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Annual Meeting Update – Have you registered? First deadline approaches

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

1. Register by April 1 to avoid a registration fee increase!

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

On April 1, 2011, the Annual Conference registration fee for VOR members increases from $40 to $50. Save $10 by registering now!

Here’s a flyer and registration form: http://vor.net/images/AnnualMeetingFlyer2011.pdf
-----------------------------------------------------------------

2. Calling all Sponsors! Calling all Exhibitors!

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

VOR charges only a very nominal registration fee to help cover some of the meeting expenses, such as a continental breakfast and lunch for participants. Recognizing, however, the costs associated with traveling to Washington, D.C., we have strived to keep our conference registration fee very affordable. 

To help cover the significant additional costs of the conference, VOR counts on the help of generous Sponsors every year. And, this year, we are also offering Exhibit opportunities. 

If you can help with a Sponsorship (there are many giving levels), or know of an individual, organization, or business that can help, please let Julie Huso know at 605-370-4652 or jhuso@vor.net. All details for Sponsors and Exhibits (and Recognition opportunities too!) can found at VOR’s website:

Sponsor and Exhibit Form: http://vor.net/images/SponsorExhibitForm2011.pdf 

Recognition Opportunities:  http://vor.net/images/RecognitionCover2011.pdf 
Featuring Your VOR Website

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

3. UPDATED: The Abuse and Neglect document has been updated

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

See, http://vor.net/abuse-and-neglect 
-----------------------------------------------------------------------------------------------------

4. UPDATED:  Family Advocate Toolkit: The families' arguments against closing

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

The “Toolkit for Families” section (http://vor.net/get-help/toolkit-for-families/) and the Toolkit for Legislators section on VOR’s website has been updated to include an article from Canada titled “The families’ arguments against closing.”  These arguments will sound very familiar. Many choice advocates have used these arguments (and the related VOR resources at the “Toolkit” section of the website) many, many times. This article does a good job summarizing our case for choice.  Thanks to Ed Carraway, VOR Florida State Coordinator, for tracking down this helpful article. 

The families' arguments against closing

November 17, 2006

Trish Crawford 

The Toronto Star

While there are many studies showing increased quality of life for the developmentally disabled who have left institutional life, families fighting to keep Ontario's remaining institutions open have the following concerns: 

Increased mortality rates: 

Dr. David Strauss, director of the Life Expectancy Project in California and the author of more than 100 medical research papers, has consistently recorded 50 per cent higher mortality rates for those who leave institutions than for those who stay inside. Strauss adjusted for age and infirmity when studying California death certificates used in the research.   [VOR Editor’s Note: you can find all of Dr. Strauss’ comparative mortality studies here: http://www.lifeexpectancy.com/articles.shtml]. 
Also, in England, Dr. Stephen Read, of the University of Huddersfield, reported in 2004 elevated mortality for those who moved into the community (11 deaths of 111 residents) from Meanwood Park Hospital, compared with those who were moved to other health care facilities (1 death out of 89) and Meanwood's prior rate (4.5 deaths out of 200) before it closed.  He concluded the high community rate related to advanced age and infirmity of those moved. The average age of a Huronia resident is over 50 and many are in poor health. 

Lack of medical expertise: 

Canadian family physician Dr. Brian K.E. Hennen, who conducted a year-long study of deinstitutionalization around the world, concluded in his report this year that some institutions should remain open "where complex technical supports and a critical mass of expert health and social service providers, familiar with the residents and their needs, can be effectively concentrated." 

He particularly noted the lack of specialized training in Canadian medical and nursing schools regarding the developmentally disabled. 

Family wishes: 

Manitoba has decided not to close all its institutions for the developmentally disabled, leaving one open and pouring in $40 million for upgrades. 

Manitoba disabilities minister Gordon Mackintosh says in an interview, "We must be aware of the best interests of the residents and consider the views of the families." Taking care of these vulnerable residents "has to come before ideology and fiscal considerations," he adds. 

Manitoba's auditor-general slammed a for-profit group home three years ago for lavishing huge bonuses and cars on its executives at the expense of services for the disabled residents. A charity took over the operations. 

Higher hospitalization rates:

Queen's University professor of community health and epidemiology, Helene Ouellette-Kuntz, co-authored a study in 2005 detailing abnormally high hospital admission rates for those with intellectual disabilities in the community.

Most surprising was hospitalization for conditions such as diabetes and high blood pressure, normally handled by family physicians. De-institutionalization "assumed that the community-based health services would be able to handle the influx of these new inhabitants", she wrote. In an interview with the Star, she says, "We must make sure they don't lose the care available to them in institutions."

Dr. Yona Lunsky, of the Centre for Addiction and Mental Health, reported in 2003 that 18 per cent of the beds in the province's psychiatric hospitals were filled with patients who were developmentally disabled although they are only 3 per cent of the population. Developmental disability represents the largest disability found in psychiatric hospitals. More than 37 per cent of these patients had been in the psychiatric hospitals for over five years, the majority of them because "there was no appropriate place to discharge them." 

Community systems strained: 

Beyond Numbers, a 2005 Toronto report of the fiscal restraints on agencies serving the developmentally disabled, concludes, "The squeeze is on: the sector has reached capacity, the service system is overloaded and there are serious shortages in service." Elderly parents who can no longer take care of their aging disabled children are an "impending crisis." Similar problems exist in agencies throughout Ontario. 

Queue jumping: 

There are more than 2,000 people in Toronto alone on waiting lists for housing and services. Those leaving Huronia and the other two institutions (in Smiths Falls and Chatham) are getting fast-tracked as money saved in the institutional sector follows them. While the government is providing 1,000 new community residential spots for those leaving institutions, the developmentally disabled living at home and needing a group home placement in the rest of the province will only get 1,180 new spots. 

No fallback when placements fail: 

For example, in January 2006, Marc Rivet, 46, who was transferred out of the Rideau Regional Centre in September 2005, was arrested and charged with possession of a dangerous weapon. There was a publication ban on the outcome of the bail hearing. Those with behavioural problems, who can't go back to the regional centres and don't qualify for a hospital stay, are coming in conflict with the law. 

Public attitudes oppose closing: 

The only Canadian opinion poll on the topic, conducted by Queen's University shortly after the 2004 Ontario government announcement that the last three institutions would close, found 81 per cent supported keeping them open. This was a small sample of 680 people in southeastern Ontario.

STATE NEWS

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

5. NEW YORK: At State-Run Homes, Abuse and Impunity

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

Summary: Nearly 40 years after New York emptied its scandal-ridden warehouses for the developmentally disabled, the far-flung network of small group homes that replaced them operates with scant oversight and few consequences for employees who abuse the vulnerable population.
March 12, 2011

By DANNY HAKIM

New York Times

Nearly 40 years after New York emptied its scandal-ridden warehouses for the developmentally disabled, the far-flung network of small group homes that replaced them operates with scant oversight and few consequences for employees who abuse the vulnerable population. 

A New York Times investigation over the past year has found widespread problems in the more than 2,000 state-run homes. In hundreds of cases reviewed by The Times, employees who sexually abused, beat or taunted residents were rarely fired, even after repeated offenses, and in many cases, were simply transferred to other group homes run by the state. 

And, despite a state law requiring that incidents in which a crime may have been committed be reported to law enforcement, such referrals are rare: State records show that of some 13,000 allegations of abuse in 2009 within state-operated and licensed homes, fewer than 5 percent were referred to law enforcement. The hundreds of files examined by The Times contained shocking examples of abuse of residents with conditions like Down syndrome, autism and cerebral palsy. 

Over the past year, the state agency overseeing the homes, the Office for People With Developmental Disabilities, has repeatedly declined to make its top officials available for interviews. A spokesman, Herm Hill, said that the vast majority of the agency’s employees were conscientious, and that its hands were often tied because of the disciplinary and arbitration rules involving the workers’ union. Mr. Hill emphasized that the agency takes allegations of abuse “very seriously.” 

But this month, after learning of The Times’s findings, Gov. Andrew M. Cuomo forced the resignations of Max E. Chmura, who led the agency, and Jane G. Lynch, the chief operating officer of the state’s Commission on Quality of Care and Advocacy for Persons With Disabilities, which is charged with protecting people with developmental disabilities. 

“It is a basic function of state government to protect the most vulnerable among us,” Mr. Cuomo said in a statement. 

The Cuomo administration said it would undertake immediate and comprehensive review of the agencies and their practices. Asked about the low rate of referral of allegations of abuse to law enforcement — for example, only a quarter of sexual abuse cases were reported — officials said they were reviewing flaws in their record-keeping. 

But they have acknowledged that it had been the practice of the agency to handle most accusations of abuse internally, despite the office’s lack of forensic capacity. It does not use a crime lab or standard evidence-gathering techniques, and its investigators generally lack law enforcement training; sometimes, they are simply the supervisors of the accused employees. 

The Times reviewed 399 disciplinary cases involving 233 state workers who were accused of one of seven serious offenses, including physical abuse and neglect, since 2008. In each of the cases examined, the agency had substantiated the charges, and the worker had been previously disciplined at least once. 

In 25 percent of the cases involving physical, sexual or psychological abuse, the state employees were transferred to other homes. 

The state initiated termination proceedings in 129 of the cases reviewed but succeeded in just 30 of them, in large part because the workers’ union, the Civil Service Employees Association, aggressively resisted firings in almost every case. A few employees resigned, even though the state sought only suspensions. 

In the remainder of the cases, employees accused of abuse — whether beating the disabled, using racial slurs or neglecting their care — either were suspended, were fined or had their vacation time reduced. 

Former regulators, employees within the system and advocates have grown increasingly dismayed at what they say is the state’s tolerance of abuse of the residents, whom the state refers to as “consumers” in its records. 

“It’s absolutely staggering and shocking,” said Michael Carey, an outspoken voice for the developmentally disabled in New York. “There is massive systemic abuse and a failure to hold these individuals properly accountable.” 

Mr. Carey’s autistic son, Jonathan, died in state care in 2007, in what was ruled a homicide at the hands of a state employee. His death led to the passage of Jonathan’s Law, which required the state to begin disclosing incidents of abuse to parents. 

What is especially troubling to advocates is not just that the group-home employees are often moved around, rather than fired, even after egregious incidents of abuse. It is also that, after they arrive at their new workplaces, they often abuse again. 

Waning Oversight 

In 1972, the Willowbrook scandal brought nationwide attention to the conditions of the developmentally disabled in state care. While Willowbrook had long been troubled — Senator Robert F. Kennedy called it a “snake pit” in 1965 — it was footage by Geraldo Rivera, then a young television reporter, that resonated. 

Prodded by the federal courts, Gov. Hugh L. Carey began a huge overhaul of the state’s system of care, and turned to Clarence Sundram, a young lawyer, to help lead the way. Mr. Sundram, a 28-year-old immigrant from India, helped conceive of the Commission on Quality of Care, which would provide the first independent oversight of how people with developmental disabilities were treated. 

“We really had no capacity to investigate,” Mr. Sundram said in an interview. Existing investigative agencies, he added, “didn’t particularly understand the mental health system, so they tended to write these very sensationalist reports that weren’t particularly helpful in terms of, how do you fix this problem.” 

Mr. Sundram ran the commission for two decades, bringing an outspokenness and assertiveness to the new agency. 

He was sometimes confrontational and made frequent use of the bully pulpit, demanding that the news media pay attention to this population. Mr. Sundram took on broad problems, like the use of physical restraint and seclusion, and the need to report serious episodes to law enforcement. 

His approach did not always sit well with commissioners at the state’s Office of Mental Health and the Office for People With Developmental Disabilities, who felt Mr. Sundram was always inviting more scrutiny of their problems. 

But there is no doubt that after Mr. Sundram left in 1998, the attention he brought to the issue all but disappeared and the agency’s public profile collapsed. 

These days, the commission is more likely to play down allegations of abuse than to root them out. And its resources are limited: in 2009, it investigated less than two percent of allegations of abuse or neglect of the disabled by employees. 

The commission also appears to operate under a media blackout: Jane G. Lynch never spoke to a reporter during her nearly three-year tenure, her staff members said, and declined to comment for this article. 

When you stop speaking out publicly, Mr. Sundram said, “nobody has any idea what the hell you are doing.” Given the competing demands for attention, he said, the public will simply move on. 

Governor Cuomo has asked Mr. Sundram to return to Albany to help overhaul the agency. 

A Variety of Offenses 

The hundreds of files examined by The Times provided a disturbing inventory of offenses committed by employees — few of which ever got them fired. 

Because the more than 2,000 state-run group homes are scattered in communities statewide, little supervision is provided on-site, and it is often up to staff members to turn in their colleagues when one misbehaves. Typically, four to eight developmentally disabled residents live together in what are known as Individual Residential Alternatives; they are sometimes cared for by as few as two employees. 

There is no question the jobs are stressful: Some residents can be violent themselves, and others see the world as a small child does. 

A Whistle-Blower Thwarted 

Despite the agency’s tendency to return offending employees to work, there is one disciplinary matter it has taken seriously — punishing a whistle-blower named Jeffrey Monsour. 

Mr. Monsour, a 50-year-old from upstate New York, went to work for the agency in 1999, after a career helping to run family restaurants ended with his father’s retirement. He was partly inspired by his family’s experience caring for his aunt, who had Down syndrome. 

Mr. Monsour found his work as a developmental aide — the agency’s primary caretaker position — rewarding, though it was not without challenges. In 2004, he was asked to conduct a fire drill at a group home in Glens Falls when a young man with Down syndrome refused to evacuate. 

“He sat on the floor and wouldn’t leave,” Mr. Monsour recalled. “So I wrote up that he could not evacuate.” 

He was told by regional managers to conduct another drill. Again, the resident refused to leave, and became upset when Mr. Monsour tried to help. Supervisors arranged a third drill using another escape route, but the resident would only edge down the stairs on his bottom, blocking the exit for everyone else. 

“After that point, the management there was ruthless to me,” Mr. Monsour said. “They were mad I brought the issue up and just didn’t sign the slip and say he could get out in two minutes and 30 seconds like everybody else, or three minutes. You know, he couldn’t get out — what do you want me to do?” 

Mr. Monsour believes the episode cost him a promotion, but he was undeterred and did something unusual. He filed a Freedom of Information Law request, seeking records of fire drills, and later confronted Mr. Chmura — then a top deputy — with records suggesting that drills were being falsified. 

In some cases, disabled clients were said to have evacuated from their beds at night in less than three minutes, a breakneck pace a veteran worker like Mr. Monsour found unlikely. 

In 2009, when a fire at a home in the Adirondacks killed four residents, an investigation showed that the home’s fire drill reports were “substantially inaccurate,” and “contained serious irregularities which called into question the veracity of the drills.” 

Mr. Monsour e-mailed Mr. Chmura, chiding him that “my concerns fell on deaf ears.” Mr. Chmura responded, assuring Mr. Monsour that the agency reviewed his claims. 

Mr. Monsour kept sending out Freedom of Information Law requests, obtaining records showing, among other reports, long absences from work for top officials in the Albany area and stark inconsistencies in the discipline of workers. He was shocked to see some workers had returned to work after physical abuse. 

As Mr. Monsour’s information-seeking continued, the agency began frequently bringing him in for questioning. In one evaluation, he was called “not a team player” because he called 911 after a resident wandered off, running through traffic. The agency later redacted the reference from his evaluation. 

Mr. Monsour wrote to Gov. David A. Paterson’s office last year and the attorney general’s office, requesting an investigation of the Office for People With Developmental Disabilities. Along with his letter, Mr. Monsour included the disciplinary files he had obtained through Freedom of Information Law requests. The governor’s office never responded, and the attorney general’s office, then run by Mr. Cuomo, referred the matter back to Mr. Monsour’s superiors. 

“I didn’t even get a call from an investigator,” he said, adding, “I was thrown under the bus.” 

Mr. Monsour’s efforts appear to have had little effect on the culture inside the agency. 

Employees across the capital region, the area where Mr. Monsour works, were recently warned to keep quiet about episodes inside the group homes. One handout distributed by management bluntly directed employees not to mention reports of abuse in daily progress notes kept on residents. Doing so, the handout warned, could make them subject to subpoena. 

“DON’T report in your notes that an Incident Report was filled out,” the instructions said, adding: “IF IT ISN’T DOCUMENTED, IT WASN’T DONE.” 

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

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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