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Caregiver Grief Comes in Many Forms 
John Schall, CEO, Caregiver Action Network 

 
Mom has some dementia. We moved her to assisted living just a few months before the whole 
pandemic thing started. She had just started to show signs of agitation - but whenever I visited 
her she would calm down. But then, all of a sudden, I couldn’t visit and I started to worry - how 
was she doing? Was she getting worse? After a couple of months I started seeing heartwarming 
pictures of families seeing loved ones through the window of their nursing home, or standing on 
the curb as grandparents waved from the porch – and I wanted some of that warm feeling for 
myself and for mom. So, I arranged a window visit, and it didn’t go well. She doesn’t understand 
the virus, quarantine, visiting restrictions, or what the world is currently experiencing. She kept 
asking why we couldn’t touch or get someone to unlock the door. She got more agitated and 
confused the longer we went on. I kept it light, upbeat and told her I would be back later, but 
maybe that isn’t a good idea. I don’t know. I worry. 

 
Whether your loved one is living in their own home, or a long term care facility, the pandemic has 
probably changed how and when you interact with them, and you have probably questioned if visiting – 
and hugging them – is safe for either of you. If you live in another state, you may not be able to travel to 
see them as frequently or safely as you did before the pandemic. You may even start to feel like you are 
no longer their caregiver. 
 
Being a family caregiver means not only taking up new duties, it also means taking on a new identity. 
This role often takes precedence over other relationships – and during the pandemic, if we can no 
longer be with the person we are caring for, we are left for a time on a threshold between these roles, 
not fitting into old patterns and not ready for new activities. No matter how much we do as caregivers, it 
takes effort to feel we did enough, especially when we are trying to balance our complex roles. When 
we can no longer be with our care recipient, it can leave us feeling sad and with a sense that we’re not 
being good caregivers. Many are left with a sense of unfinished business, have feelings that were not 
expressed, or are denied forgiveness that was not asked. 
 
Caregiver grief is a lonely business. With conditions such as dementia, it usually begins long before your 
loved one’s death. Depressive feelings of sadness and emptiness, anger, and guilt, are common – and 
isolating. The challenge lies in looking at our grief as a companion rather than an enemy, a reminder of 
the preciousness of the relationship. Self-care is critical to managing this grief. When we have no one 
else to care for but ourselves, it can be difficult to re-establish routines. The discipline of physical 
exercise, of good nutrition and diet, can begin to take up those spaces that caregiving used to fill, and 
lay the foundation for what is to come. Caring for oneself with time and patience also helps relieve 
depression and anxiety, and helps you move beyond loneliness. 
 
Finding new routines during an ever-changing set of restrictions can be especially challenging. If your 
loved one is living in a long-term care facility, stay in touch with the facility staff. Visitation policies can 
change at a moment’s notice. And if your loved one lives far away, consider different ways to travel and 
see them. Renting a small RV and living in it while you visit would be one way of maintaining isolation 
and avoiding exposure to hotels and airports. And sadly, if your loved one is experiencing a health crisis 
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or is approaching end of life, you may want to re-evaluate your approach. Sometimes, the danger of 
exposure to COVID can feel less important than saying good-bye in person. 
 
After a time, you will be able to look back and discover many gifts in the caregiving journey you 
undertook, knowing that you gave so much love and good care under the most trying of circumstances. 
Eventually, we will all move back into life in a new way, wiser and more patient, with a renewed sense of 
tenacity and appreciation for the human touch. 
 
Adapted from CAN’s signature series Life After Loss https://www.rarecaregivers.org/feelings-you-may-
have 
 
 
About CAN 
Caregiver Action Network (www.CaregiverAction.org) is the nation’s leading family caregiver 
organization working to improve the quality of life for more than 90 million Americans who care for 
loved ones with chronic conditions, disabilities, disease, or the frailties of old age. CAN serves a broad 
spectrum of family caregivers ranging from the parents of children with significant health needs, to the 
families and friends of wounded soldiers; from a young couple dealing with a diagnosis of MS, to adult 
children caring for parents with Alzheimer’s disease. CAN reaches caregivers on multiple platforms. CAN 
(the National Family Caregivers Association) is a 501(c)(3) non-profit organization providing education, 
peer support, and resources to family caregivers across the country free of charge. 


