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INTRODUCTION
• Currently, 16 million family and friends provide 18.5 billion hours of unpaid care to 

individuals with dementia.¹
• Informal caregiving is challenging and consuming to the end, but then what?
• Research to date has focused on the caregiver ‘journey’ during the active phase of 

caregiving.
• We explored experiences of spousal dementia caregivers following the death of their 

loved ones to better understand resilience in the bereavement phase of caregiving.

METHODS

Research design: We used a phenomenological approach to explore resilience of spousal 
dementia caregivers through a first-person account of their lived experience.² 

Participants: Ten women, ages 62-85, participated in this study. Each was a primary 
caregiver to a spouse with dementia who had passed away at least six months prior. 
Purposive criterion sampling was used to recruit women and men from local, state, and 
national organizations specializing in dementia. Snowball sampling was used to recruit four 
out of the ten participants. 

Data Collection & Analysis: We used semi-structured interviews with open-ended questions 
to capture caregiving experiences via two one-hour interviews. We probed experiences 
during both active caregiving and bereavement. The first three participants completed face-
to-face interviews prior to the COVID-19 pandemic, with the remaining seven completing 
virtual interviews over Zoom®. All interviews were audio recorded and transcribed 
verbatim. Transcripts were coded and analyzed using a thematic analysis approach.³

Par ticipant Characteristics

Participant Spouse Diagnosis Age Years 
Married

Caregiver 
Age at 
Diagnosis

Spouse 
Age at 
Diagnosis

Spouse 
Age at 
Death

Years 
Spouse was 
Diagnosed

Years of 
Active 
Caregiving

Years 
Since 
Death of 
Spouse

Emily Dementia 62 26 45 53 66 13 13 4
Marie Lewy Body Dementia 67 20 60 60 64 4 5 3
Sherry Progressive 

Supranuclear Palsy 
81 53 74 74 80 6 6 1

Nancy Vascular Dementia 78 39 66 77 83 6 4 6
Susan Alzheimer’s 67 48 62 67 71 4 4 1
Brenda Parkinson’s with 

Dementia 
83 58 63 62 79 17 5 3

Anna Alzheimer’s 85 58 79 79 85 6 5 1
Jill Frontotemporal 

Dementia 
72 8 62 62 69 7 5 3

Dawn Mild Cognitive 
Impairment 

62 31 52 60 66 6 6 4

Betty Lewy Body Dementia 65 Separated 61 58 61 3 5 1

RESULTS
While acknowledging fluctuations in everyday resilience, all caregivers reported feeling overall resilient as they reflected on their caregiver journey, including bereavement. During discussions 
of the bereavement phase of the caregiver journey, all caregivers expressed concepts related to resilience in ways that linked those concepts closely to ordinary aspects of their everyday lives. 
The most common aspects of everyday experience were activities (e.g., walking the dog, having coffee with a friend, playing pickleball), roles (e.g., friend, grandmother, volunteer), and 
relationships with family and friends. As a result, two overarching themes emerged: challenges and supports to resilience.

Outl ine of Study Findings

Themes Subthemes

Challenges to Resilience                                     Being alone
Change in everyday activities
The grief process

Supports to Resilience                                        Connections
Connections to self
Connections to others
Connections to community

Engagement in activities
Meaningful activities
Learning and growing
Having purpose and meaning

Meaning-making
Personal perspectives and attitudes
Honoring the memory of spouse
Expressions of gratitude

DISCUSSION
Key Takeaways
 The caregiver journey does not end when the person with dementia dies.
 Resilience is rooted in everyday experiences.
Limitations
 Homogeneous study population; only women volunteered to participate in study.
Implications for Practice & Future Directions
 Include dyadic interventions during active caregiving to include caregiver needs.
 Deliberately embed strategies to promote caregiver resilience throughout the caregiver 

journey, including bereavement.
 Further examine the role of occupation in supporting resilience throughout the caregiver 

journey, including bereavement.

CHALLENGES TO RESILIENCE
Being alone
People don’t get the loneliness part of it. (Betty)
Change in everyday activities
Everything changes…I’m not good with change. (Nancy)
The grief process
The grieving process sure is hell. (Marie)

SUPPORTS TO RESILIENCE

Connections
I didn’t know how blessed we were with all our community…it was our thousand points of 
light. (Betty)
Engagement in activities
SEWING! That’s been my passion for 100 years. I love it! It is kind of a therapy for me. I 
forget about everything. (Anna)
Meaning-making
I feel like it was a good death. (Emily)

CONCLUSION
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