FACING LONG ODDS

Fight of his life
Former Terry Sanford athlete battles Lou Gehrig's disease
By Earl Vaughan Jr.

Scholastic sports editor 

His old Terry Sanford football coaches remember Steve Carlin as a tough athlete who wouldn’t quit against the longest odds. 

Now his competitive spirit is being tested like never before as he battles an incurable disease. 

Carlin, 41, and his wife, Maryanne, were living in Detroit a year ago. He had a job with a company designing exhibits for museums and auto shows. She was a travel agent. Life was good. 

Then Carlin learned he had amyotrophic lateral sclerosis -- Lou Gehrig’s disease. 

One doctor gave him nine months to live and suggested he enter a retirement home immediately. 

That was 13 months ago. Today, Carlin is back in his hometown of Fayetteville. He lives as normal a life as he can with his wife and 2-year-old daughter, Ariel. 

He is fighting his ailment from every medical and political perspective possible, hoping that if he can’t beat it, he’ll eventually unlock the door to a cure for future generations. 

Carlin graduated from Terry Sanford in 1977, playing for coaches such as Mackey Hall and Len Maness. 

Both remembered Carlin the same way. ‘‘He was very determined, always willing to do whatever it took to win,’’ Maness said. ‘‘He was certainly the leader of the team, the man you looked to to get things straightened out.’’ 

‘‘He stood his ground like a little giant,’’ Hall said. ‘‘By no means was he a quitter. He battled as long as he possibly could. He is that kind of individual.’’ 

Carlin moved on to Western Carolina University and majored in industrial engineering. He worked on an oil rig off Louisiana, then at a millworking firm in Thomasville. 

Trouble begins

The last 10 years of his life have been the most successful following the move to his job in suburban Detroit. 

But last year, he noticed something was wrong. His speech began to thicken, like the speech of someone who was drunk. He calls it his ‘‘Elmer Fudd voice.’’ 

A Michigan neurologist thought he had myasthenia gravis. Carlin went to George Washington University in St. Louis for an operation to remove his thymus gland. 

‘‘We went there with the promise of fixing something,’’ he said, ‘‘only to find out it was something much worse.’’ 

Carlin had ALS, which attacks and kills nerve cells, eventually leading to paralysis and death. 

His company put him on long-term disability. Carlin, Maryanne and Ariel relocated to Fayetteville. 

The move home was made to help Carlin and his family cope with the disease through a network of support from family and friends. 

‘‘This is my retirement home,’’ Carlin said, looking around his living room, just a few blocks from the Methodist College campus. 

Until he speaks, and as long as he’s sitting, he looks like anything but a man battling a terminal illness. Thick black hair covers his head and curls upward at his shirt collar. 

His shorts reveal tanned, muscular legs. His arms are just as well-muscled. The smile creasing his face beneath a thick black mustache is warm and pleasant. 

Stays active

Carlin is far from being home-bound. The family recently visited Yellowstone National Park. He still goes on hunting and fishing trips with friends. 

But Maryanne said he does have limits. 

‘‘He does have trouble walking distances,’’ she said. ‘‘We get help around the house from my brother and another good friend for things that require a lot of strength.’’ 

Maryanne’s mother, Mary Culbreth Williams, also pitches in to help care for Ariel. 

Ariel was one of the first things Maryanne thought about when Carlin was diagnosed with the disease. ‘‘I started thinking of all the things associated with raising a small child that were going to be a little tougher,’’ she said. 

‘‘I thought about how it will be for her without him, hoping and praying he will survive long enough that she’ll remember him.’’ 

The disease sometimes plays on Carlin’s emotions, causing him to laugh loudly at something that’s barely funny and get tearful at a hint of sadness. 

He works at laughing more than crying, and even pokes fun at his own condition. 

Not long ago, he went to a graduation exercise for one of his wife’s relatives at the Greensboro Coliseum. 

Carlin wasn’t feeling well and decided he’d go sit in the car. His wobbly gait drew the attention of a Greensboro police officer. 

Five minutes after getting in the car and turning on the air conditioner, he found himself bracketed by two Greensboro police cars. 

‘‘Between the walk and my voice, they were convinced I was drunk,’’ said Carlin, smiling. ‘‘It took me a little while to make them understand.’’ 

Once his disease was diagnosed, it didn’t take Carlin long to decide to fight it with everything he had. 

‘‘I’ve always been competitive, as a businessman and an athlete,’’ he said. If there’s a treatment for ALS, Carlin has probably tried it, everything from prescribed drugs to herbal remedies. 

‘‘Mainstream doctors will tell you it’s all snake oil,’’ Carlin said of various herbal therapies. 

‘‘A lot of people have achieved positive results. We’re doing it all. I take about 40-50 pills a day. Acupuncture. Massage. We’re pulling out the stops.’’ 

Despite his treatments, the disease continues its advance. ‘‘My hands are pretty weak at pinching and grabbing,’’ he said. ‘‘I can go out and dig a ditch with the best of them, but I can’t zip my own zipper. 

‘‘The best medicine has been a positive outlook. I know it’s not going to cure it, but it’s going to make it better short term.’’ 

Carlin said he’s more angry than depressed that there aren’t more government-approved drugs on the market to treat ALS. It’s what’s called an orphan disease. 

Since only about 33,000 people suffer from it at any one time, there’s not a large enough market for pharmaceutical companies to develop drugs to treat it. 

One of the most promising treatments, the use of stem cells from human embryos, is at the center of a raging political and ethical controversy. 

Carlin concedes that it’s a touchy issue, but says stem cell research could benefit not only people with ALS but Alzheimer’s, Parkinson’s and spinal cord injuries. 

‘‘We need to get away from politics and look at the true merit of this research,’’ he said. 

That is one of the main reasons Carlin is actively involved with the ALS Therapy Development Foundation. Information on the foundation can be found on the Internet at http://www.als-tdf.org. 

The foundation raises private money to support ALS research programs around the country that show the best promise of treating the disease. 

‘‘They’re filling the void between mainstream medicine and some of the really wild stuff out there,’’ Carlin said. ‘‘They have their own scientists, immunologists, microbiologists, and they are doing a lot of research themselves. 

‘‘We need to raise private funds for some promising therapies that are out there. I want my face on it, to personalize it for the folks here in town. There’s not enough being done.’’ 

The foundation has started a fund in Carlin’s name that has raised $25,000. Much of the support for the fund came from Carlin’s company in Detroit, which offered a dollar-for-dollar matching donation campaign. 

Carlin has offered more than his name to the cause. He’s offering himself. ‘‘I would love to be included in a clinical trial that has a bit more promise, a little bit more risk,’’ he said. ‘‘But there’s nothing out there. 

‘‘If it was gene therapy or stem cells, I’d be beating the door down. But those things are so tied up in partisan politics. 

‘‘When there are things out there that can help me and folks like me, they need to get over (partisanship) and move on with it.’’ 

Maryanne Carlin said the public needs to realize there may not be that many cases of the disease at any one time, but it strikes almost completely at random. 

‘‘Ninety percent of the cases are sporadic,’’ she said. ‘‘It could happen to anyone else as healthy as Steve was, as healthy as anyone can be. 

‘‘It can happen to anyone, anytime.’’ 

When, and if, it does strike, Carlin hopes more people will take the approach he is taking, a line he borrowed from Baltimore Orioles third baseman Cal Ripken Jr. 

Ripken is famed for breaking Gehrig’s record for consecutive Major League baseball games played. The disease ended Gehrig’s career while he was still in his prime. 

On the side of the refrigerator in the Carlin home is a copy of Ripken’s quote. It reads, ‘‘Go to the ballpark every day and do the best you can.’’ Staff photos by Ethan Hyman; Contributed photo
