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John Dwyer, left, president of the GAP Foundation, and Dr. Jeffrey Burns, co-director of KU's 
Alzheimer’s Disease Center, are trying to recruit hundreds of people for clinical trials on the 

effects of diet, exercise and drugs on the disease. 
 

In 2001, Terrie Huntington’s younger sister began showing symptoms of dementia. She was 48 

years old and was a funeral director in Clearwater, Kansas. She started having trouble figuring 

out the numbers on her computer keyboard. 

“She also had other diseases, fibromyalgia and arthritis, and was taking medication and she 

thought, ‘Perhaps I’m not taking the right medication, it's making me forgetful,’” Huntington 

says. 
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Terrie Huntington, a former Kansas legislator, is participating in a clinical trial at the KU 
Alzheimer's Disease Center. Her sister was diagnosed with early-onset Alzheimer's. 

Huntington says her sister eventually lost the ability to dial a phone or use the dials on a 

washing machine. 

“Ultimately, when they did a scan of her brain, they determined that she had significant 

buildup of the amyloid protein,” Huntington says. “You could see the parts of her scan that 

were clouded, did not look normal.” 

Doctors diagnosed early-onset Alzheimer’s disease. Huntington’s mother had dementia, 

although it was never diagnosed as Alzheimer’s. But Huntington began to worry she might be a 

candidate for the disease. 

Then a friend told her that the University of Kansas Alzheimer’s Disease Center was conducting 

clinical trials. 

“It’s a very lengthy process to become involved, you have to take cognitive tests and skill tests, 

perhaps MRIs, pet scans, exercise tests while you're hooked on machines,” Huntington recalls. 

Huntington, who’s 67, was chosen. The former Kansas legislator clearly was highly motivated. 

But not everyone is as motivated as she was to sign up – and that’s a problem. 

“That's something that most people don't understand, don't get,” says Dr. Jeffrey Burns, co-

director of the Alzheimer’s Disease Center. “It is very hard to get people into our studies and 

to find the right volunteers for our studies, and that alone slows us down more than anything 

else.” 
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The KU center is one of 31 nationally designated Alzheimer’s centers and has about 25 active 

clinical trials on prevention and treatment underway. 

“A lot of evidence suggests we may be able to modify the onset of Alzheimer’s disease, maybe 

push it back a few years, if not indefinitely, through things like diet and exercise,” Burns 

says. “But we need more proof.” 

And to obtain that proof, the center needs volunteers – lots of them. To be precise, about 650 

over the next three years. And it’s mainly looking for people without symptoms – in other 

words, people who wouldn’t necessarily be as inclined as Terrie Huntington to sign up. 

It’s both a marketing and logistical challenge. 

“Each trial is a little different and so that's one challenge. And the other challenge is just 

getting the word out,” Burns says. 

That’s where the GAP Foundation comes in. GAP stands for Global Alzheimer’s Platform. The 

Washington, D.C.-based organization partners with the likes of the Alzheimer’s Disease Center 

to recruit people who may not give much thought to participating in a clinical trial. 

“Unlike cancer, for example, God forbid, most folks that enroll in a clinical trial in cancer are 

therapy seeking,” says 

John Dwyer, president of the GAP Foundation. 

“They've already received a diagnosis or a possible diagnosis of cancer, so they're both 

motivated and have a very grounded need,” Dwyer says. 

In contrast, the symptoms of Alzheimer’s may take many years, even decades, to develop. So 

someone in the early stages of the disease may appear cognitively normal. And in Dwyer’s 

words, they’re not “therapy seeking.” 

“You know, I woke up this morning and if I wasn't in this business I don't think I'd be thinking 

about whether I want to be in a clinical trial,” Dwyer says. 

So GAP is going beyond the medical community and meeting with folks like Kansas City Mayor 

Sly James and businesses like Hallmark Cards. The hope is they’ll get the word out about the 

clinical trials to their constituents and employees. 

 



Dwyer frames it as a community issue: More than 5 million people in the United States have 

been diagnosed with Alzheimer’s and it takes about two caregivers for every patient. That 

translates into 50,000 Alzheimer’s patients and 100,000 caregivers in the Kansas City area 

alone. 

“That suddenly makes it a community problem; it's not one pharma company or one 

researcher,” Dwyer says. “This is chewing away your entire community.” 

The thinking is that when people realize it’s the entire community that’s affected, they’ll be 

more motivated to sign up for clinical trials. 

Back at her Fairway home, Huntington says she’s eager to get going. Her sister died at age 60, 

just eight years after she was diagnosed and after enduring much suffering. 

“It’s always something in the back of my mind once you’ve had a close family member with 

that disease, most definitely,” Huntington says. 

Huntington is participating in a clinical trial looking at the effects of exercise on the 

Alzheimer’s disease. Apart from the occasional round of golf or tennis, she says she’s never 

been a regular exerciser. Now she’s hitting the treadmill four times a week at the Paul Henson 

YMCA in Prairie Village while a researcher monitors her. 

“Knowing what the disease is, if I can help the population of people who are going to get the 

disease, prevent them from losing their memory fast, that's something I really want to do,” 

Huntington says. 

KU’s Alzheimer’s Disease Center is hoping several hundred other folks feel the same way.  
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