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1. Murdoch Center director recognized for excellence in providing autism services

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

Summary: The following article features news of the Murdoch Center, a state operated ICFs/MR receiving an award from the University of NC School of Medicine for excellence in providing autism services.  Readers may recall the article about the book, “The Boy Who Loved Tornados,” in a past issue of the VOR Weekly E-Mail Update. “The Boy Who Loved Tornados” is a mother’s account of her autistic son’s descent into a troubling psychosis beginning at age 15. After much anguish and searching for a program that could help her son, Chase, Murdoch Center provided help and a home. Outreach Magazine, published by the California Association of Psychiatric Technicians, recently shared a Q&A with Randi Davenport, Chase’s mom, and featured her book. To read the article, visit, http://www.psychtechs.net/dl.cgi/1278603658_23231.f_idx_pdf.pdf/JuneJuly10.pdf (see page 23). 

EmployeeUPDATE

North Carolina Department of Health and Human Services

June 2010 Edition

By Mark VanSciver, DHHS Public Affairs

Reprinted with permission

Aleck Myers, director of Murdoch Development Center in Butner, N.C., received the 2010 Treatment and Education of Autistic and related Communication-handicapped Children (TEACCH) award from the University of North Carolina School of Medicine for excellence in providing autism services. 

He was honored at a program held May 20 at the Friday Center in Chapel Hill at the TEACCH Center’s annual conference.

“I accept this award, not on my behalf, but on behalf of my colleagues and coworkers at Murdoch Developmental Center,” Myers said.  “This is not the recognition of an individual, but of a dream that all of us at Murdoch have collectively worked toward – developing programs that can and do make a difference in the lives of children and young adults with behavioral challenges. It is to the staff and volunteers and the families that I dedicate and accept this award.”

Murdoch Center was recognized for four of its special autism programs developed over the past 15 years in partnership with the N.C. Division of Mental Health, Developmental Disabilities and Substance Abuse Services programs, The Autism Society of North Carolina, and the TEACCH Program within the University of North Carolina at Chapel Hill. The four programs are:

· PATH (Partners in Autism Treatment and Habilitation) – a two-year residential program for children with autism age 6-16 with extreme behavioral challenges.

· STARS (Specialized Treatment of Adolescents in a Residential Setting) – a one-year residential program for adolescents ages 13-17 with developmental disabilities and mental illness and who also exhibit extreme behavioral challenges.

· BART (Behaviorally Advanced Residential Treatment) – an open ended residential program for young adult males who exhibit extreme behavioral challenges.

· TRACK (Therapeutic Respite Addressing Crisis in Kids) – a three- to 45-day respite program for 5-17-year-old children and adolescents who are in a behavioral crisis. The intent is to provide an alternative for families or guardians with children in behavioral crisis and to keep these children from being housed in emergency rooms or psychiatric hospitals.

The award was presented by Mary Van Bourgondien, director of the Raleigh TEACCH Center and a professor at UNC, who cited Myers and his staff for serving severely challenged autistic children and adults with individualized behavioral interventions and programs which have both improved the quality of their lives and improved their ability to participate more in their communities.

“At a time when so much of the field is focusing on the most able individuals with autism, we appreciate the respect and compassion exhibited by Dr. Myers and the Murdoch staff members as they work to improve the lives of those children with severe behavioral difficulties and their families,” she said.

------------------------------------------------------------------------------
2. After moves and deaths at BSDC, no lessons learned

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

Summary:  18 months ago the State of Nebraska move 47 “medically fragile” resident from Beatrice State Developmental Center with virtually no warning and no plan. Since then 12 of these residents have died. Yet, state officials still claim to have learned nothing from this tragic experience.  VOR is quoted in this compelling article.

By NATE JENKINS 

The Associated Press

Sunday, July 11, 2010
LINCOLN -- Medical reviews that could have shed light on potential dangers of moving developmentally disabled people from a state institution haven't been conducted as state officials said they would. And a committee has been slow to review the deaths of some of those patients as required by the federal government.

All told, state officials -- including Nebraska's chief medical officer -- say they haven't learned anything from what death rates, experts, and parents of developmentally disabled people who have died indicate was a disastrous decision to force 47 people from the Beatrice State Developmental Center 1½ years ago.

Death rates calculated and reviewed by The Associated Press also show that previous moves may have exacted a toll on former residents of the center, most with severe mental retardation.

"I don't know if there's anything I've learned from that particularly," Dr. Joann Schaefer, the state's chief medical officer, said recently of moving 47 people from the center in 2009. Schaefer ordered the move following a couple deaths at the troubled center that she said showed the facility had turned too dangerous for medically fragile residents.

The lack of lessons-learned exists at the same time officials continue to urge people with severe mental retardation to leave BSDC.

"Some of what happened to them should never happen to anyone, and we should learn from that," advocate Margaret Huss said when told the state hasn't done reviews of the cases and has been slow to do others required by an agreement with the federal government. Huss is on the board of the Mental Retardation Association of Nebraska and warned in a letter to state officials shortly after the 47 medically fragile residents were moved in February 2009 that the sudden move could have "catastrophic results."

"I think the numbers speak for themselves...there was little planning, and decisions made by people with little or no experience with these people," said Huss, whose brother lives at BSDC.

Under an agreement with the federal government, the state had to form a special committee to help identify and promptly resolve preventable causes of death by reviewing deaths of BSDC clients, including the medically fragile removed from BSDC in early 2009.

But to date, the committee has reviewed just three of the 12 deaths of medically fragile former residents who were moved and less a dozen other deaths of BSDC clients since 2007. An expert appointed to review progress at BSDC said it took nearly a year after some deaths before reports were finalized.

"Such lapses in time have the potential to render the information useless," said Maria Laurence, the expert appointed to monitor the state's progress in meeting the terms of a 2008 settlement with the U.S. Department of Justice over poor conditions at BSDC, in a June report.

Jodi Fenner, the state's developmental disabilities director, said a second committee of medical professionals has been formed to review deaths, which could increase its work production.

Also incomplete is a review that Schaefer said a year ago two nurses with no connection to BSDC would do.

Schaefer said at the time that part of the job of the nurses would be to review how the conditions of the medically fragile she forced to leave BSDC were managed after they left. The intent of the review, she said, was not to determine whether the move affected their health conditions.

Schaefer said she decided later not to have the reviews done because they would have been redundant. She said she was getting regular information she was satisfied with from state staff.

An official at a national advocacy group sharply criticized Nebraska's handling of the move of the medically fragile and apparent lack of knowledge about the potential problems associated with transitions.

It is widely known in the field of treatment for developmental disabilities that moves can cause what is known as "transfer trauma," causing serious health conditions and increasing the chances of death, said Tamie Hopp, a director at Voices of the Retarded, a national advocacy group that has monitored the issue in Nebraska.

"It was a cure worse than the problem," Hopp said of the transfer. "That's borne out by the high number of mortalities."

Among them was Brady Kruse, who died in November, nine months after he was moved from BSDC along with 46 others. His father, Terry Kruse, said his son got good care at the Lincoln hospital he was sent to after leaving BSDC but while there, became unresponsive and unconscious on three occasions - something he said never happened during Brady Kruse's more than 30 years at BSDC.

Two weeks after moving to a small facility in Omaha that Kruse said provided good care to his son and that was intended to be his permanent home, he died.

Kruse is convinced the moves led to medical problems and that his son never recovered from the initial move.

"You think 12 out of 47 dying is just a fluke?", said Kruse, who's trying to contact other parents of the medically fragile and has lobbied lawmakers hard to help developmentally disabled people waiting for services

"It's not a coincidence, give me a break," he said.

An Associated Press review of deaths of BSDC residents and former residents shows that the move of the medically fragile in February 2009 and moves that occurred the year before may have had severe consequences:

* The death rate among the group of 47 medically fragile -- 12 who died within a year of the move -- was more than nine times higher than the death rate among all BSDC residents both in 2008, when medically fragile people still lived at BSDC, and 2009. In 2008 when the medically fragile still resided at the center, just seven of BSDC's 267 residents died, compared to 12 of the 47 medically fragile who died within a year of being moved in early 2009.

* The death rate among residents moved out of the center in 2008 before the order to remove the medically fragile was more than five times higher than the rate at BSDC that same year. In 2008, when seven of BSDC's 267 residents died, 74 others were discharged from the institution. Eleven of those died within a year of being moved. That is just two fewer deaths than occurred in all of 2007 at the center, when there were nearly 340 residents.

Schaefer and Fenner questioned the AP's comparison of the mortality rate of people moved in 2008 to residents who stayed at the center.

Fenner said more of those people may have died simply because they were elderly.

Schaefer said the death rate of those who were moved may have been higher because they were mortally ill and were moved to hospice care during what parents or guardians knew were the last days of their lives.

Fenner, however, acknowledged just one person has been discharged from BSDC the past few years to be placed in hospice.

They said comparisons of mortality rates can't be done without more information and a scientific study.

Asked if deaths of the medically fragile offered any lessons about possible effects of transferring people with developmental disabilities, Fenner said: "Not that I'm personally aware of."

Schaefer said she'll never know if the moves she ordered in 2009 caused deaths, but that she believes transitions can cause stress.

"So one can further make the leap that if they were already medically stressed, you know, it doesn't take much to make a connection," she said. "How much of a connection was there? We'll never know."

Schaefer said she'd make the same decision again. More of the medically fragile may have died had they stayed at BSDC, and the conditions surrounding their deaths at the center "might not have been very pleasant."

Fenner said the state has changed how people are moved from BSDC. What used to be a one-size-fits-all process is now a more flexible system that fits individual needs, she said.

If it's decided a developmentally disabled person, for example, needs a long segue into community-based care, staff from the new facility will meet with the person at BSDC. And after moves are made, BSDC staff sometime go to the new residences so people they may have seen daily for decades can see familiar faces.

Because the process is still new, it's difficult to determine whether it's helping reduce mortalities.

People continue to move out of the center and into community-based settings at the urging of the state. The Beatrice center now has about 170 residents, half the population at the center just three years ago.

The moves are part of a longtime national trend away from large institutions some advocates like Hopp believe are too often driven by ideology that ignores the fact some people do better in larger, congregate settings like BSDC.

Also, for more than two years, a centerpiece of the state's strategy to improve care at the center has been to reduce the population.

Fenner said she thinks all the remaining, 170 residents of the center could conceivably be moved to community-based programs as long as they had the proper support. Resistance from residents and guardians, she said, is the main reason they haven't left.

She doesn't see any reason some people shouldn't be moved because doing so might cause health problems.

"I'm not aware of anything like that," she said.

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

Tamie Hopp, Director of Government Relations & Advocacy
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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:
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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)
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