing a warm and supportive atmosphere in the home her son, Bob, shares with one man and three women.

"If you were to see them out in public, you would immediately see them as a family," she said. "If they go to a dance or dinner, they make sure the other one has a seat at the table. In the house, they will bring a cup of tea to each other."

Parents and advocates for the disabled have long pleaded for more supervised housing to enable people with autism and other developmental disabilities to live more independent lives. Parents and extended families are often the main caregivers until they grow old or infirm as their children languish on the list.

State officials said that with this new approach, they expect the wait to shrink over time, because three-quarters of the families on the list have told them that they would rather receive state assistance and take care of their child at home.

"Our goal is to not have a waiting list," Apgar told parents at a meeting in Morris Township. "For many people, the waiting list is not a great policy. Who wants to be number 4,000?"

Mike Brill of Howell, chairman of the New Jersey Family Support Planning Council, a family advocacy group, said he supported the new plan but noted it was just "an incremental improvement" over what we have today. 

His son Marc, 37, was on the waiting list for 19 years and only recently started receiving work and recreational services from the state.

The new stipend "would not cover a lot," said Brill. 

Some supporters of the plan also expressed concern the state will use the extra money it gets from the federal government to plug its huge budget shortfall. The state routinely transfers federal Medicaid money into the general fund, which pays for various state services from education to transportation programs. 

"The big issue for us has been that all of the money from the waiver has to reinvested back into family supports, or it will fail," Arye said.

Bonnie Brien of Hillsborough, caregiver to her 25-year-old daughter, Rachel, and coordinator for the Family Support Coalition of New Jersey, is circulating a petition that more than 2,500 people have signed urging the state to use all of the new federal proceeds to expand the program.

Brien’s daughter has cerebral palsy and suffers from daily seizures. She needs help bathing, dressing and feeding herself. 

"Every family needs helps," Brien said. "You really feel like you are an island at times. You become so isolated."

GAINING OPTIONS

Brien is encouraged the plan would give families many options: "This puts money in the hands of the family to use it in the most meaningful way. Each family knows what’s best for them." 

Dinah Fox of Madison, whose 22-year-old daughter, Robin, has autism, said she was gratified the state "was starting to address the problem in an efficient, constructive and positive way."

"Since Robin was probably 8 or 9 years old, I have lost sleep over what will be her future," Fox said. 

Weary at the prospect of waiting years for assistance, Fox said she and her husband leased a condominium six months ago, and the state pays for around-the-clock care. Fox said many families may not be able to afford to do this, and the cash would help. "I am hoping this is a watershed," she said.

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

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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