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REMINDERS

1. PICTURES NEEDED FOR VOR WEBSITE

2. REQUEST AN APPOINTMENT WITH YOUR U.S. REPRESENTATIVE NEAR YOUR HOME
COPY THIS!
3. VOR’s MN STATE COORDINATOR REACHES OUT TO PRIVATE ICFs/MR

STATE NEWS

4. NEW: VOR website features State News supplement to the Spring 2009 issue of The Voice.

5. CALIFORNIA: After more than 120 years, Agnews is closing this week
==================================================================

REMINDERS

-----------------------------------------------------------------------
1. PICTURES NEEDED FOR VOR WEBSITE

-----------------------------------------------------------------------
Many VOR members have responded. Thank You!

Pictures are still needed. Send your photos to Tamie at Tamie327@hotmail.com
----------------------------------------------------------------------------------------------------------------------
2. SUPPORT FOR H.R. 1255: REQUEST AN APPOINTMENT WITH YOUR U.S. REPRESENTATIVE NEAR YOUR HOME

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

Help residents of Medicaid facilities (ICFs/MR) and their legal guardians secure fundamental rights before federally funded class action lawsuits challenging residential choice are filed. Help get H.R. 1255 PASSED!
Personal visits are by far the easiest way to secure support for H.R. 1255. Congress will be working in their district offices April 6 – 17. To identify your U.S. Representative and/or find phone numbers and addresses for his/her office near you, visit http://www.congress.org. At the top right of the screen enter your zip code. You can also call the capitol switchboard, 202-224-3121, ask for your U.S. Representative. 
For template messages visit http://www.vor.net/HR1255Alert.htm. Contact Tamie for additional position papers and handouts for your meeting: Tamie327@hotmail.com; 605-399-1624.

In all your communications, don’t forget “the ask”: COSPONSOR H.R. 1255. Since last week’s report we are up from 17 to now 20. Joining the bill as cosponsors this week are Rep. Pete Stark (D-CA), Rep. Charles Boustany (R-LA), and Rep. Charles Gonzales (D-TX).
We need your help to keep the momentum going! THANK YOU!!
-------------------------------------------------------------------------------------------------------------------

3. COPY THIS! VOR’s MN STATE COORDINATOR REACHES OUT TO PRIVATE ICFs/MR

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

VOR’s Minnesota State Coordinator, Alfred Wolfgram, is reaching out to all private ICFs/MR in his state to share advocacy and membership information about VOR to these providers. We are hopeful that by reaching ICFs/MR providers with VOR’s information, that we will also find opportunity to reach the families associated with these private facilities. 

If you would like to pursue something similar on behalf of VOR in your state, contact Julie Huso, VOR’s Director of Resource Development for more information. husoj@sio.midco.com; 605-370-4652. 

THANK YOU IN ADVANCE FOR HELPING VOR INCREASE ITS MEMBERSHIP. NUMBERS COUNT!!!

STATE NEWS

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

4. NEW: VOR website features State News supplement to The Voice
------------------------------------------------------------------------------------------------------

A “State News” supplement to the Spring 2009 issue of VOR’s newsletter, The Voice, is now available at: 
http://www.vor.net/StateNewsSpring09.htm
----------------------------------------------------------------------------------------------------------
5. CALIFORNIA: After more than 120 years, Agnews is closing this week

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

Note: Although the facility will continue to provide some outpatient medical services for individuals who have been transferred to community homes, it will be the first time since 1926 that no clients have lived on the 80-acre Zanker Road Campus. (The “West Campus” of Agnews closed in 1998 and was sold to Sun Microsystems.)
After more than 120 years, Agnews is closing this week

by Linda Goldston, San Jose Mercury News 

Wed, Mar 25, 2009
After sitting outside with her son so he could feel the wind in his hair, Gail Bowen finished packing his toys and clothes, then leaned over to tell him the news. 
"Michael, this is the last time you'll be here, son," she said last week in the hallway of Agnews Developmental Center, where 32-year-old Michael Kauss, who is severely mentally retarded, has lived for the past 22 years. "You're going to a new home." 
Just over 120 years after it accepted its first patients, the sprawling facility that once cared for 800 developmentally disabled residents — and earlier for the mentally ill — is finally entering its final chapter. Agnews is expected to close by the end of the week. 
The closing comes after the state changed its vision over the decades of how to care for the developmentally disabled, from large centralized centers to smaller homes within neighborhoods. Agnews' last resident will leave by Friday. 
"It is a landmark event from a number of perspectives," said Julia Mullen, deputy director of the Community Services and Supports Division of the state Department of Developmental Services. 
Earlier deadlines to close the sprawling facility were pushed back as plans for some of the state's most vulnerable residents were strengthened. Agnews was part of a statewide system of centers that had long served the mentally ill and made a transition in the 1960s to serving the developmentally disabled. Agnews has 46 buildings covering more than 671,000 square feet of space. 
After a state law was passed to place developmentally disabled in the least restrictive housing, residents began to be relocated to community homes. 
Agnews' closing will leave four remaining centers, including one in Sonoma. The future of the 81 acres at Agnews, located at the north edge of San Jose, is undecided, though the state Department of General Services will take over the property. For a time, an outpatient clinic will remain open to provide medical and dental care for the former residents during the transition to private care. 
About 150 remaining staff members will be let go on Friday and an additional 50-60 will stay to help run the clinic and maintain the grounds and buildings. Once as bustling as a small city, with live concerts on the lawn and visits from Santa Claus in a helicopter, Agnews already has the feeling of a giant quiet zone. But everything on the campus, every building, every area, "has many memories," said Kathleen Lee, director of volunteer services for 20 years and now part of the transition team. 
Some parents were glad to see their loved ones moved into the community. "Initially, I was very upset," said Joanie Pepper, whose 51-year-old son was born with severe brain damage and lived at Agnews for 30 years. With the severity of her son's disabilities, "having him in a developmental center was a real safety zone," she said. "All of the medical care was provided right there." 
But it's been 16 months since her son was moved to "a lovely home in Morgan Hill," she said, and he is doing well. 
Despite "bumps in the road, I have to give a lot of kudos to the San Andreas Regional Center and the Department of Developmental Services. Everyone in that home has blossomed." 
Other families, including Bowen and Kauss, fear the state's budget problems will lead to cuts in service down the road. They also worry their loved ones will not receive the same level of care in the community they had at Agnews. 
Slow exodus 
Since July 2004, 340 people have moved from Agnews to other settings, including 16 transferred to other centers, said Harold Pitchford, executive director of Agnews. 
Nine former residents who moved to the community since 2004 have died. One resulted in a home being cited, according to the state Department of Developmental Services. During the same time there were 40 deaths at Agnews.

"The move into the community has been a very positive experience for the majority of clients," said Brian Boxall, president of the Association for the Mentally Retarded at Agnews, a parents and family advocacy group for the residents. "But it's also been a negative experience for a minority of the clients." 
Boxall's brother has severe autism with equally severe behavior problems and lived at Agnews for 81/2 years before being moved to a community-based home in November. 
"We were very happy about the care he received at Agnews," Boxall said. "Let's have the same conversation five years from now, and hopefully we will still be pleased then." 
State officials said residents have been moved on a person-by-person basis. The medically fragile were moved last. An administrative law judge ruled that Sonoma was the best "least restrictive" place for Michael Kauss, but stipulated that a Superior Court judge had to approve the transfer. But that judge placed Kauss into a community-based home. 
Against his parents' wishes, Kauss was moved Friday to a new privately run community-based home in San Jose. It is one of dozens in the Bay Area designed for former medically fragile residents of Agnews. 

Michael Kauss, for instance, has profound mental retardation, an IQ of 10. He cannot see, walk or talk. He has a feeding tube in his intestines, severe scoliosis, deformed hips and pelvis, and suffers seizures, among numerous other medical conditions. He requires 24-hour nursing care. 
James Kauss said his son has lived far longer than expected because of the good care he received at Agnews, in addition to that care being monitored closely by Bowen and their daughter, Kim. 
At Agnews, Michael Kauss had "not a normal life but a relatively happy life,'' his father said. 

"He likes being talked to and touched. He does holler out, but it's not words. He seems to recognize certain people," and he loves the wind blowing through his hair. 
As Michael Kauss adjusts to his new home, Bowen said, "all I can do is say a prayer." Before he was born, "I decided to name him Michael after the archangel. I knew he was going to make it." 

---------------------------------------------------------------------------------------------------------------------
Tamie Hopp

VOR MEMBERSHIP/CONTRIBUTION FORM
THANK YOU FOR YOUR SUPPORT!

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 (Voice of the Retarded)
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

Card Number: ___________________________________

Expiration Date: __________________________________

Cardholder's Signature: ___________________________

======================================================
1

