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Day care dilemma: Few facilities can handle disabled kids 
By Susan Squires 
Post-Crescent staff writer 
APPLETON — On a sunny day in late fall, 26-year-old Heather Pagel sat alone in her car, crying. 

Pagel was unemployed and broke. She had been through three jobs in three years because she could not find adequate day care for her disabled daughter, Daeshawna. 

Desperate, Pagel went to sell her blood plasma, which would have brought $25. But because of the anti-depressant she had started taking, she was deemed an unacceptable donor. 

"I just put my head on the steering wheel," she said, "and bawled." 

Pagel's dilemma — whether to tolerate unacceptable day care for her disabled daughter or quit work and weather financial hardship to stay home with the girl — is one of the untold stories of a nation reliant on child care. 

Even for parents of healthy children, finding satisfactory care is a concern. But for parents with disabled children, especially single mothers, the quest for adequate child care can be overwhelming. 

Their struggle is not uncommon, according to advocates; there are about 5,000 disabled children in the Fox Cities, according to the state Department of Public Instruction. 

"It is a huge problem around the country," said Linda Smith, executive director of the National Association of Child Care Resource and Referral Agencies. "And we are putting children at risk." 

But the problem goes largely unmonitored and exists mostly outside the public consciousness, mostly because nobody collects data specific to child care for disabled kids, said Jeff Spitzer-Resnick, an attorney with Disability Rights Wisconsin. 

The U.S. Department of Justice, which investigates and arbitrates or litigates discrimination cases under the Americans with Disabilities Act of 1990, as well as meting out fines, reports receiving "a large number of complaints" about day care centers from parents of disabled children. But justice department data doesn't distinguish between complaints against day care centers and those against other businesses. 

"There are two categories of child care centers in this regard," said Spitzer-Resnick, whose organization has fielded calls about the problem from families statewide. "One group is not interested in having these kids. Another group doesn't mind having them but doesn't have the experience or the training." 

Patti Grede, vice president of programs for Penfield Children's Center in Milwaukee, said the problem "is very, very, very common and very widespread." 

Penfield offers a day care program that is tailored to children with disabilities and marketed as such, but such centers are almost unheard of. 

Penfield has a nursery for medically fragile infants and toddlers. It has a full-time nursing staff and trains volunteers so that adults care for fewer children than the typical child care center. 

About 60 percent of the children in Penfield's program are disabled. Some have not been able to cope at other centers. 

"Either day care doesn't understand, or they work around the law, which isn't that difficult," Grede said. 

Day care workers generally aren't required to have much training, said Dave Edie, an early childhood education policy analyst for the Wisconsin Council on Children and Families. Requisite for opening a licensed in-home day care center in Wisconsin is a 40-hour course in early childhood education. Lead teachers in larger, group child care centers are required to have 80 hours. 

"The typical budget of a child care center does not allow them to hire highly qualified staff," Edie said. (Some studies put the average profit margin for day care centers at less than 1 percent.) According to Edie, the typical lead teacher has a high school diploma and makes about $9 an hour. 

"Child care centers do a good job of providing a safe, healthy environment, but when they have additional challenges and when a lot more expertise is required, there are sometimes problems," he said. 

Mary Sue Voights teaches the 40-hour introductory course in early childhood education for Child Care Resource and Referral Inc., a nonprofit organization that helps match parents with licensed day care centers and offers training and advice to child care providers. The curriculum includes rules and regulations, health and safety, child abuse and neglect, child growth and development, shaken-baby syndrome, positive guidance and stress management. 

But Voights is able to devote about two of the 40 hours to teaching "inclusion," the blanket term for managing diverse groups of children, including those with disabilities. 

"It's just the tip of the iceberg," she said. 

Pagel's daughter, Daeshawna, 7, has cerebral palsy and epilepsy. Accommodating children like her is a tall task for many day care centers in Wisconsin, where the ratio of workers to children in Daeshawna's age group is one to 18. 

The first child care center in which Pagel enrolled Daeshawna refused to let the girl sleep after her exhausting seizures because it interfered with scheduled activities. 

"I'd get a call every other day and my job didn't really appreciate that I'd have to leave all the time," Pagel said. She and her employer agreed to part ways. It was the first of three jobs — from office work to manufacturing to food service — that she would have to leave. 

The second child care center couldn't cope with Daeshawna's anxious verbal outbursts. 

"The minute she'd act up, they'd be on the phone, (saying) 'You've got to come and get her,'" Pagel said. 

The third and final center insisted that Daeshawna wear a bike helmet, though her doctor said it was unnecessary, because the girl was prone to falling and hitting her forehead. 

But ever since surgeons installed a shunt to relieve pressure on her brain, the girl dreads having anything on her head. 

"I was walking down the hall and I could hear her screaming and crying because they had the helmet on her," Pagel said. 

Once again, she took her daughter home. 

On that bright fall day, Pagel had been through three jobs in three years: receptionist, manufacturing and fast food. 

Having used up all her savings, maxed out her credit cards and borrowed heavily from family and friends, she and her daughter have lived for most of the last three years on $150 a month in food stamps and the $729 in Social Security payments Daeshawna receives. 

'Door after door shut in our face'
Though all the day care centers Pagel tried were group centers, ascertaining whether group or home day care centers have the greater problem handling difficult cases is hard; anecdotal evidence implicates both. 

Nancy Mainville of Kaukauna has given up on day care for her disabled children. She couldn't find a center or day care provider she thought was competent to take care of her daughter, Molly, 11, after school and during the summer. 

Like Daeshawna, Molly was born with cerebral palsy. She, too, has seizures. She uses a wheelchair and needs frequent suctioning to keep from choking. 

When Molly isn't in class at Victor Haen Elementary School, she sometimes accompanies her mother to the antique shop that Mainville owns in Kaukauna. 

Mainville opened the shop specifically so she could take Molly with her to work. That option, which would have been impossible at the food-processing job Mainville had to quit, helps quite a bit. Still, the situation is not perfect. 

"She likes to come here, but there's nothing for her to do," Mainville said. "I can't put her on the floor to play." 

If Molly is sick, which she frequently is, Mainville recruits friends or family to staff the antique store so she can stay home with Molly. 

"It's like every day, figure it out, figure it out, figure it out," she said. 

Ronda Vetter knows the feeling. Her son Sam, 10, has autism. His symptoms include withdrawal, anxiety and the occasional behavioral "meltdowns" to which some autistic children are prone. 

Her first child care experience was with an in-home setting. 

"I had left work early, and that babysitter I thought was just wonderful had Sam in his car seat in a corner in a room by himself, and he was crying," she said. "That's when I decided I couldn't do that." 

So she tried a public preschool program. But, one day, she arrived to find her son strapped in a chair as the other children stood around the boy, poking him. 

"The teacher said, 'I just put him in there because I had to get these kids ready,'" Vetter said. "I took him and I didn't go back.'" 

In search of another preschool or child care center, Vetter made some calls. When she described Sam's symptoms, the response always was the same. 

"Door after door shut in our face," Vetter said. "I had one day care worker say, 'We don't really take care of retarded kids.'" 

Ultimately, the Vetters solved their child care problem by eliminating the need. Now, Ronda works nights as a nurse while her husband works days. 

Such stories trouble and frustrate Judith Olson, executive director of Child Care Resource and Referral. 

Child care providers generally work very hard to meet disabled children's needs, she said, but they are at a disadvantage. 

"Providers call here and ask, 'What should we do? How should we change our setting? How do we benefit this child?'" Olson said. "It's not that providers are not trying. It's that they just don't have the skills." 

Jennifer DesArmo, director of the Apple Tree Connection child care center in Appleton, has a bachelor's degree in elementary education — well beyond the level of schooling required to run a day care center. She only needed one class in special education, she says, to get her degree. By contrast, she had to take two semesters each of art, music and physical education. 

"There's inclusion everywhere and yet they give us one class and we should know what to do?" she said. 

Over the last 10 years, she says she's probably cared in a group center for more than 70 children with some kind of disability. Most fared well with little more attention than "typical" children. But there were exceptions. 

One of the two children DesArmo has had to "disenroll," she said, required virtually one-on-one supervision. The boy had a sensory dysfunction disorder. Noise, light and activity bothered him. 

"He did well in small groups," DesArmo said, "but if there were more than seven kids, the behavior started coming out: hitting, spitting, biting, scratching not only children in the classroom, but teachers also." 

"What I have found is group day care isn't the best place for every child," she said. 

Eventually DesArmo felt she had to expel the child, though she knew what it would do to his financially precarious family. 

"If mom can't go to work because she has no child care, it becomes a vicious cycle," she said. 

DesArmo knew, too, how difficult it would be for the family to make other child care arrangements that would hold up under the strain of their son's behavior. 

The Wisconsin Child Care Resource and Referral network has compiled a partial list of centers particularly skilled in caring for children with disabilities. Kids Connection in Mukwonago is on that list. (None on the list is in the Fox Valley.) Kids Connection Director Bonnie Hajducki said willingness and experience are necessary in caring competently for disabled children. 

"If you have staff with an open mind, it's amazing what you can accomplish, but if you push them to the side, you're not going to succeed with that child," Hajducki said. "I have had teachers who would rather take care of the whole class as opposed to one child with a disability. They may not even realize they're doing it." 

'It's a huge problem around the country'
Though some parents would pay more for their children to receive extra attention, the Disabilities Act does not allow centers to charge more to care for disabled children. 

Penfield's rates, for example, are on the high end of the normal range for day care, though not beyond the pale. 

"There should be funding out there for kids who need more one-on-one, who need that to be successful," DesArmo said. 

Joyce Luckow, a registered nurse, is trying to raise $4 million so she and her daughter, Stephanie Gonzalez — an assistant preschool teacher at Montessori Adventure School in Appleton — can open a child care center in the Kaukauna area that caters to individual needs of disabled children. Their goal is to open the center, which they will call Haven of Hope, later this year. 

The nonprofit center she and Gonzalez envision will mix disabled children and children without disabilities in roughly equal numbers.  

Instead of operating according to the state's prescribed child-to-teacher ratios, which don't differentiate between the needs of disabled and typical children, Haven of Hope plans to staff based on the child's needs. 

"If we need 10 in a room, we'll have 10 in a room," said Luckow, who has cared for disabled children for 15 years. "If we need more, we will." 

She plans to pay lead teachers $14 per hour and their assistants $12 per hour, "with a modest benefit package." 

"I can't expect to get qualified staff to care for autistic children and medically needy kids … for $8 an hour," Luckow said. 

Advocates for disabled children say that besides Penfield they know of no other center in the state designed specifically to serve disabled children. There are no financial incentives to open one, and there are daunting financial obstacles. 

According to Grede, Penfield, despite income from government contracts, significant support from the United Way and higher-than-average fees, has to raise about $700,000 every year merely to cover its expenses. 

"If you have a child who is in a wheelchair, they may need two people for transferring, they may have to build a ramp, you may need to accommodate with a different kind of table and training," she said. 

"There should be some kind of additional stipend given to child care centers who are willing to take children with disabilities." 

Government funding for training and additional staffing are the only solution, Smith said. 

Whereas school districts and local governments draw federal aid for disabled children, and can levy taxes for the difference, the typical for-profit child care center has to operate within what parents can pay and what the market will bear. 

"It will have to be subsidized," Smith said. 

'I want to be self-sufficient'
Until that happens, mothers such as Heather Pagel will continue to struggle. 

Pagel is a single mother by choice. While she was still in the hospital after Daeshawna's premature birth, Pagel, who was 19 then, decided to raise the child alone. 

"Her father couldn't handle her disability," Pagel said. "He wouldn't have been a proper father for her." 

In the last few months, Daeshawna's health has improved. The seizures seem to be under control and she is in school most of the day. Her mother has been working part-time at a fast food restaurant. Still, Pagel is discouraged. She wants a job that will support her and Daeshawna, but "when I explain my situation, jobs won't even hire me now," she said. 

And, even if she gets something full-time, she'll still need child care after school and in the summer, and the available options aren't really options for Daeshawna. 

When Pagel considers her future, she sees a revolving door without an exit. 

"I don't want to be on assistance. 

"I was paying for our rent, our food, everything. I was used to being independent and taking care of us. I want to work. I want to be self-sufficient. It's not my unwillingness to work. I can't find quality child care." 
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