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Children's Crusade

An activist organization helps parents
care for chronically sick kids at home
By AMANDA GARDNER

Otilia Tanner's 7-month-old baby was living on a respirator 24 hours a day
when the Con Ed man arrived to turn off the power.
It was the lowest point for Tanner and her family, whose lives had been spinning out of control ever since Nov. 29,
1999, when Hannibal Gilead was born with several medical problems.
Had it not been for an organization called Sick Kids Need Involved People (SKIP), that day would have turned
tragically darker.
From the day he was born, the baby had trouble feeding and breathing. "It was taking him an hour to have 2
ounces of formula," says Tanner. "If he took 8 ounces a day, we were rejoicing." The doctors finally figured out
that Hannibal had floppy cartilage in his throat that was preventing him from sucking, swallowing and breathing at
the same time. Giving him oxygen through a respirator enabled him to eat enough.
But while Hannibal's medical problems were slowly being worked out, his family's problems were growing. Tanner
had to quit her job to take care of Hannibal and his four siblings, ages 2, 4, 6 and 18. She and her husband have
$15,000 in unpaid medical bills. They were three months behind on their mortgage, their phone bill and their
electric bill.
Had Tanner not been at home when the Con Ed representative arrived, the company would have turned the
power off. As it was, the man saw Hannibal's oxygen tank and told Tanner she was eligible for a special discount
for life-sustaining equipment. Another Con Ed representative gave Tanner the number for SKIP and that's when
things started looking up.
SKIP was founded in 1983 by Margaret Mikol and her husband, Yves, no strangers to adversity. Their daughter
Julia spent the first 2-1/2 years of her life in a New York City hospital while her parents fought to bring her home.
The Mikols burned through their insurance and their life savings, all to no avail.
Finally, a new waiver in the Medicaid program — the "Katie Beckett" waiver — enabled them to take Julia home.
The family became the first in New York State to bring home a child on life support.
Julia died in 1986 at the age of 7-1/2 but SKIP is her legacy.
SKIP's staff of 150 full- and part-time employees helps families get their kids home and get the necessary
financial and medical support — "the whole amalgam of what it takes for a family to feel whole again," says
Margaret Mikol, SKIP's executive director. Mikol never expected the organization to last this long, but the healthcare environment has become more complicated and New York State has no one central agency to deal with
medically fragile children.

"At first we were just going to be for information — our whole purpose would be to go out of business by getting
the information out there. But the families wanted us to assume day-to-day facilitation," says Mikol. "Their
common dilemma is accessing services and the absolute dearth of information."
SKIP helps families navigate the complex world of entitlements and has put together a "discharge planning
manual" to help parents learn what they need to know before taking a sick child home.
Mikol herself is a self-taught expert on medical equipment. When Julia was alive, there were no special
wheelchairs to accommodate oxygen tanks, so Mikol and her husband went to Canal Street, bought an old
delivery truck, took it apart and welded it back together as a wheelchair with room to hold Julia's equipment.
SKIP gets enough state funding to handle about 200 cases a month. The organization oversees another 60 cases
without any funding and 200 children are on the waiting list. To date, SKIP has helped 3,500 families. Most of
their situations, says Mikol, are preventable.
"There are huge mountains for people to crawl over," she says. "Children are not the problem. It's the surrounding
system."
Waivers in the System
The health-care system repeatedly told Otilia Tanner that her husband earned too much to be eligible for
Supplemental Security Income or any other assistance program. In fact, the family is probably eligible for a
Medicaid waiver program and SKIP has put them on the waiting list. (Unfortunately, the waiver is not retroactive,
so the family's existing bills will not be covered.)
Many families in New York State are eligible for various Medicaid waivers. "Medicaid is a very complicated service
in New York State, but the state has done a fairly good job of allowing pretty much anything that they can allow,"
says Mikol. "It's knowing those nuances and dovetailing the family into a program."
Amy Putman, a television design director and her husband, a pediatric cardiologist, benefited from an emergency
Medicaid waiver seven years ago, when their son Jacob was born with a rare lung disease.
When Jacob was 4 months old, their insurance company decided it would no longer pay for nursing care and
demanded almost $100,000 in back bills from the couple.
Jacob was in the hospital when they got this news, and the hospital refused to release him. "The social worker
from the hospital told me that they couldn't discharge us until we had nursing care," says Putman. "I was shocked.
We were going to live in the hospital, and this isn't unusual. There are many kids that live in the hospital for
years."
Putman called Mikol, who managed to secure within days an emergency Medicaid waiver to pay for nursing care.
Then Mikol went to work on the insurance company and finally persuaded them to pay.
Jacob was able to go home and Medicaid never actually paid a thing. "We got the insurance company to look at
the child," says Mikol. "We pointed out the medical necessity. The criteria for Medicaid is almost as stringent as
an insurance company's, so if Medicaid is recognizing something as medically necessary, why wouldn't the
insurance company?"
Keeping a Family Together
In some cases, medical coverage is in place but the health-care system manages to break a family up. That's
what happened to Ar-Rahim Jones, 18, and his grandmother Ida Nedd.
Jones has muscular dystrophy, a genetic disease marked by the progressive deterioration of his muscles. He has
been unable to walk since he had an operation about three years ago. He has lived with his grandmother all his
life; Medicaid covers all his medical expenses.

In November 1999, Jones complained of not being able to breathe, so his grandmother took him to the intensive
care unit of the local hospital. That's where he stayed until last April. When Nedd asked for a discharge, the
doctors refused, insisting instead that Jones be transferred to a long-term care facility. "Do I look like a fool to
you?" Nedd asked the doctors. "I know we won't get him out. I brought him here and I'm going to take him home."
Over the next several months, the doctors ordered meeting after meeting with Nedd while Jones sank further and
further into depression. Nedd refused to budge, the hospital refused to budge. The two camps were at an
impasse until Nedd got in touch with SKIP. "Leave it to me," the caseworker told her. "I'll do everything."
"The first thing we did when Nedd contacted us was try to indicate to her all the things that she needed to know to
be able to take care of Jones in case [the home nurse] didn't show up," says Mikol. Nedd arrived at the hospital
every morning at 9 and didn't leave until 6 in the evening. She learned every aspect of Jones' care and even paid
$50 to take a CPR class at the Red Cross.
SKIP got all the information necessary to apply for nursing service and eventually arranged for home care to
cover most of every day. Nedd uses her newfound expertise to handle the few remaining hours.
Now Jones is back in his 13th-floor bedroom, surrounded by posters of Michael Jordan and Grant Hill and
certificates of achievement pasted on his door. A fishtank glows on his bureau and a computer is nestled in the
space between the end of his bed and the wall. His is not so different from any other teenager's room, except for
the respirator on the bedside table. Jones does schoolwork with a home teacher from the Board of Education and
when the weather's good, he goes outside in a special wheelchair, with help from his grandmother and a nurse.
The case of Jones and Nedd is one of SKIP's many individual successes. But it's the word "individual" that
worries Mikol — the need for SKIP just keeps growing. "Our biggest frustration is that we're changing things on an
individual level but not on a systemic level," says Mikol. "Have we changed the system so people are
automatically fed into resources and systems of support? It's such a huge problem because each person is an
individual."
For information about volunteering, to make a donation or to get more information about programs, contact SKIP
at 213 W. 35th St., New York, NY 10001; (212) 268-5999.

