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Rare disease nearly kills West Cameron Twp. man 
 

 
WEST CAMERON TOWNSHIP- It has been six years since John 
Hornberger, 56, of West Cameron Township, experienced unimaginable pain 
and nearly died from a disease that most medical professionals have never 
heard of before: Stevens-Johnson Syndrome. Today, Hornberger looks at the 
scars on his body with his partially damaged eyesight, and is determined to 
raise enough awareness about the rare disease to help others avoid the 
suffering he felt. 

"It's only rare if you don't have it," said Hornberger. "I remember saying that 
if I could do anything to prevent this from happening to anyone, I wanted to 
be involved." 

Stevens-Johnson Syndrome is an adverse drug reaction that causes painful 
blistering of the skin.  

If left untreated, the skin literally melts off one's body. A person's eyesight is 
also threatened by the disease that causes severe conjunctivis, iritis, palpebral 
edema, conjunctival and corneal blisters and erosions, and corneal perforation. 

According the foundation's website, sjsupport.org, adverse drug reactions kill 
nearly 100,000 people every year, but less than 1 percent are reported to the 
Food and Drug Administration. 

The disease can be triggered by ingredients found in simple over-the-counter 
medications. Hornerberger's reaction was caused by Allopurinol, a medication 
he took for kidney stones. 

Not poison ivy 

In September 2005, John Hornberger was clearing land for his new home in 
West Cameron when he started to develop a rash. Thinking it was poison ivy, 
he ignored it for several days until he felt sick and his sister insisted he see a 
doctor. A foreign doctor, who was on duty at Shamokin Area Community 
Hospital emergency room, said the rash looked like a disease he had seen in 
his home country, Stevens-Johnson Syndrome. 

Unable to be treated at the Shamokin facility, Hornberger was transported to 
Geisinger Medical Center in Danville while his sister, Ellen Reed, researched 
the disease online and found the Stevens-Johnson Syndrome Foundation. 

"If it wasn't for Ellen, I wouldn't be here," he said. "I owe her so much." 

Reed said the doctors didn't pay much attention to what she told them about 
the disease and transported Hornberger by Life Flight to the burn center at the 
Lehigh Valley Hospital when Geisinger staff was unable to treat him. 

"That's what the problem is," said Hornberger. "Even the doctors are unaware 
about the disease and don't know how to treat it. Had I known, I could have 
been treated in enough time and had no symptoms." 

During the flight, Hornberger went into shock and after being revived, slipped 
into a coma for six weeks. He spent about two months in the burn center. 
About 95 percent of his skin melted off, the lining of his lungs were burned, 
his throat fused shut and the corneas of his eyes were burned. Doctors 
informed his family twice that he was going to die. 

"It's just so draining mentally, physically, emotionally and spiritually. It was horrible," said Hornberger. "There was such a 
horrible smell. It smelled like death." 

Doctors were eventually able to save Hornberger's skin, but the scars of the disease are evident all over his body. Hornberger 
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Larry Deklinski/Staff Photos The pink 
section on the hands of John Hornberger, 
of West Cameron Township, shows the 
area where Stevens-Johnson Syndrome 
affected his arm. Also shown are some of 
the medications Hornberger takes to 
control the rare disease, which affects a 
person's skin and eyesight. 

 
John Hornberger, of West Cameron 
Township, recalls the day he was stricken 
with Stevens-Johnson Syndrome and 
almost died. 
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also underwent two operations to open up his throat. 

"I couldn't talk or walk," he said. "It was frustrating for a 50-year-old to not be able to communicate." 

The doctors also told him that he would eventually be blind. 

"Most people who have the disease end up blind and deaf," said Hornberger. "I said, 'I don't think so; I'm going to see my 
grandson.'" 

After 2 1/2 months of rehabilitation, Hornberger returned home, retaining a portion of his sight. He can see objects very close 
to him, but the edges of his sight are blurry. 

"It's like I'm looking through a milk bottle," he said. 

Raising awareness 

Hornberger is convinced that he would not be alive today if it weren't for the support of his family, his faith and the Stevens-
Johnson Syndrome Foundation that provided him with information about the rare disease. 

As soon as he could, he called Jean McCawley, founder of the Stevens-Johnson Foundation, to tell her that if it had not been 
for her foundation providing information about the disease, he would not be around to tell his story. 

"We have to raise awareness," he said. "People have to know what it is and how to treat it and possibly save a life just by 
knowing what to do. It's not pretty, but people need to be aware that it can be caused by something as simple as taking 
Tylenol." 

Medical professionals still do not know what causes the disease and there is currently no way to tell who is more likely to get 
it. 

"It doesn't matter who it affects, kids to adults," said Hornberger. "People are taking more and more medications today and 
we are seeing it more and more." 

One of the goals of the organization is to encourage research of the disease. Hornberger said that stem cell research may 
reveal more about the rare disease and there are other promising treatments for the disease that are pending approval for the 
market. 

Hornberger is now one of 26 facilitators for the foundation throughout the world. He writes letters to local lawmakers every 
year, asking them to make August Stevens-Johnson Syndrome awareness month.  

He also organizes a soup supper each year at St. Peter's Church, Herndon, to raise money for the organization. Hornberger 
said the supper raised close to $900 dollars last year and is set for Nov. 12 this year. 

"There's a saying that the organization likes to use: 'Find out about Stevens-Johnson Syndrome before it finds someone you 
love'," said Hornberger. "That saying is so true." 
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