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My name is Lori Pontes and I live in Westford.

I am here to speak in support of House Bill 789 & Senate Bill 470, An Act to improve Massachusetts home care.  I was a caregiver to my dear husband Julius who passed away 7 months ago after living with dementia for nearly 8 years.

Julius was diagnosed with a form of dementia in 2018 at the age of 63. Our decision to see a neurologist was based on memory decline and numerous job losses. In the early stages, Julius had difficulties following instructions, he became quieter, lacked empathy, and lost all inhibitions. 

In 2019, after he had been diagnosed he suffered a stroke.  Then another on Father’s Day 2020.  At that point he went under hospice care at home based on recommendations of several doctors.  

I was his only caregiver, outside of the hospice aides who came to the house 5 days a week, for 30 minutes a day.  I enlisted an agency that supplied help once every 2 weeks, for a 4 hour shift.  This continued for the 4 years that he was under hospice care. I used this time to get groceries, manage my own doctor appointments, and run various necessary errands.

By this point, Julius was non verbal and had a very difficult time walking. He was incontinent and had several OCD habits like grinding his teeth, slapping his head repeatedly, and moaning.  

While it would appear to some people that he was completely unaware of his surroundings, he was still able to enjoy music, and certain lively television programs.

While we didn’t always have home care workers who were informed about dementia, when we did it was so helpful.  
One man in particular came prepared with a tablet and watched movies with Julius.  Most of them were cartoons with odd animated voices or action movies with stimulating sounds.  

He also made suggestions to me regarding best ways to use gait belts for transfers. He even researched a piece of adaptive equipment for me… a commode wheelchair that was easy to maneuver, and a safer way to transfer Julius to the bathroom when Julius became immobile.  

I purchased this wheelchair and was forever grateful for that advice.  Not only did it prevent Julius from falling, I felt more secure knowing that I would be less prone to suffer an injury to my own body.

I hope you will support this bill to guarantee that all home care workers have a greater understanding of the disease and can be better prepared to support their clients and their families. 

Thank you for the opportunity to provide testimony today. I appreciate the opportunity to share Julius’ story to hopefully help other families who are seeking home care for their loved ones with dementia. 


