Losing Dennis

Couple wants others to know disease can start early
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In 2005, architect Dennis J. DeLorenzo of Milford began experiencing problems with his memory. He and his wife Doreen chalked it up to middle age, since that was the year Dennis turned 50.

But then a series of personality changes suddenly surfaced. Dennis started doing things that were totally out of character for him, such as having more than one glass of wine after dinner and driving to Connecticut’s casinos during the day. He began repeating certain behaviors over and over, such as insisting on dining out at the same restaurant repeatedly. He would get angry while driving. He became defensive, frustrated and volatile.
Doreen could not understand what was happening to her husband. “I was upset and angry,” she said. “At one point I pulled out our wedding picture and asked him, ‘What happened to this person?’”
At his 2007 annual physical exam, Doreen asked Dennis’ doctor about attention deficit and obsessive compulsive disorders.
Then the memory problems worsened. “I couldn’t remember things in my profession, and I became concerned about the projects I was involved in,” Dennis said. “It was taking longer to get work done, and I could no longer meet my deadlines. I couldn’t understand questions that clients would ask me. I would say the wrong words.”

A lifelong fan of the “Star Wars” movies, Dennis no longer understood what “Darth Vader” meant. He also lost interest in his hobby, watercolor painting, and could no longer follow the plots of TV shows.

After undergoing a battery of memory tests, a neuropsychologist diagnosed Dennis with dementia in April 2008, and a few months later a psychiatrist at Yale-New Haven Hospital’s Dorothy Adler Geriatric Assessment Center pronounced the unthinkable: Alzheimer’s disease. Dennis was 53 years old.

“This occurred at the height of my career, and that’s the most depressing thing,” said Dennis, who closed his firm, Design Dynamics, in January 2009. “My whole life – doing the work that I loved, getting to the high point of my architecture career, 30 years of experience – it all ended.”

The diagnosis was devastating. “I had lost my husband,” Doreen said. “We had a really good life. We used to travel, Dennis had a thriving business. The hardest part has been losing my spouse. He’s physically there, but mentally he’s not. Birthdays and anniversaries don’t mean anything to him. Now I’m a caregiver.”

Still, it was a relief to finally understand why Dennis had changed so drastically and suddenly. “A calm came over me. Now I could have the compassion I needed to help Dennis,” she said.
The diagnosis allowed Dennis to obtain medications that have helped lift his depression and curtailed the drastic personality changes. Today he occupies himself primarily with projects around his house, such as adding insulation in the attic and renovating the back porch. But it’s slow going, as he tires very easily.

A former quarterback at Notre Dame High School in Fairfield, Dennis continues to watch football on television and follow the New York Giants. He also retains a knack for numbers, so Doreen has encouraged him to do easy Sudoku puzzles and they have taken up bingo, in an effort to keep his mind as sharp as possible.
“We’re in a better place now,” said Doreen, who is 53. “I know it will be hard. But I just tell him we’ll take it one day at a time.”

SITTING AT HIS KITCHEN TABLE on a recent morning, Dennis pointed to an empty space in his yard where he had torn down an old wooden deck and wanted to replace it with a stone patio. Before giving up his architectural practice, he said, long hours had prevented him from completing projects around the house. Now the disease is slowing him down.
Still, Dennis is determined to maintain a positive attitude and do what he can to remain involved in life. “I know this disease is not going to get any better,” he said. “If anything it’s going to get worse. But you shouldn’t give up.”

While Dennis is beginning to have more trouble conversing clearly, his speech remains articulate much of the time at this stage of the disease. He has volunteered to help the Connecticut chapter of the Alzheimer’s Association increase awareness of Alzheimer’s in people younger than 65, by telling his story to the public. He and Doreen hope that telling their story will help others realize what is going on earlier than they did.

“Until this happened, I always thought of Alzheimer’s as an older person’s disease,” Doreen said.
Previously called early-onset Alzheimer’s, the national Alzheimer’s Association is encouraging a change to the term “younger-onset Alzheimer’s,” because “early-onset” is often confused with either the early stages of the disease or with early detection. Younger-onset Alzheimer’s is a growing problem, with an estimated 200,000 victims in the United States. That compares with more than 5 million sufferers age 65 and older.

“We are seeing a greater incidence of younger-onset Alzheimer’s, and we don’t know why,” said Trish Clark, executive director of the Connecticut chapter of the Alzheimer’s Association. “It may be that more people are getting to their physician and getting diagnosed earlier.” There are no studies showing the number of cases in Connecticut alone, she said.

Raising awareness of younger-onset Alzheimer’s will help more people get medical treatment and other aid earlier, Clark said, adding that it can be especially difficult for spouses and other family members to deal with the disease when it strikes at a young age.

“It’s not easy at any stage in life, but it’s extremely difficult with younger-onset because the whole family is completely derailed,” she said. “Children are trying to launch their careers, and they may have to drop out of college to be there for their parents. Spouses are still quite young, and they are looking at the prospect of caring for someone for many years. Their plans are changed forever.”

The Alzheimer’s Association offers support groups for Alzheimer’s patients and for their families and caregivers, and maintains a 24-hour telephone HelpLine. The group conducts family training sessions to give people the skills and understanding they need to care for people with dementia, and will design a plan of care for families. There are separate training programs for those coping with younger-onset Alzheimer’s.

“We support people any way that we can,” said Clark, adding that the DeLorenzos provide an example of the heart-breaking consequences of younger-onset Alzheimer’s. “He is facing a future of not being able to take care of his family, and he is uncertain about how this is going to affect the rest of his life,” she said. “Everything was taken away from him at a time when he was looking at a very bright future. It’s devastating, and it affects the whole family.”

Currently the Alzheimer’s Association receives most of its funds from donations, which have dropped about 15 percent during the economic downturn. The association and other groups are advocating for an increase in federal funding for Alzheimer’s research.

A PILL-DISPENSER SITS on Dennis’s kitchen counter, an ever-present reminder of his dramatically altered life. Dennis joined a clinical trial last year at Yale-New Haven Hospital, which is testing a new Alzheimer’s drug developed by Bristol-Myers Squibb, and Doreen drives him to the Alzheimer’s Disease Research Unit in New Haven for cognitive testing on a regular basis.

Alzheimer’s is the most common type of dementia, which is defined as a loss of memory or other mental function significant enough to affect day-to-day living. Alzheimer’s is a progressive disease that destroys brain cells and is the seventh-leading cause of death in the United States.
Scientists have developed drugs that treat some symptoms of dementia, and numerous researchers are engaged in a worldwide search for a cure. The Yale Alzheimer's Disease Research Unit conducts extensive research and has a number of clinical trials under way, including the one Dennis enrolled in. The unit is a member of the Alzheimer’s Disease Cooperative Study funded by the National Institute of Aging.

“We are seeing more people who are younger” apply to participate in clinical trials, said Martha G. MacAvoy, a clinical researcher with the Yale Alzheimer’s unit. “People are becoming more educated about the disease.”

The Yale unit is conducting trials involving both pills and injections, and recruits people with mild, moderate and severe cases of Alzheimer’s. “The pharmaceutical companies want to find a cure, and we are working with them,” MacAvoy said.
The clinical trial that Dennis is participating in is testing a drug designed to stop the formation of plaque in the brain, which has been identified as a possible cause of Alzheimer’s disease. Such trials offer great hope for the future and also give hope in the present, MacAvoy said.
Some promising results were reported in July at the Alzheimer’s Association 2009 International Conference on Alzheimer’s Disease in Vienna, Austria. A study of an omega 3 fatty acid showed a positive result on one test of memory and learning, and another study showed that the drug Dimebon may improve cognitive function in people with mild to moderate Alzheimer’s. Researchers also reported finding evidence that regular exercise and a healthy diet may help maintain healthy cognitive function in late life.

FRUSTRATIONS MOUNT with each passing day, but Dennis is finding ways to cope with his condition. A song comes on the radio and he cannot remember it, even though he knows he has heard it before. He goes to Home Depot and cannot understand the materials and tools he used to take so much for granted. He avoids speaking with people in public, since he often cannot understand specific words, and he uses the wrong words in his speech. He can’t understand why he no longer has any desire to go sailing, once a treasured activity.

“I’m always asking myself, ‘What the hell is this going to be like in a few months or a few years?’” Dennis said.

Yet he can remember certain things. For instance, while he can’t remember to put oil in the lawn mower, he can remember to check the maintenance chart he has hung up on the garage wall as a reminder. “At least I haven’t forgotten everything,” he said.

Losing his business put a financial strain on the family, especially since Dennis was helping his son and daughter from a previous marriage through college. His daughter Rachele, 25, recently graduated from Pennsylvania State University with a degree in advertising and public relations.

“I want to help, and I’m here for whatever he needs,” said Rachele, who often drives Dennis to doctor appointments and other places. Dennis’s son Jason, 21, is studying architecture at the University of Colorado.

After his diagnosis, Dennis was approved to receive Social Security disability payments, but he had to wait six months before the money started coming in. Fortunately, Doreen has a good medical benefits package from her job as an accountant.
Dennis and Doreen were married in 1995, a second marriage for both of them. They met when Dennis was a vice president at Svigals + Partners, a New Haven architectural firm, and Doreen was the office manager.

Dennis, who grew up in Bridgeport, obtained his architectural degree from the Georgia Institute of Technology in Atlanta in 1977. He returned to Bridgeport and joined Fletcher Thompson, then worked for a variety of firms over the next few years, including the famed Newman Architects LLC in New Haven.

During his time with Svigals + Partners he designed the well-known R.J. Julia Booksellers bookstore in Madison, and enjoyed it so much that he began to specialize in designing independent bookstores. He eventually designed about 60 bookstores around the country, from 1992 to 2009. He started Design Dynamics in 2004 in his Milford home.

“I loved my work, and it’s a very depressing thing for me to have to give it up,” Dennis said. He added that he feels bad about the effect his condition is having on Doreen. “She’s the caregiver, and that means more responsibility for her,” he said.

His biggest regret, though, concerns his son, who is following in Dennis’ footsteps by studying architecture. “My son is going to become an architect,” he said. “When he was in high school he helped me out with projects, and I took him to see projects around the country. But now I won’t be able to follow him and help him in his career. That makes me sad.”
