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This piece is a heartbreaking example of why the seesaw many families endure between being covered and not doesn’t make sense for kids and their health. Leo Johnson’s story shows clearly why barriers to coverage need to be taken away and why it is important to strengthen Medicaid (and CHIP) so that kids and their families do not have to go through what Leo and his family did. This story is an excellent example of storytelling and the impact that one family can have on the conversation around health insurance and kids. 

The Cincinnati Enquirer (OH) - Parents testify on kids' insurance burdens – by Peggy O'Farrell – 6.16.09
Leo Johnson's parents were grateful they had health insurance when he was diagnosed with an often fatal form of leukemia in 2004.

When they realized the bills for Leo's treatments would quickly eat up his so-called lifetime coverage, the West Chester couple contemplated drastic measures - even divorce, at one point - as they tried to find a way to pay their son's doctor bills.

Leo died in 2006. He was 13.

This week, his parents, Jeff and Susan Johnson, will travel to Washington, D.C., to ask lawmakers to remember children's needs as they debate reforming America's health-care system.

The Johnsons will be among some 50 families meeting with lawmakers Wednesday and Thursday as part of the National Association of Children's Hospitals Advocacy Day.

"The primary thing we're going to ask for is some kind of safety net for regular people, people who have insurance who may have these limits, like we did, who don't qualify for other programs after that limit, or the programs aren't affordable," Jeff Johnson said.

Nationally, 9 million children in the U.S. are uninsured, and significant gaps exist in coverage for children with Medicaid and commercial insurance coverage, said Lawrence McAndrews, president and CEO of the children's hospital association.

"Health reform represents an immediate opportunity to improve the health status of all Americans, particularly children - the most vulnerable among us," McAndrews said. "Covering all children, and making sure they have access to the care they need regardless of their family's financial situation or where they live, is an achievable first step toward covering all Americans."

Like most peoples' health plans, the Johnsons' plan has a maximum amount it will pay out over a patient's lifetime.

Leo's lifetime limit was $1 million, with a catch: The insurer wouldn't pay more than $500,000 for care within a calendar year.

Once those limits were reached, the Johnsons would have to pay the rest out of their own pockets.

Leo was diagnosed with acute myelogenous leukemia in March 2004.

The cost of his first chemotherapy treatment, which included 10 days' hospitalization, was $96,000. The Johnsons got the statement in April.

Patients with Leo's type of leukemia spend a lot of time in the hospital while they're undergoing treatment. Chemotherapy and radiation damage the immune system, leaving patients at very high risk for infection.

"At $96,000 for one treatment, some quick math will tell you it's not going to be very long before he's out of insurance of the year," Johnson said. "Then piled on with all of the medical and emotional issues, you have to start scrambling with finances. How are you going to pay these bills? It's very stressful."

The Johnsons asked staff at Cincinnati Children's Hospital Medical Center, where Leo was being treated, for help, but there weren't many options.

Like many working families, they earned too much to qualify for Medicaid and other public aid, but not enough to cover the cost of Leo's care once he maxed out his insurance coverage.

The couple even briefly considered getting a divorce so Susan Johnson's income would be low enough to let Leo get Medicaid. "We did think about that for a minute or two," Johnson said.

The family got some relief in July 2004 when doctors implanted a central line in Leo's abdomen for intravenous access. With the implant, he qualified for Medicaid coverage for home health care, and the state picked up the tab for most of his care.

But when Leo's cancer went away that fall, doctors removed the implant, and the family lost Medicaid coverage.

In January 2005, Leo's cancer came back. It was a new year, with a new annual limit. The family re-applied for Medicaid, which became Leo's secondary insurance.

Leo underwent a bone-marrow transplant in April 2005 but the leukemia came back that fall, and he enrolled in a pediatric hospice program. He died in March 2006.

With the Medicaid coverage, the family was left only with co-payments and deductibles. Other safety net programs required families to be uninsured for up to six months.

Without Medicaid, Johnson said, they might have had to declare bankruptcy.

"You read about how more than 60 percent of all bankruptcies are because of medical bills, and we honestly thought I'd have to get a second job or take a pay cut so we'd qualify for some of the safety net programs, all of the things that go through your mind," Johnson said.

A study released June 4 in the American Journal of Medicine found that illness and medical bills contributed to 62 percent of all bankruptcies in 2007. More than three-quarters of those who had to file for bankruptcy because of medical bills had health insurance, the study found.

In addition to some kind of affordable secondary coverage, the Johnsons would like to see lifetime coverage limits eliminated, at least for children. They'd also like to see those six-month coverage gaps eliminated.

Cincinnati Children's also has a wish list as lawmakers look at how to allocate taxpayer dollars for health care.

One proposal now on the table would shift responsibility for paying for children's health care costs between the federal government and states, depending on the service needed. It's a nice idea until somebody gets sick and no one can agree who is supposed to pick up the tab, said Melissa Saladonis, assistant vice president of government relations for Cincinnati Children's.

Pending Medicaid cuts are another major concern for health-care providers.

Ohio is one of dozens of states contemplating cutting Medicaid coverage as a way to reduce budget shortfalls.

Right now, federal legislation mandates minimum preventative care for children, including dental and eye care, Saladonis said. She hopes federal lawmakers will make sure that mandate remains in place.

Cincinnati Children's and other hospitals are also worried about a proposal that would allow states to cap Medicaid reimbursement at 80 percent of what Medicare pays for similar treatments.

Saladonis argues the cap would mean further cuts to a program that already pays too little for health care.

This year, the Corryville hospital is getting about 44 percent of its revenue from Medicaid reimbursements, she said.

That's an increase of 9 percentage points from last year, when 35 percent of its revenue came from the state health insurance program.

Each percentage point increase spells a $7 million loss to the hospital over what private health insurance would pay.

"We have a pretty uphill battle now with Medicaid," Saladonis said. "If that cap on Medicaid is codified in law, that's going to make the battle even harder."
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