Appendix 14
National Articles
7

BATTLING BEHAVIORAL PROBLEMS: A horrible dilemma

To get aid for their children, some parents must give up custody

BY GORDON HICKEY
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These parents are beaten, physically and mentally, every day of their lives.

Their children, the children they love, hit them, kick them, pinch them, bite them, spit on them. Their children, who are driven by mental illnesses and disabilities, literally go wild, smashing doors and toys and household appliances. They destroy their own rooms and trash the family home.

They attack their brothers and sisters, try to kill the family cat.

Yet despite all of that, their parents love them deeply and would do anything for them.

These parents spare nothing in caring for their children. They spend nearly all their time and money on their troubled children, often to the detriment of any other in the family.

These parents try everything, along the way learning to be medical clinicians and amateur psychologists and nurses and pharmacists.

Inevitably, they are beaten down. And when that occurs, when their inconsolable, irretrievable, incomprehensible 9-year-old son attempts suicide, or when their already difficult daughter goes over the top upon reaching puberty, or their out-of-control older son kicks his younger brother in the head as hard as he can, they go searching for help.

That's when they find out that they may have to give up their child to get it.

Parents of emotionally disturbed and disabled children often face a terrible dilemma in looking for help from Virginia's mental-health system, according to Dr. Robert Cohen, a professor and vice chairman of psychiatry at Virginia Commonwealth University.

"You're a parent - you can keep custody of the child but know there are no resources to help your child," Cohen said, "or you can get help for your child but you have to give up custody."

Tom and Brenda Bachmann made that choice. They gave Hanover County custody of their 11-year-old son, Max, so he could be treated at Cumberland Hospital in New Kent County for serious behavioral problems caused by Tourette's syndrome.

"It was the hardest thing we ever had to do," Brenda Bachmann said.

The Bachmanns are grateful for the help they got from Hanover and the state under a jointly funded program called the Comprehensive Services Act. Under the program, only children in foster care or specific special-education programs are "mandated" to receive the extensive and costly treatment they need.

But the Bachmanns' struggle isn't over because they don't qualify for public services to care for Max at home since he has returned from the hospital.

Other parents, such as Michael and Trudy Ellis, stumble into solutions. The Ellises were about to relinquish custody of their son, Matthew, also 11, to Henrico County when they discovered that he qualified for Medicaid coverage at the Virginia Treatment Center for Children.

"We love our son," Trudy Ellis said. "We don't want to risk having his custody turned over and he's never coming back."

The wait for help is longer for parents whose children don't fit into the right Medicaid category. Vicki Hardy-Murrell and John Murrell want to care for their 13-year-old daughter, Gracie, at home in Mechanicsville.

But Gracie's behavioral problems stem from Angelman syndrome, a neurogenetic disorder marked by seizures, retardation and developmental delays. She would have to join a waiting list of about 2,400 people to receive services under the state's Medicaid waiver program for the retarded.

Meanwhile, Gracie needs specialized treatment for her problems. On Oct. 17 she was admitted to Cumberland Hospital after her health deteriorated. Hanover agreed to pay for the first four days of her stay, and the family insurance has been covering the rest, in three-day renewable increments.

Ordinarily, a county won't pay for the care, which at Cumberland can cost $1,000 a day, unless the child becomes eligible through foster care, requiring her parents to give up custody.

"I'm not prepared to do that," her mother said.

These parents are caught in a system that was intended to break down barriers to care for disturbed children, whether they were in foster care, special education, mental-health situations or ordered for treatment through the juvenile-justice system.

Instead, the system guarantees treatment only to children in foster care or whose special-education plans demand it. The reason is money.

"There's not enough money to go around," said Cohen, the former executive director of the Virginia Treatment Center for Children and the current director of VCU's Commonwealth Institute for Child and Family Studies.

For these three families, the system worked - to a point. Hanover and Henrico, together with the state, paid for expensive services to help their disturbed children cope with their problems.

But learning how the system operates is difficult and stressful.

"It shouldn't be that painful and hard to get these services," said Sharon S. England, a lawyer who regularly represents children who end up in trouble because they can't get the educational and mental-health services they need. "The process is so demanding and heartbreaking."

Mental-health services for children and teens in communities depend on limited funds and providers of care, so the waiting lists are long. More than 1,300 children and adolescents are waiting for community mental-health services.

That leaves the Comprehensive Services Act, or CSA, to fill the gap. For some, it does. For others, it doesn't, unless they're willing to pay a high price.

"I've always thought that getting services for children is an accident of history," Cohen said.

. . .
Max Bachmann is 11 and lives in a house in Montpelier full of tapes, toys, crayons, books, knickknacks, Game Boys and family photos.

He would be leading the good life if he understood it.

But since he was a toddler, Max has been out of control. He has been diagnosed over the years with attention deficit hyperactive disorder, Asperger's syndrome, which is a high-functioning form of autism, and Tourette's syndrome.

He is a whirlwind of destruction. "He suffers from disinhibition," his mother, Brenda, said in a recent interview.

Nearly a decade of constant battles with Max have left her and husband Tom "so exhausted and so frustrated and so stymied" that they couldn't handle him anymore, Brenda Bachmann said.

"We could never leave him alone with his brother because you never knew what he was going to do," Tom Bachmann said.

One winter day Max and his brother, Casey, now 9, were playing in the snow. Casey hit Max with a snowball.

Max knocked Casey down and kicked him as hard as he could in the head.

"He was beating the hell out of everybody in the house," Tom Bachmann said.

Matthew Ellis is another 11-year-old who has been on the edge of destruction his whole life. His family, who live in Varina, have had to put him in the hospital several times, and each time he was released when the insurance ran out.

Matthew suffers from ADHD, has a partial seizure disorder, has been diagnosed as bipolar, has Asperger's syndrome tendencies, tends toward oppositional defiant disorder and has smell hallucinations. Like Max, he is often out of control and violent.

At age 9, he tried to kill himself by taking all his medications - a considerable amount - at once. On more than one occasion, he essentially has escaped from the person watching him and headed for the road in an attempt to run into traffic.

The Ellises have used every bit of insurance available to them to care for Matthew and paid a great deal of money out of their own pockets. Michael Ellis used his vacation time to stay home to watch his son, and when that wasn't enough, he quit his job. He was out of work for two years.

"We've gone through some financial issues . . . because for the most part we've done all of it ourselves," Trudy Ellis said. They tried private school because she walked into the public school he was in and the teacher was sitting on him.

Matthew has been suspended from school multiple times. At one point in 2001 he called 911 because he wanted to fight a police officer.

The Ellises met with school officials over and over. Last October the Ellises went to the Henrico Department of Mental Health and Mental Retardation.

"We stood in their offices and begged them" for help, Trudy Ellis said. "They said, 'There's nothing wrong, just take him home. You just need to set some boundaries, he's trying to manipulate you.'"

By then, he had assaulted his mother and his teachers, had attempted suicide and was threatening more attempts.

Finally, last year, Matthew was so out of control that the Henrico Department of Social Services agreed to send him for day treatment at the Virginia Treatment Center for Children. He attended for two weeks, and because of his behavior, he was admitted to the hospital.

The Ellises' insurance covered him for 30 days, and when that ran out, the Ellises were out of money and out of options.

It was then that the Ellises got a break.

During Matthew's stay in the hospital, the Ellises contemplated relinquishing their parental rights in order to get him residential treatment somewhere.

To get the county to pay for such treatment, parents such as the Ellises must sign over their children for foster care. "We had almost decided to do it," Trudy Ellis said. But they were told they would be required to pay child support, which they couldn't afford, and that they would have no say in where Matthew would be sent.

By then, though, Matthew had been living away from home for 30 days, and that made him eligible for Medicaid. It was that accident that kept the family together. He was kept at the treatment center in the residential program.

But Medicaid stopped contributing to his care when he was discharged from the hospital. He has been home now since mid-August and is attending the day program at the treatment center.

"We have been fortunate," Trudy Ellis said. "We have been able to come up with the funds to pay for a lot of the testing. He did get in on the Medicaid waiver. He did get to be in what is considered a really, really good program. But not everybody is that fortunate."

Gracie Murrell's parents, Vicki Hardy-Murrell and John Murrell, tell a similar trying story.

In a note, Vicki describes Gracie as "full of love with frequent hugs, squeals and smiles. However, she has a feisty side - marked with hitting, screaming and temper tantrums."

This summer, as she reached puberty, Gracie went out of control. "It was almost like she wanted to climb out of her skin," her mother said.

The family was forced to take Gracie out of school because she was so disruptive. And Vicki Hardy-Murrell, a pediatric nurse, had to do what so many other parents of mentally ill children have to do: leave her job to take care of her daughter.

Because Vicki is a nurse, she knows more about how the system works than most people. But even she was dragged through the bureaucratic maze.

The family has managed to get some respite care - 24 hours every three months - for Gracie at home. But that was not enough to allow Vicki to go back to work.

Gracie is on a list for a Medicaid waiver that would pay for her care. But the wait is 10 to 15 years.

Vicki said the system has to be made more accessible for parents who want to keep their families together. "It's not that people are staying home loo

king for a handout. These kids really need that care."

Trudy Ellis sees it the same way. "We have got to have access to the services for our kids" from intact, normal families that are not involved with the court system.

Matthew has no social life away from his mother, father, sister and brother. His siblings "do love him and they do accept him," Trudy Ellis said. "If he doesn't get it here, he doesn't get it."

The Ellises need help. The county schools offered to take Matthew.

"They didn't have a clue," Michael Ellis said. "It all came back to the fact that at the end of the day he was coming home again, in this suicidal condition. Maybe, maybe you can take care of him during the school day, but after that, what are we supposed to do, stay up 24 hours a day?"

Brenda and Tom Bachmann did sign the agreement giving up custody of Max in order to get him into Cumberland, where he could get the intensive care he needed. They also had to pay $660 a month in child support while he was there.

"We had no choice," Brenda Bachmann said.

Max is home now, and so is Brenda Bachmann, a schoolteacher who can't take the time away from her son to teach.

The Bachmanns haven't received any county services from Hanover since the end of March.

Still, the stay in Cumberland helped. Max is improved and back in his parents' custody. "We can handle him in the home now. But you can't leave him alone," Tom Bachmann said.

The Bachmanns are thankful for the help they have received from Hanover. But they also say Max's needs are unending and the government isn't providing the necessary funding for children like him.

The Ellises and Bachmanns want to know that their children will have what they need as they grow older, and they don't want to have to tear their families apart to get it.

Vicki Hardy-Murrell said, "We as a society need to care about one another enough not to worry about five bucks going to a family.

"It's just part of being a good citizen, to provide for others."


Contact Gordon Hickey at (804) 649-6449 or ghickey@timesdispatch.com
Staff writer Michael Martz contributed to this report.
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The full report may be found online at: http://www.gao.gov/new.items/d03397.pdf
