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1. Utah: New law results in first intentional long-term admission in 15 years. Still, future of state home for severely disabled worries parents 

--------------------------------------------------------------------------------------------------------
The Salt Lake Tribune

By Julia Lyon 

September 5, 2010 12:14AM 

Sitting in his stuffed maroon recliner wearing headphones blasting static and pop music, Philip Miller, 45, spoke one of his few words in a low moan: “Home.”

“This is your home,” said his mother, Mary Paulsen, as she took a break from unpacking her son’s pants and shoes at the Utah State Developmental Center. “This is where you live.” 

“I probably should have left him there in the first place,” his mother said. “I was listening to the song advocates were singing about how wonderful it was to live in the community.” 

Earlier this year, she helped pass a new law that explicitly requires state officials to consider a parent or guardian’s preference in deciding whether to place someone at the developmental center. But some parents worry that the state facility, home to 217 of Utah’s severely disabled population, will remain something of an impenetrable fortress for those who want their adult children to live there. Miller is believed to be the first intentional long-term placement in at least 15 years, officials say. 

As Utah’s burgeoning number of autistic children grows closer to adulthood, a broad conversation is urgently needed about the future of those most seriously disabled and the future of the developmental center, parents say, particularly as it continues to shutter buildings and give up everything from therapeutic horses to staff hours. In more extreme cases, these kids are autistic teenagers who carelessly run across four lanes of traffic, break their own fingers in frustration and may not be able to control their bodily functions. 

“They better do something because all these cute little kids we’re fighting for right now in the education system, they don’t go away when they turn 21,” said Laura Anderson, whose 14-year-old, 6-foot tall autistic son can’t dress himself. “The fact that we won’t even consider the developmental center as a choice because it’s an institution — well, OK, where do you want me to put my son? In jail? [That’s] where he’ll end up when he assaults someone or walks into someone’s home.” 

A group of parents is so determined to find a solution for their autistic children that they have talked to investors and found a floor plan they love, dreaming of a new facility. 

“We’re serious enough that we would buy land if there weren’t a moratorium,” said parent Cheryl Smith, referencing the state’s long-standing restrictions on adding new facilities. 

Some of those parents have toured the developmental center as they gauge how much time their growing child may have left at home. The center receives about one call every week or so from people inquiring about the possibility of long-term placement, but Paulsen, Miller’s mother, is the first to attempt to access the center through the new law. 

Unlike the institutionalization-for-life mentality of decades ago, today the center is expected to stabilize people in crisis and eventually return them to the community. Once home to as many as 1,200 residents, the center’s census declined to about 800 in 1980 and has continued to decrease to slightly more than 200. Utah law requires state officials to consider moving residents out of the center if there are “appropriate less restrictive placements,” which are often found in less expensive private facilities, such as group homes. Six residents, including two who have lived there for more than 50 years, will soon be leaving.

“As people get older, sometimes their behaviors decrease,” said Alan Ormsby, director of the state Division of Services for People with Disabilities. “Where they were a violent young man, they may be a less violent older man.”

Some parents shudder at the idea of leaving their grown child at the campus in American Fork, an option they see as failure. As Nikki Lines’ 14-year-old autistic son gets older, she doesn’t know what the possibilities may be for someone like him, who qualifies for state services and potentially for housing due to his diagnosis and level of need. 

“When he turns 18, I don’t want to just put him into another institution,” she said. “I’ve heard good things about the developmental center and I’ve also heard horror stories — I don’t know what to believe.” 

Others look around the approximately 340 acres and see hope: a safe space with daily activities and work options where their adult child could thrive. 

A major barrier is the cost, which the law requires be taken into account. At $169,000, the average annual price for an individual at the developmental center is nearly three times the cost of what is typically the next most expensive choice, a private community facility for the severely disabled, according to a recent state analysis. This often is because the individuals have some of the most complex needs in the state.

The center has the largest number of available beds of any similar care facility in the state. Utah’s 14 private facilities for the severely disabled were 95 percent full as of July 31, the most recent data available, compared to the developmental center’s 84 percent use rate on the same date. 

“I think that’s one of the problems this state hasn’t faced: they have a gridlock,” said Carola Zitzmann, whose developmentally disabled son lives in a private facility. 

She is among parents who believe the center’s per person cost might decrease if it added residents. The center’s license allows it to add about 40 more people, bringing the total to 260. But Ormsby said that wouldn’t be the case: more staff and reopening buildings would be necessary to manage the larger numbers.

For now, the developmental center is contracting financially. As a result of nearly $2 million in budget cuts, it has been paring down services and privatizing some employees, eliminating even the smallest and furriest of expenses. Among the latest victims are two campus therapy dogs, whose veterinarian and kibble bills contributed to their prohibitive cost. The two creatures transformed the residents who worked with them, said Karen Clarke, the center superintendent. 

“They were able to have better eye contact, able to verbalize more, able to interact with one another as well as animals in a nonthreatening manner,” she said. 

Retired dentist R. Dean Robinson watched his two disabled sons grow into middle age at the center, where they lived for about two decades. Only one son, a 53-year-old in adult diapers who has a tendency to eat the plastic and paper wrapped around food, is still alive. 

“If they had been somewhere else, the boys would have died earlier,” Robinson said. 

For years, he has hoped to expand the on-site dental clinic to serve disabled people from other facilities and private homes, reducing more expensive visits to emergency rooms and surgical centers. He lamented the center’s stigma, and how the facility isn’t used to decrease costs for disabled people statewide. 

“But the philosophy is you keep choking it down and they’ll get rid of it,” he said. 

Paulsen, 73, is certain she made a good choice for her son, whose years at group homes have included unexplained bruises and a few injuries — the most recent a second-degree burn on his left foot, perhaps from sunburn. 

With his tractor-themed lamp now on the dresser and a toy stuffed horse on the bed, she turned to her son on the August move-in day and asked if he was happy. Using his hand, he signed the emotion on his chest. 

“Do you remember being here? I know you do,” Paulsen said. “It’s a good place to be.”
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2. FLORIDA:  Access to dental care improves; strategies to consider for other states
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A. Dental Access Strategies / Lessons Learned

----------------------------------------------------------------
i. Outpatient dental clinic at state operated ICFs/MR.
ii. State operated “Stand Alone” dental clinic for people with DD (fee-for-service basis).

iii. State partnerships for low or no cost dental care, including using Dental School/University students.

iv. Mobile Dental Clinic, by state or in partnership with nonprofit organization.
---------------------------------------------------------------
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New Ideas to Help

By Jim DeBeaugrine

The Champion

Message from the Director: Stakeholder Newsletter

Florida Agency for Persons with Disabilities (APD) 

August 2010

August marks my second anniversary as the director of the Agency for Persons with Disabilities. One of the more common concerns expressed to me by family members and advocates during the last two years is the need for access to quality dental care for the individuals we serve. I would like to take this opportunity to talk about some of the exciting work that is ongoing to address this concern. 

As we all know, many of the individuals we serve have difficulty finding a dentist to serve them. Often it is due to a lack of willing professionals, even for those who can pay. Some dentists do not feel comfortable serving individuals with developmental disabilities or do not have the capability to accommodate sedation or other special requirements they have. Other individuals simply cannot afford to pay, including those on the waiting list and several thousand waiver recipients who were moved to Tier 4 where adult dental is not available.  

Last year in Gainesville, APD opened a dental clinic for people with developmental disabilities to receive regular dental care on a fee-for-service basis.  The families are very happy to find a dentist that knows how to help their loved ones.  The dental clinic on the Tacachale campus served about 600 people from the community last year.  This coming year, the dentists are hoping to help about 900 individuals find relief from dental pain and prevent future oral health problems with preventative care. This project is the result of a partnership between the University of Florida and APD. 

In Northwest Florida, APD has developed partnerships for dental services for people with disabilities at little or no cost to them.  A dental clinic operated by the Escambia County Health Department in Pensacola will do exams, cleanings, and extractions for APD customers at little or no cost.  Pensacola State College (formerly Pensacola Junior College) Dental School will provide exams and cleanings at no charge to customers.  They will also assist with referrals should there be an urgent need for further services. In Northwest Florida, there are several dentists that are experienced with clients with developmental disabilities and work very closely with APD to ensure that those with critical needs are given the services they need.  The agency is in the process of getting an oral surgeon certified to accept Medicaid patients in this area of the state.

With the recent closure of the Gulf Coast Center, the dental equipment from the center was donated to a Federally Qualified Health Clinic that operates a number of facilities throughout the Tampa Bay area. They have agreed, in turn, to offer outreach and access to the individuals we serve. We are in the process of finalizing a memorandum of understanding with this group that will offer access to individuals on the waiting list and others who would have difficulty making full payment. 

The agency also has entered into a partnership with a dentist in South Florida who will serve people on the waiver and on our waiting list at a 70-percent discount from usual and customary fees. Since there are individuals who will be unable to pay even the discounted fee, the clinic is developing a sliding-scale fee structure. I hope to be in South Florida for the grand opening within the next few months.

Another exciting opportunity that is currently in the discussion phase is a mobile dental clinic that would operate in areas of the state that are not convenient to an established clinic or where dentists are not available. For this effort, we envision public-private partnerships with several organizations and have entered into preliminary discussions with the ARC of Florida, the Florida Developmental Disabilities Council, the Governor's Commission on Disabilities, and the Family Care Council. We have also reached out to the Department of Health and a couple of former and current state legislators who have provided valuable advice and the opportunity to meet with leaders of the top professional associations in our state. The mobile clinic would provide basic dental care for APD customers with referral to a regular clinic for more complicated procedures. 

I would particularly like input on whether you feel there is a need for a mobile dental clinic that would provide basic dental care such as cleanings, exams, fillings, simple extractions, and preventative care. In particular, we need to know what areas of the state are most likely to benefit from regular stops by a mobile clinic. Please visit our Web site at http://apdcares.org/dental-care to register your thoughts or suggestions or to volunteer. You can also call us at 1-866-APD CARES (1-866-273-2273) and ask for Lori Kohler.

All of these efforts have two goals in mind. First, is short term: offer services to people who otherwise would go without. Second, is to increase the number of dentists willing to accept individuals with developmental disabilities as patients. We can do this by working with our schools and professional associations to provide opportunities for dental professionals to become more informed and to experience firsthand the rewards of working with the individuals we serve. 

The agency has been working hard to develop community options for dental care for Floridians with disabilities. We look forward to more exciting announcements in the near future as we expand opportunities for people with developmental disabilities to receive quality dental care.   

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

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 payments)

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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