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Local family fights back for 

cure against rare genetic 

disease 
Bart DoanCNHI 
CLERMONT — CLERMONT — There are eight 

known people in Indiana that have pachyonychia 

congenita. Five of them come from the same family, 

living just on the outskirts of Clermont, and they‟re 

fighting back against it in hopes that a cure is coming 

soon 

The Stergar family will be holding a car wash from 9 

a.m. to dusk June 1 at Extra Blessings, 9220 

Crawfordsville Road, Indianapolis, as part of PC 

Awareness Day. 

“This is worldwide,” said Butch Stergar, who is stricken with the disease and determined to help further what 

is considered not only a potential cure for PC, but for any genetic disorder. “It‟s being presented in over 50 

countries, many of which have nobody known with the disease, it‟s so rare. We know there are people out 

there, but it‟s not registered.” 

PC causes painful cysts and calluses all over the body, especially on the feet, making it extremely difficult to 

walk for sustained periods of time. It is a genetic disorder of the keratin genes K6A, K6B, K16, and K17. 

According to Stergar, there are only 1,017 known cases worldwide. 

“The chances of getting this disease are so small, you‟re about 100 times more likely to hit the big lottery,” he 

said. 

Stergar also has a rare form of it that is a mutation of the same gene, effecting only 170 people. 

He said he hopes people take note of PC Awareness Day as a time to understand the disease and give back. He 

said proceeds raised from their car wash will go toward finding a cure, which he insists is close. 

“A lot of people might say „why would I give to a charity that‟s only going to help a few people?‟” he said. 

“Well, there‟s a lady that‟s come up with a cure for us. Her name is Mary Schwartz, and it‟s called gene 

splicing. It‟s actually been demonstrated to reverse or turn off the gene. If they can find a better delivery 

method, this could also work for heart disease, cancer, muscular dystrophy, virtually any disorder on the 

planet.” 

The process for Stergar to even determine he had the disorder was arduous. He was born with prenatal teeth, as 

have all of his children been. It took him 30 years to finally run into a doctor who had seen PC at any point in 

their careers. 

“What happens is, normal skin cells have a fibrous filament in them that gives them strength,” he explained. 

“They took pictures of my skin cells and this fibrous filament is not there. I get more calluses in two weeks 

than others will in a lifetime. 

“It‟s amazing at how, if people have never heard of something, they don‟t believe the average person. I‟m 

expecting that once they get this awareness day going, it‟ll at least quadruple the amount of people we find that 

have it. Someone in Mary Schwartz‟s family has it, and every dime donated will go toward finding a cure. She 

has a team of scientists together and over a dozen physicians dedicated to helping us. They have actually 
joined on with her in a staff-oriented type of situation to come up with a way of treating this. 
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“Everybody has DNA in every cell. It can be changed to RNA. They have what they call signature RNA that 

they can send into the cell and it actually turns off the defective gene. Everybody has a backup gene from their 

other parent. The only way they‟ve got to get this to the cell is what is called a micro needle system. They have 

a tape that has thousands of tiny needles on it, and they‟re the exact length to go down to the fourth layer of 

skin. They press this tape to the skin and then they shear it off to the side and it breaks those needles off, and 

that area right there reverses and the defective gene turns off. The recessive gene turns on and becomes 

normal. But you have to do the thousands of needles, plus every two weeks your cells divide and split again. 

So not only do they have to do it all over your body, plus they can‟t get to the fingernails. It‟s also very painful 

and it only lasts two weeks. They‟re looking at a delivery method to get the signature RNA delivered directly 

to the cell without having to go through the painful physical procedure.” 

Some stricken with the disorder experience abnormalities in the fingernails, like Stergar, which he says has led 

to a lot of situations where people have been extremely rude to him, not understanding his condition. He 

doesn‟t want that for his children or his grandchildren. 

His daughter, Amanda, a 2004 Ben Davis High school graduate, also has PC, and hopes to reverse the trend 

before she has children of her own. 

“It makes it very difficult for me to find a job,” Amanda said. “I literally can get a blister the size of my entire 

heel and it makes it very difficult to walk without a lot of pain. That happens when I‟m on my feet more than 

four hours at a time. I can‟t do normal things, and then there‟s the skin part of everything. You have a little 

insecurity, and it‟s effected me personally and emotionally, but I think with my dad‟s help, I‟ve gotten to the 

point where I‟ve accepted it and I‟m really interested in working with the PC project so that if my future kids 

get it, we can find something for them.” 

Butch Stergar added, “My nephew has the disorder, and he‟s only 4 years old. It‟s a shame too, because he 

loves sports. But he‟s not going to be able to do them once the disease takes into effect. He‟ll get the formation 

of the calluses. In fact, he‟s already starting to get that. This treatment is revolutionary and it‟s a big story. I 

think it‟s more important than letting people know about us. I‟ve put up with it all my life. I got sent home 

from school because the teacher said my fingernails were dirty, embarrassed me in front of classmates. But 

I‟ve learned to be tough from it.” 

Amanda said she uses handicapped parking spots so she won‟t have to walk as much. 

“I get a lot of people that look at me and say something like I‟m stealing it from someone else, and it‟s 

frustrating because people don‟t know,” she said. “Just because you can‟t see what the disorder is from the 

outside, it‟s frustrating when people assume they know what‟s going on. 

“I started writing back and forth with a girl in England who wouldn‟t go out of the house because of the bumps 

on her skin. Now she‟s going out. She carries a card in her purse and if anybody ever says anything to her, 

she‟ll just give it to them and tell them to check it out. It has given us proof that we‟re not giving people a 

bunch of bull. This is something really happening and we‟re not making it up.” 

Butch said the donations they bring in through the car wash will be matched by a donor. 

“Every dollar we give, a sponsor will give two more,” he said. “If someone gives $10, it‟s the same as giving 

$30. We‟re putting about $1,000 into this ourselves, but 100 percent of this will go to research.” 

For more information about pachyonychia congenita and the project, visit the website at pachyonychia.org. 

Just the facts 

WHAT: PC Awareness Day Car Wash 

WHEN: 9 a.m. to dusk June 1 

WHERE: Extra Blessings, 9220 Crawfordsville Road, Indianapolis 
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