Harley’s Caregiver Story

Harley currently is the caregiver for his mother and has been providing care for 31 years. She moved in with him in 1985 and he provides full time care now due to her dementia and offers between 8 and 10 hours a day of care. He’s no stranger to caregiving, previously he also cared for his stepfather. Harley is also raising his teenage daughter. He experiences many caregiving challenges due to his mother’s dementia and is stretched thin with little to know sleep at times and never any time to himself. Yet he still finds caregiving rewarding and it is very important to him that his Mom remains in his home for now while it is safe for her.

Harley explained that the most rewarding part of caregiving is helping my mother stay home with the family as long as possible and talking together about family history, by re-sharing her past with her, and helping her remember the family.

Harley does experience challenges related to caregiving, most frustrating is the lack of involvement by some family. “My Uncle, Mom’s last living sibling is understanding and supportive as he was the one that took care of my grandmother in her later years with dementia. Siblings help with transportation and in emergencies but support is limited due to their own personal situations. Some family may check in once a year, at Christmas or call from time to time but rarely offer help. If I tell them how bad something is or how difficult of a time I am having such as only getting two hours of sleep, they respond with ‘I’m sorry’, yet offer no help or support.”  

Caregiving has most definitely impacted his health and overall life. He shared that he has stress related problems, sometimes aches and pains that he ignores, and keep on when he would rather climb into bed and rest.  He is often tied to home, even going to the store is a problem because it is difficult to leave his mom alone. Trying to go to a movie, she has might call six times during the show.  I rarely go beyond work, home, and the store.

Harley’s caregiving journey has been lengthy and has included emotional ups and downs. He explained there are times he feels like he has a roommate, other times it’s like having another child. There are moments he feels trapped and wishes for his own time. He may also feel guilty for being selfish for wanting his own life.  He acknowledges his feelings of dread, constant worry that today is the day she may pass or something may happen to her.

He shared that the flex time allowed at work has been very helpful.  Work understands he is needed at home from time to time. The flexibility for a doctor’s appointment, issues with home health and for other life events that occur for him, his daughter, and his mom.  As for CPAAA, the support has ranged from in home support through the Senior Care Act program, case management, wheelchair ramp installation, an emergency response button, incontinence supplies and nutrition drinks. 

Unfortunately time to re-energize is limited for Harley. Time out with friends was nice but he would often have to cancel due to the caregiving responsibilities and now friends don’t call. Enjoying a glass of wine or beer also isn’t realistic for fear that he may be needed and won’t be able to respond fast enough or drive if needed.  
Harley’s story is not unique. So many caregivers are overwhelmed with caregiver duties and have no time to take care of themselves or other family members.

