John: A Caregiver's Story
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Perhaps no one knows better than John Hagan how Alzheimer's disease can change the course of a person's life.
 
Five years ago, John's mother was diagnosed with Alzheimer's disease. Not long after learning that devastating news, John, 55, and his family experienced a second blow. "My mom and my wife were both diagnosed with Alzheimer's in the summer of 2006," John says. His wife, Heidi, was experiencing younger-onset. She was only 48 at the time.
 
"My wife was initially diagnosed with Alzheimer's disease and vascular dementia," John explains. "A couple years later, she was diagnosed with primary progressive aphasia." The dementia affected her ability to complete simple tasks. The primary aggressive aphasia, diagnosed by a speech pathologist, impaired her language capabilities. To date, Heidi's lost approximately 90% of her vocabulary.
 (
Heidi & John – Approximately 10 years ago
) 

In January 2007, John and his wife moved into his mother's south Des Moines house so that he could care for both of them. "That summer, I looked around for support groups and found the Alzheimer's Association [Greater Iowa Chapter] in the phone book," John says.
 
There, he and his wife found support groups for the early stages of Alzheimer's disease, which they both attended for four years. His wife would meet with people with Alzheimer's disease, while John would meet in another room with their caregivers. "Each group shared stories about their challenges and how they're dealing with them," John explains. "Hearing stories from other people, and getting yours out yourself, helps," he adds.
 
John's mother passed from complications of Alzheimer's disease on December 23, 2009. His life now revolves around caring for his wife - making and feeding her meals, showering and dressing her, and addressing her daily bouts with depression and anxiety. One of the couple's two adult children is able to take over for him a couple days a week so that he can run errands and catch his breath.
 
Over the years, John and Heidi have attended Alzheimer's Association, Greater Iowa Chapter picnics in the summer, the Walk to End Alzheimer's in the fall, holiday parties in the winter, and various special events. The local Alzheimer's Association staff recently visited the couple's home to rake their fall leaves.
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"A lot of what has helped was that they (Alzheimer's Association) give the caregivers a break," John explains. "Even though our family members are right there, it's still a break because everybody is there to help out with them."
 
 (
Alzheimer’
s Association staff & Heidi - 
October 2011
)John feels it's critical for people to hear about younger-onset of Alzheimer's disease. Younger-onset is an uncommon form of Alzheimer's, affecting people younger than age 65. It has been known to affect people in their 30s and 40s, but is most commonly diagnosed in people in their 50s.
 
"There are a lot of people out there with younger-onset," John says. It is important to keep researching for a cure. "Alzheimer's disease is one of the top ten deadly diseases, but there's no cure and no way to stop it."
 
John remembers his wife as calm and generous before her diagnosis. "We always wanted to do a lot of traveling because we enjoyed each other's company so much," he shares. "She was a good person to be around."
 
"She knows I'm someone who is always here for her," he says of his wife now. "But she doesn't know what a husband is anymore."  As their 35th anniversary approaches at the end of October, his days are now spent trying to comfort and calm her when the anxiety takes over. "My life centers around taking care of her," he says. "I wouldn't have it any other way."

###
image1.jpeg




image2.jpeg




