
 

Carlson: 7-year-old survivor faces death without bone marrow donor 
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Born to an unwed, teenage 
mother, Maddie - whose full name is Madison Aditi Landwehr - literally was "thrown away" 
moments after her birth and left to die in a remote area of central India. Lying in the open, 
she was mauled by wild dogs. Her right buttock was devoured, as was her hip. That 
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She was near death when she was found and carried to a hospital, where doctors saved 
her life. She weighed only 4 pounds. 



 
Four months later, she was taken to an orphanage in western India, and that's where she 
stayed for a year and a half until the Landwehrs brought her home to Iowa. 
 
"It was terrible, unimaginable, but I guess that's obvious to anybody who hears the story," 
said Ernie, a college admissions official. 
 
"I just know that when we saw her picture and then when we saw her with our own eyes, 
we knew that this is our little girl." 

Which should be the beginning of a happy story. And, through all those surgeries to fix her 
leg and help her walk, a story that should bring a happy ending. 
 
Not yet. Maybe not at all. 
 
Ernie and Nancy learned last year that their happy, beautiful little girl has an inherited, rare 
blood disease called Fanconi anemia. 
 
It prevents her red and white blood cells and platelets from reproducing as they should. 
People with the disease are likely to develop serious infections and cancer-related 
illnesses, particularly leukemia. 

That means Maddie needs a bone marrow transplant to have a chance to survive. So far, 
no suitable donor has been found. 
 
"We're told that any suitable donor will almost certainly have to be of Indian descent," said 
Nancy, a stay-at-home mom who with Ernie has three grown biological children. "There 
are a lot of people of Indian descent in Iowa and around the country, and we're trying to 
get the word out and encourage people to be tested." 
 
Any healthy person between the ages of 18 and 60 is eligible for testing. Their blood cells 
are examined after a quick, painless swab of the cheek. Information from the swab is 
entered into a database, and a computer analysis determines if a person is a suitable 
donor. 

The 2000 census, the most recent count of Iowans with a reliable breakdown by age and 
race, found 3,751 Asian Indians between ages 18 and 60 living in Iowa. It's likely that 
number is higher today. 
 
The donor can come from anywhere - there are 6 million names on the worldwide bone 
marrow donor registry. Ernie and Nancy are certain that somebody, somewhere, can save 
their girl's life. It's just a matter of finding the person. 
 
The thing is, while Maddie seems healthy - spend time with her and you'd never know she 
was sick - she can't wait long. 

"She is very sick, and she definitely needs this bone marrow transplant," said Dr. Deborah 
Smith-Wright, a Des Moines native and a pediatrician at the Shriners Hospital for Children 
in Minneapolis, who has been caring for Maddie since 2005. "Spontaneous remissions are 
extremely rare in Fanconi anemia patients." 
 
Smith-Wright said there are only about 1,000 cases of Fanconi anemia worldwide. 



 
"Maddie has been through so much," Smith-Wright said. "The injuries, the infections, the 
treatments and now this. It's been a rough time for her, but she's a brave girl. She's a real 
favorite around this hospital." 

Her first surgery was 3½ years ago and was an initial step in repairing her hip and 
lengthening her right leg, which was not growing as it should. 
 
"The doctors in India did their best, I'm sure," Ernie said, "but doctors here told us she 
looked like she'd been sewn up in a hurry by a vet." 
 
She was in a body cast for eight weeks after the first surgery in Minneapolis - the first of 
three such casts. 
 
But her blood tests indicated a probable infection. Her white blood cell and platelet counts 
were at a critically low level. 

"She wore a thick-soled shoe on her right foot to even out her legs," Nancy said. "It was so 
she could walk reasonably normally. She hated it. It was like wearing a brick." 
 
The first leg-lengthening surgery was last March at the Shriners' hospital. The leg was 
attached to a crank-like device, which had to be turned four times a day for 45 days. 
 
"Maddie is the one who turned the crank," Ernie said. "Her leg grew a little over 4 
centimeters." 
 
Other than a short time in a wheelchair, she never stopped walking. There were more 
infections, more drugs, more surgeries and injections, including the strong antibiotics she 
is given through a port in her chest three times a day. 

"The Fanconi anemia, we never imagined such a thing was possible after all she'd gone 
through," said Ernie. 
 
"She was sitting here one night, and all of a sudden her nose started bleeding. I put a 
towel over it. It wasn't long before the towel was soaked with blood. We had to call an 
ambulance. I couldn't believe she could have that much blood in her little body." 
 
The infections, the bleeding and sporadic blood counts led to the tests that confirmed 
Fanconi anemia. 

The orthopedic treatments have been done at the Shriners' hospital at no cost to the 
Landwehr family. The bone marrow transplant would be done at University of Minnesota 
Hospitals. 
 
"My daddy tells me I have special blood," Maddie said, listening as her parents describe 
her illness and treatments. "He says I have angel's blood." 
 
Friends have created a Web site, "helpmaddie.com," which tells her story and gives 
information on how to donate money to the family to help with travel expenses. The Web 
site also lists fundraising events to help the family, such as a Feb. 23 pancake breakfast in 
Maddie's honor at Clay Elementary School in Altoona, where she is a second-grader. 



Maddie is small for her age - she weighs 30 pounds - and wears three little silver rings on 
her tiny fingers. 
 
"I love jewelry," she said, giggling. 
 
She wants to meet Faith Hill. She wants to ride a bike. She loves school, and her favorite 
things at Clay Elementary are, in order, recess, science and math. 
 
When she grows up, she wants to become a doctor. 
 
"I want to help sick people," she said. 
 
But all of that depends upon finding a donor. 
 
"It's not critical today," said Nancy. "She's getting along fine - today. Next week, it could 
become critical. Or next month. We just don't know." 

"It's not a matter of if this kicks in," said Ernie. "It's a matter of when." 
 
They have talked to some of the best doctors in the world and have done their own 
research. They know that Maddie could be expected to live only to the age of 12 without 
the bone marrow transplant. With it, she might well live into her 20s or 30s or longer. And 
by then, with ongoing research, who knows? 
 
"What we are certain of is that she needs the transplant to save her life," Nancy said. 

"It would be wonderful if everyone got themselves tested. The chances are you can save a 
life. If you're of Indian descent, for Maddie's sake, we ask that you please be screened as 
a potential donor." 
 
Maddie understands - at least as much as a 7-year-old can comprehend such a thing - and 
she's ready to deal with whatever comes next. 
 
"Somebody will help me," she said. 
 
It would, everybody in this family knows, be the ultimate gift. 
 
But Ernie said the greatest giver of all has been Maddie. 

"I can't measure what she has done for us," said her dad. "I can't imagine what our lives 
would be like without her. She is the joy of our lives. She has courage and great humor 
and a spirit unlike any I've ever seen." 
 
With the help of somebody they have never met - possibly somebody they never will meet 
- she will be in their family for a long time. 
 
Columnist John Carlson can be reached at (515) 284-8204 or jcarlson@dmreg.com
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