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1. Action Needed in support of H.R. 2032
-----------------------------------------------------------
Earlier in June, VOR distributed an Action Alert asking you to contact your U.S. Representative to ask him/her to COSPONSOR H.R. 2023. An updated Action Alert is now available on VOR’s website. See, http://vor.net/legislative-voice/action-alerts. 

H.R. 2032 is a bill to protect the rights of residents of Medicaid facilities for persons with intellectual disabilities, and their families, by restoring primary decision making authority in federally funded class action lawsuits and DOJ actions that threaten residential choice. No one wins when families and guardians are left out of the loop; everyone does when they are included.

Please do your part. Every call, e-mail, fax and letter makes a difference!  ACT NOW!

-------------------------------------------------------------------------------------------------
2. Surplus VOR newsletters. Great handouts for your next family association meeting!
-------------------------------------------------------------------------------------------------

VOR still has extra copies of the Spring 2010 edition of The Voice, VOR’s print newsletter. VOR’s print newsletter is greatly appreciated by VOR members who received the newsletter three times each year. As a benefit only provide to current VOR members, this is a great opportunity to share one of VOR’s tangible membership benefits directly with families who may be considering becoming a VOR member. 

The surplus is due to a printer error, so there is no cost for these newsletters. If you would like some of these newsletters to handout at your next meeting, just contact Tamie at thopp@vor.net or at 877-399-4867 (toll free). 

Legal News
---------------------------------------------------------------------------------------------------

3. Victory for choice: Federal Judge Dismisses DOJ Claims in Federal Case (Arkansas)
---------------------------------------------------------------------------------------------------

For full court decision see, http://vor.net/get-help/legal-resources
Background

In an 85-page ruling, Chief U.S. District Judge J. Leon Holmes dismissed a U.S. Department of Justice (DOJ) case finding that the DOJ failed to prove its claims that the Conway Human Development Center violated its residents’ rights under the U.S. Constitution by providing substandard care, as well as under the Americans with Disabilities Act (ADA) (community integration). Judge Holmes questioned the authority, expertise and methods of several expert witnesses used to support DOJ’s arguments. He extensively cited testimony of residents’ parents and guardians who he noted were “overwhelmingly satisfied” with the treatment the residents receive at Conway and “believe that the Center is the least restrictive, most integrated placement appropriate for their children and wards.”  (U.S. v. Arkansas, p. 8)

Family / Guardian Decisionmaking

“Most lawsuits are brought by persons who believe their rights have been violated. Not this one . . . All or nearly all of those residents have parents or guardians who have the power to assert the legal rights of their children or wards. Those parents and guardians, so far as the record shows, oppose the claims of the United States. Thus, the United States [Department of Justice] is in the odd position of asserting that certain persons’ rights have been and are being violated while those persons – through their parents and guardians disagree.”  (Id., p. 1). 

Defining Integration

“’Community placement’ is a term that implies a more integrated, less restrictive setting than does the term “institution,” but it does not follow from the use of these terms that a resident automatically will have a greater degree of interaction in community placement, i.e., with a waiver provider, than in an institution such as Conway Human Development Center.  The evidence establishes that residents of Conway Human Development Center do interact with nondisabled persons – the Center is not a prison with inmates barred from interaction with the outside world; and conversely, the evidence establishes that placement with a waiver provider does not guarantee any amount of interaction with nondisabled persons.” (Id., p. 61; see also, p. 81, citing Olmstead, “[DOJ] Failed to prove that Conway Human Development Center is not the most integrated setting appropriate to the needs of any specific resident.”)
The “oddity” of a federal agency suing itself 

[DOJ cases = DOJ v. HHS (CMS); compare to, P&A cases = HHS (ADD) v. HHS (CMS)].

“It is another oddity of this case that the institution at issue is funded and regulated by one department  of the executive branch of the federal government while another department of the executive branch contends that its conditions are so deplorable as to violate rights guaranteed to the institution’s residents by the United States Constitution. More pointedly, the United States simultaneously funds Conway Developmental Center, certifies it as eligible for those federal funds, and contends that the conditions there are so deplorable as to be unconstitutional.” [Id., p. 4 (fn 2)].

Compare to H.R. 2032

Just as the federal judge in the Conway case recognized, families and guardians are a necessary and important voice in matters impacting their family members with significant intellectual and developmental disabilities, including where they receive services and the quality of those services (see also, DD Act and Olmstead).  

H.R. 2032 aims to restore individual and family decisionmaking in federally funded class action lawsuits and DOJ actions. Specifically, H.R. 2032 provides that residents of ICFs/MR, or where appointed, their legal guardians, receive notice of a federally-funded class action lawsuit involving the ICF/MR before it is filed, and be given a time limited opportunity to opt out.  H.R. 2032 also requires that DOJ consult with families as part of any action, and if a lawsuit is filed provides residents of the affected ICF/MR or where appointed, their legal guardians, a right of intervention. The Conway case helps demonstrates both the value of family/guardian input and DOJ’s history of excluding their input. Similar examples include cases in Virginia, Georgia, Illinois and Tennessee.  

-------------------------------------------------------------------------------------
4. Massachusetts: Judge nixes transfer of Fernald resident

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

Waltham News Tribune

June 17, 2011

A state administrative judge decided against the proposed transfer of one Fernald Developmental Center resident from the Developmental Center.

The magistrate, Kenneth J. Forton, said in his ruling on June 9 that the resident’s transfer from the Trapelo Road center would not improve his quality of life or the services he receives.

The state is trying to transfer the last 14 residents at Fernald, including 58-year-old Daniel O., in order to close the center for good. Daniel’s last name has not been disclosed due to medical privacy law.

Guardians of the final 14 have appealed the transfers of their wards through the state Division of Administrative Law Appeals.

Attorney Stephen Sheehy, who is representing these residents in the appeals process, said five of the appeals have been decided in favor of the Department of Developmental Services’ plan to move the residents. This is the first decision to swing in the favor of keeping a resident at Fernald.

The decision in favor of this particular resident is “quite fact-specific,” Sheehy told the Waltham News Tribune on Wednesday, June 15.

Forton said the living options proposed for Daniel O. would not improve his life. Daniel has a moderate intellectual disability, bipolar and depressive disorders and pica, which gives him the strong urge to consume liquids, according to court documents.

One of the proposed living arrangements for Daniel was for him to live with a roommate. Sheehy said Daniel’s needs require him to have his own bedroom.

 “We said, ‘That’s a terrible idea,’ ” Sheehy said. “Danny tends to be very passive and has a real fear that he might be injured by a more aggressive roommate. He doesn’t know how to protect himself.”

The other option for Daniel would be to have his own room in another apartment, but he would be living with only blind people, some of whom are also deaf, and whose cognitive functions are at a lower level than his.

DDS proposed that Daniel could sleep in the apartment with the blind residents and then spend the day in another place in order to get appropriate interaction with other residents.

“That made absolutely no sense,” Sheehy said. “All of his stuff would be somewhere else all day.”

Forton said in his decision, “Daniel’s living among peers of such dissimilar intellectual and physical abilities is not in his best interest.”

Sheehy said another concern is that Daniel’s brothers, who live in Marblehead and Peabody, are able to visit him once a week at Fernald, but the proposed move, much farther away, would make those visits more difficult.

The brothers like to take Daniel to the same place, Watertown’s Arsenal Mall, when they visit him, Sheehy said. When they take him to the mall, they follow a very specific pattern, eating first at Burger King and then at Dunkin’ Donuts. Then they walk around Marshall’s, Sheehy said.

“Danny is very set in his ways,” Sheehy said. “But this is something Danny likes and is very comfortable with.”

Forton said in his decision that the move is a “forced change to Daniel’s routine to which he would not easily adjust.”

Sheehy said there is no easy way to tell what conclusions a magistrate might make regarding any of these cases.

Sheehy said he is filing appeals in Superior Court for the five decisions preceding Daniel’s.

This decision not to transfer Daniel could slow Fernald’s closure, Sheehy said. Right now, remaining at Fernald, is Daniel’s only option. Sheehy said if there is an alternative to Fernald that would result in better services and quality of life, then he would be in favor of a transfer.

“In the meantime, he is not going anywhere,” Sheehy said.

Sheehy said in a Massachusetts Coalition of Families and Advocates (COFAR) press release that it’s not the guardians’ intent to delay the closure of Fernald, but to make sure that their wards are placed in appropriate living environments.

“If that happens to be Fernald, great. If not, that’s great as well,” he said in the press release.

Sheehy told COFAR that he would like to work with the administration to establish a more cost-effective housing arrangement at Fernald while residents continue to live there, but DDS has not express an interest.

“DDS is in the process of reviewing this administrative decision which is specific to one particular individual. DDS continues to be committed to addressing the needs of all remaining Fernald residents, in both their current and future settings,” Executive Office of Health and Human Services spokeswoman Paulette Song said in an email to the Waltham News Tribune.

“My job is not to keep Fernald open or to close it,” Sheehy said. “My job is to make sure my residents, wherever they are living, (it) represents an improvement.”

State News

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

5. Oregon lawmaker says bill could erase mandatory criminal background checks for those who work with seniors, other vulnerable citizens

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

Thursday, June 16, 2011
By Michelle Cole

The Oregonian
SALEM -- A bill that is one floor vote away from the governor's desk may open the door for convicted criminals to be hired as caregivers for seniors and other vulnerable Oregonians. 

Advocates for seniors and people with disabilities and even a member of the Legislature's legal team agree that the bill is vaguely drafted and may erase a requirement for mandatory background checks for more than 15,000 in-home care workers. 

But as the 2011 session races to a close, the bill's supporters say there's not enough time for a fix. The House is scheduled to cast its final vote today. 

"Some of the most vulnerable people in this state are losing out to politics," says Rep. Sara Gelser, a Democrat from Corvallis who has been pushing for changes. 

Gelser, one of the Legislature's most outspoken advocates for people with disabilities, has a stake in the outcome. 

House Bill 2650 originated as a fix to a law Gelser sponsored in 2009 requiring mandatory background checks for those hired and paid with public dollars to care for children, seniors or Oregonians with other physical or mental health issues. 

That law followed a 2007 investigation by The Oregonian that found more than 2,000 disabled adults in group and foster homes had been victimized by their aides since 2000. 

Since the law took effect, the Oregon Department of Human Services has conducted about 6,000 background checks each month. In the first five months of this year, agency officials said the checks found more than 200 people applying for care-giving jobs who had disqualifying criminal convictions. 

At the same time, the law had an unintended consequence because it also disqualified many alcohol and drug counselors with past convictions from publicly funded work. 

"About 40 percent of Oregon's certified alcohol and drug counselors are recovering from addictions themselves," says Eric Martin, executive director of the Addiction Counselor Certification Board of Oregon. "We had counselors who were working in the alcohol and drug treatment field for 10, 20, and 30 years and, all of a sudden, they were losing their jobs." 

During the February special session last year, the Legislature passed a bill easing the rules for alcohol and drug counselors. But that law is set to expire on June 30. 

HB 2650 would permanently change the law for mental health workers and substance abuse counselors. 

Proponents have pushed hard for the change, including the Service Employees International Union, Local 503, which represents thousands of counselors and caregivers statewide. 

"We're running out of time," said Meghan Moyer, an SEIU lobbyist. 

Gelser says she has no problem easing the requirements for alcohol and drug counselors, who would still be disqualified if background checks turned up convictions of violent crimes such as murder or rape. 

But she does have a problem with changes that appear to affect a group of workers hired to care for seniors and others in their homes. 

Late last week she received an opinion from legislative counsel finding that the changes could mean thousands of caregivers may no longer be subject to background checks or be disqualified for work because of their criminal histories. 

That prompted a memo Wednesday from the director of the Department of Human Services promising her staff would continue the current criminal records checks regardless. But she added the agency "would not object to any clarifying amendments." 

Gelser has a one-page amendment drafted that the legislative counsel says would clarify the law. So far, she has had no luck getting it into the bill. 

"I think the intent and the language are already clear," says Sen. Diane Rosenbaum, a Portland Democrat who refused the amendment last week in the Rules Committee. 

Now the bill is back in the House. Rep. Andy Olson, a Republican from Albany and a chief sponsor of the bill, says he doesn't see any need for changes at this point. 

Advocates who work on behalf of people with disabilities are asking why there's such a rush. 

"We're not understanding why it's such a big deal to make the change," says Kathryn Weit, interim director for the Oregon Council on Developmental Disabilities. 

Bob Joondeph, executive director for Disability Rights Oregon, said he sees the need for the bill. 

"But because it affects people's safety," he says, "it is important to get it right." 

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

6. Florida: 32 acres acquired for Jacksonville community for special-needs adults / Land approved for planned living for adults with special needs

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

May 12, 2011

By Deirdre Conner 

The Florida Times-Union

After years of discussion and planning, a proposal for a 32-acre community for people with developmental disabilities is moving forward.

An initiative of The Arc Jacksonville, The Hodges Community would include independent and semi-independent living, as well as recreational and transportation opportunities and a community center. It is set to break ground in 2013 and would take five to 10 years to build.

The property is located near Beach and Hodges boulevards, on a parcel behind the SuperTarget. The land was donated to the state in 1969 by a group of families who mandated that it go to help people with developmental disabilities. It currently houses a local office of the state Agency for Persons with Disabilities.

Jim Whittaker, executive director of The Arc Jacksonville, said the project would get a boost when a 99-year lease with his organization was approved by the state in December.

Plans for the community will include different types of housing, including condominiums, apartments and houses and a few small group homes. Families will be able to choose from a "menu" of options depending on the person's need.

"It would be similar to what you'd refer to as a senior community, but instead for people with intellectual and developmental disabilities," said Whittaker.

'Definitely a need'

As it moves closer to reality, the project is igniting debate among parents: Some see it as a godsend, while others worry it is an unwitting step back toward segregating people with disabilities.

Melanie Coughlin, an Orange Park resident, said her adult children were thrilled when she told them about the possibility. She worries about what will happen to Adam, who has cerebral palsy, and Angela, who has Prader-Willi syndrome, when she is no longer able to care for them.

"There's definitely a need in the community for it," Coughlin said.

She said she liked the idea that Angela and Adam would be able to remain close to one another, but with the help they need to be safe.

"Angela's big goal in life is to have her own apartment," she said. But because of her condition, she needs specific supports. "That's not going to be possible unless it's in a planned community."

She said she understands concerns about segregating people with disabilities but thinks they are just as isolated in an apartment where no one engages them.

'Backward move'

But Lee Henderson disagrees. Henderson, whose 22-year-old son has Down syndrome, said that such planned communities go against all of the changes that have made society more inclusive of people with disabilities.

"This is an absolute backward move," he said.

Henderson is also president of Henderson Haven, a nonprofit he started with his wife, Sherri, to provide services and advocacy for people with developmental disabilities.

"This is nothing more than just another form of accepted segregation for this population," he wrote in an open letter from the organization in response to the plans for the communities. He said he fears the plan is "nothing more than a state institution."

Henderson believes that full community inclusion should be the goal - and that it is possible with the right supports.

'Visionary stage'

Whittaker said that what makes this community different is its location near transportation and recreational activities.

"Even though we have a number of people who have been successful in having their own apartment and job, they're very isolated," he said. "They don't drive, so transportation is an issue, keeps them from going out and socializing."

Whittaker said the goal is also for the development to have amenities that will bring the wider community in on a regular basis. Nothing has been set, but officials imagine something like a YMCA or city soccer fields being set on the property.

"All that's in the visionary stage," he said.

The design phase of the project is only in its infancy, and no price tag has been set. But it will be funded in part by a capital campaign, as well as the sale of homes to families and subsidized housing grants. Whittaker said that ensuring affordable housing in the community will be a priority.

FOR SIBLINGS
---------------------------------------------------------------------------------------------

7. Webinar sponsored by AutismNOW: The Importance of Sibling Perspectives and Experiences

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

VOR Disclaimer: This webinar is sponsored by AutismNOW. The opinions expressed in this webinar by AutismNOW representatives, speakers or guests do not necessarily reflect the views of VOR and may at times be inconsistent with VOR’s long standing perspective. For interested siblings, however, and even their parents, this could be an helpful exchange of information. Furthermore, to the extent that there is opportunity for input, this could prove to be a good opportunity for VOR siblings to share their perspective. 
Webinar: The Importance of Sibling Perspectives and Experiences

Sponsored by AutismNOW

Tuesday, July 5, 2-3 pm Eastern

Register Here:  https://cc.readytalk.com/r/jjgr2fc6ozmv
==================================================================

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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