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Abstract

Background: Dementia can impede the relationship and connection between the person with 

dementia (PWD) and their caregiver. Yet, caregiving in dementia also offers opportunities for 

connection, which has implications for caregiver and PWD well-being. In this qualitative study, 

we describe and characterize ways caregivers felt connected to the person with dementia they care 

for.

Methods: We conducted a telephone-based survey with caregivers of people with dementia. For 

this paper, we analyzed responses to an open-ended question focused on when caregivers feel 

most connected to the person they are caring for. Responses were analyzed and coded and themes 
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were identified through an iterative process involving a multidisciplinary team of researchers and 

clinicians.

Results: 437 caregivers participated in this study. We identified two domains of connection: 

activity-based and emotion-based connections. Within activity-based connections, the following 

themes emerged: everyday activities; reminiscing; activities of caregiving; novel experiences; and 

time with family and friends. Within emotional connections, the following themes emerged: 

expressions of love, appreciation, and gratitude; physical affection; sharing an emotion or 

emotional experience; and times when the PWD seems like “themself” again.

Conclusions: Findings provide insights into ways caregivers experience a sense of connection 

with the person they care for. There is a call to shift away from focusing on reducing stress 

and toward optimizing positive experiences as a way to better support caregivers’ health and 

well-being. Interventions that leverage these insights to foster caregiver – PWD connection could 

lead to better health and well-being for both members of the dyad. The amplification of a positive 

experience may be particularly important for caregivers who are struggling with limited support or 

respite. Clinicians may be interested in using a question about connection as a way to more fully 

understand a caregiver’s current experience.

Keywords

caregiving; connection; dementia; qualitative research

INTRODUCTION

Millions of people in the United States live with dementia and rely on caregivers, most 

often a family member, to provide emotional, medical, financial, and practical support.1 

There are many aspects of dementia that impact the relationship and connection between 

the person with dementia (PWD) and their caregiver. Diminished cognitive abilities, 

challenging behaviors, mood disorders, and emotional dysregulation can alter relationships 

in profound ways.2,3 Spouse caregivers often experience an ambiguous loss of their partner 

and the marriage even while the PWD is still living.4 Caregivers’ social networks often 

shrink as friendships unravel.5 Despite these challenges, caregiving offers opportunities for 

connection and strengthened bonds between the person with dementia and their caregiver 

even in the advanced stages of illness. For example, compared with healthy controls, 

caregivers of people with Alzheimer’s disease (AD) report a stronger sense of shared 

values and emotional closeness along with greater rapport-building behaviors, such as 

smiling and laughing.6 Engaging in caregiving tasks has been shown to increase closeness 

and affection.7,8 In other work, when caregivers created opportunities for the person with 

dementia to engage in meaningful activities they both experienced a sense of happiness 

together.9 Retaining interpersonal connections has been identified as a critical component of 

living well with dementia.

The ability to find meaning in and experience positive aspects of caregiving is associated 

with better health and well-being for both the caregiver and care recipient.10–12 Caregivers 

who experience positive aspects of caregiving have lower depression and anxiety10,13,14 

and are less likely to place the PWD in long-term care.15 One study described the 
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positive aspects of caregiving as either resulting from caring itself (e.g., personal growth, 

competence, and satisfaction) or from the relationship between the dyad (e.g., fulfilling a 

sense of duty, satisfaction in reciprocity).10 Increasingly, research shows that the relationship 

between the PWD and their caregiver is crucial to their health and well-being. For example, 

greater relationship satisfaction is associated with the experience of positive aspects of 

caregiving and better outcomes for caregivers and PWD.10,16 Stronger “connectedness” 

demonstrated through more genuine smiles and more use of “we” pronouns was associated 

with better caregiver health.17 Among a group of caregivers caring for people with 

Alzheimer’s disaese, greater closeness predicted lower overall informal costs of care.18–20

There are calls to shift away from focusing on the negative aspects of caregiving and 

“reducing stress” toward understanding positive emotions associated with caregiving, such 

as gratitude and compassion, and “optimizing positive experiences” as a way to better 

support caregivers’ health and well-being.21 More work is needed to understand the sources 

of positive caregiving experiences and to leverage this knowledge to design caregiver and 

PWD-focused interventions. This work may also be used to modify negative narratives 

around caregiving in dementia, to illustrate the full spectrum of the caregiver experience 

including positive aspects, and thus work toward reducing stigma around dementia that may 

be experienced by both PWD and caregivers. The purpose of this study was to examine the 

ways that caregivers of PWD find or experience meaningful connection with the people they 

are caring for. Toward this aim, we analyzed responses to a qualitative open-ended question 

posed to caregivers of PWD asking them to describe ways they felt connected to the person 

they cared for. This work builds on existing literature on dyadic relationships in dementia by 

characterizing experiences of connection between caregivers and care recipients.

METHODS

Participants and setting

Participants were unpaid caregivers (n = 437) of people with dementia who were enrolled 

in a randomized control clinical trial studying the effects of a dementia care navigation 

program called the Care Ecosystem, which has been described in several publications.22–26 

This program, based in California, Nebraska, and Iowa, enrolled PWD and their caregivers 

(typically family members or friends) as dyads. Recruitment procedures have been described 

previously.23

Survey

The Care Ecosystem team implemented a telephone survey at 6-month intervals throughout 

the study period.23 Survey responses from the 6-month survey are analyzed and reported 

in this study. The surveys included standard demographic questions as well as questions to 

measure caregiver well-being (burden, Zarit-1227; depression, PHQ-928; self-efficacy,22 and 

dementia severity or stage, Quick Dementia Rating Scale, QDRS29). As part of the study 

design, we asked an open-ended question at the end of each survey, a practice instituted 

to end the survey on a relatively positive note. These open-ended survey questions were 

developed by a multidisciplinary team (medical anthropology, neuropsychology, nursing) 

based on high-yield questions asked during qualitative interviews with caregivers enrolled 
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in the Care Ecosystem about their experiences caregiving. During the survey administered 

6 months after enrollment, caregivers were asked: “Tell me about a time you felt most 
connected to (patient name) in the last few months.” Responses were recorded in writing 

by a research coordinator. Each participant described one example of connection. The 

University of California, San Francisco Institutional Review Board and the University of 

Nebraska Medical Center Institutional Review Board approved this study.

Analysis

Caregiver responses were analyzed in the qualitative data analysis software Dedoose.30 

The team first familiarized themselves with the data by reviewing a subset of responses. 

Responses were then inductively coded by the first author (ABS) and a clinical research 

coordinator, meaning codes were derived from the data and not determined a priori or from 

prior theory. The codes were reviewed and revised at multiple points during the coding 

process by the first and second authors (Alissa Bernstein Sideman and Jennifer Merrilees). 

Discrepancies in coding were discussed until agreement was reached and a codebook was 

created. ABS then validated the coding by re-coding all responses using the codebook. We 

then identified the nine themes presented in this paper based on our codes. We created 

memos that defined each of the nine themes along with examples. We reviewed these themes 

and the examples with our multidisciplinary team, and adjusted our themes and definitions 

based on group discussion until we reached consensus. We then organized these themes 

into two overarching domains (activity-based connection and emotion-based connection). 

We created tables for each domain and its sub-themes with exemplary quotations that were 

reviewed by the multidisciplinary team.

RESULTS

Patient demographics are presented in Table 1 and caregiver demographics are presented in 

Table 2. The majority of caregivers were spouses (35% wives, 18% husbands), followed by 

daughters (32%), sons (7%), other family members (3%), and non-family members (3%). 

On the measure of caregiver burden, 46% scored greater than or equal to 17 (indicating 

high burden) at the time the open-ended question was asked. 34% of caregivers had PHQ-9 

scores greater than or equal to 5, indicating mild or worse depression, and the average score 

for caregiver self-efficacy indicated moderate perception of self-efficacy. The most common 

dementia stage was mild (49%), followed by moderate (28%) and advanced (23%). Most 

carried a diagnosis of Alzheimer’s disease.

Themes related to connection fell into two broad domains: (1) activity-based connections 

and (2) emotion-based connections (Tables 3 and 4 respectively). Although we characterized 

these domains as activity-based or emotion-based connection, some activities raised 

emotional reactions while some emotions emerged due to engagement in activities. Themes 

within each domain are presented alongside exemplary quotations.

ACTIVITY-BASED CONNECTIONS (TABLE 3)

Activity-based connections were those experiences that occurred while engaged in an 

activity. We identified the following themes within this domain: everyday activities, 
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reminiscing, activities of caregiving, novel experiences, and spending time with family or 

friends.

Theme 1: Everyday activities

Many caregivers reported feeling connected when engaging in everyday activities, including 

playing or making music together, outings, exercising, cooking or mealtimes, and going for 

a drive together. In these responses, there was an emphasis on spending quality time together 

during these activities.

“I enjoy spending time with my aunt by taking her to drink coffee, eating ice cream 

together. Just the small things in life.”

“P. will break out laughing or she’ll start humming and singing and we’ll just sit 

together and hum and sing together. We sing to connect when that happens.”

Theme 2: Activity-based reminiscing

Caregivers reported that reminiscing together was an important way they connected and 

described engaging in activities that enabled remembering the past or sharing memories of 

the past. Caregivers reported feeling connected when looking through old pictures, hearing 

stories about the past, going to places from the past, or sharing memories of the past.

“Some mornings, mom would forget where she is (in [city]) and would believe that 

she’s in Ireland, where she grew up as a child. We would spend the morning talking 

about where she grew up. I enjoy listening to her stories.”

“We always feel connected. She likes to talk a lot about my family, and my mother, 

and how life was back in my country. I love to listen to all her stories and how life 

was simple then.”

Theme 3: Activities of caregiving

Other caregivers felt connected when engaged in activities of caregiving, including washing, 

bathing, feeding, or attending to the person with dementia’s physical and emotional needs.

“I feel very connected in her caretaking-knowing medications, recognizing when 

she needs attention.”

“Every day when I give her the medicine in the morning, breakfast, when I give her 

lunch and we’re eating together, when we do things together and chores around the 

house, I feel good and feel connected.”

Theme 4: Novel experiences

Caregivers mentioned activities that involved novel experiences or getting out of the 

everyday routine such as travel, going on a date, dance classes, or significant life events 

such as anniversaries or other celebrations.

“This past time we visited Dr. P., we got to spend time together and outside of 

where she lives. It actually kind of ignited her-getting out pepped her up. She was 

more attentive and in tune and seemed to be more aware. I felt very good with her 
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then. I don’t want to say that it impacted the next several days, but she was more 

alert and attentive for the next several days. The staff at [assisted living/nursing 

home] even noticed. I can’t use my car any longer for my mother, I have to borrow 

a car. It is a huge effort to get her out, but it made me think that I need to get my 

mother out. It made my mother feel rejuvenated and made me feel useful.”

“Going to [dance] classes. I feel quite happy and connected around him when we 

go to the classes because he can really do everything anyone else can do and I 

won’t have to worry about him talking to other people and watch him because 

that’s what’s stressful because I don’t have to protect him from being rejected from 

people. When we are dancing around to oldies it’s just fun.”

Theme 5: Spending time with family or friends

Finally, caregivers identified connection occurring during activities that involved spending 

time with friends and family.

“I think I feel a little more connected when we are all together as a family, when 

we are with the grandchildren and my daughter or when my son is here. It feels 

normal.”

EMOTION-BASED CONNECTIONS (TABLE 4)

Other caregivers reported moments of connection that were not necessarily attached to an 

external activity, but rather focused on an emotional experience, interpersonal dynamic, 

or physical affection, as well as experiencing moments when the PWD seemed more 

“themselves,” or were reminiscent of who they were prior to the disease. We identified 

the following themes within emotion-based connections: expressions of love, appreciation, 

or gratitude; physical affection; sharing emotions or emotional experiences; and times when 

the person with dementia seems more like who they were prior to the disease.

Theme 1: Expressions of love, appreciation, and gratitude

Many caregivers felt connected to the person they care for when the PWD articulated 

appreciation or gratitude for the caregiver, or when the PWD expressed love for the 

caregiver.

“Whenever she’s sitting there and out of the clear blue sky she tells me that she 

loves me. And then everything she’s done up to that point just melts away in my 

mind.”

“Just when he says to me ‘thank you so much for spending time with me.’”

“Last night we were sitting in the bed (we sleep in the same room because she’s 

scared to sleep by herself); she said “come and sit over here; I want to thank you for 

taking very good care of me. I love you” and I said “I’m very happy to be able to be 

here to take care of you, and I do it not because I have to, but because I love you.” 

and then we hugged, and it was a precious moment.”
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Theme 2: Physical affection

Other caregivers reported finding connection through physical affection such as hugging, 

kissing, and cuddling.

“Every night we curl up together and are closest together when we sleep under the 

stars together.”

“We were spooning in bed, locked in an embrace, I recently told him: let’s snuggle 

like spoons, like we used to. The sense of physical touch is still so strong with him. 

We spend a lot of time holding hands and just embracing each other.”

Theme 3: Sharing emotions

Caregivers reported sharing emotions and emotional experiences such as honesty, humor, 

happiness, joy, fear, and opening up emotionally. Notably, the connection occurred during 

both positive and negative emotional experiences.

“One time, we had a cathartic crying event, I realized that inside this person, it’s the 

person I love and I wish I could do more.”

“Just seeing her happy makes me feel really connected to her. The caregivers from 

[care center] really know how to engage and keep things fun. I saw how excited my 

mom was from baking cookies and peeling carrots. I just feel really good knowing 

that she’s happy.”

“We went to church there is a man that sits behind us and he is fidgety. Mom looks 

at me and says, “why do they let the kids run around here” she does this every 

week. We start laughing together…we have this shared laughter in the moment.”

Theme 4: Experiences of the person with dementia “being themselves” and moments of 
clarity

Some caregivers noted that they experienced moments where the patient seemed more lucid 

or more like who they were prior to the disease.

“One day we were talking, and I had J. back again and we had a conversation and 

then he disappeared again.”

“I feel more connected to her when she goes back to the mom role. I love it when 

she asks me about my day. I love it when it feels I’m daughter and not a caregiver.”

ABSENCE OF CONNECTION

There was a subset of caregivers (n = 46) who expressed no connection with the PWD.

“I do not feel connected to R., and I have reached a level of feeling detached. When 

I catch myself acting as I did before he had dementia, I forget he has it and then I 

feel I have wasted my energy because he doesn’t connect in the same way anymore. 

I have a sense of loneliness and isolation.”

“I haven’t felt connected. Things have changed. Now I do what I would do for 

anyone else.”
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“I haven’t felt connected with her in the last few months because given her 

condition we talk and I try to engage her but she really cannot respond back 

intelligibly anymore, which is obviously really hard.”

We explored how these 46 caregivers may be different from the rest of the sample (n = 393) 

based on the quantitative survey measures. These 46 caregivers did not differ in PHQ-9, 

Zarit-12, self-efficacy scores (all ps > 0.50). They exhibited a trend towards caring for 

patients with more advanced dementia (t-test p-value = 0.09).

DISCUSSION

Our work shows that connection between a PWD and their caregiver can be characterized 

as occurring during activity-based and emotion-based experiences. Our findings mirror 

prior work demonstrating that activities such as mealtimes, reminiscing, and storytelling 

are important avenues for connection.31,32 However, our study expands knowledge in this 

field by broadening our understanding of the ways that caregivers find connection. Rather 

than focusing on a specific activity, such as mealtime, the use of an open-ended question 

created the opportunity for caregivers to describe their individual experiences of connection. 

Shared activities, novel experiences, and provision of care provided important moments of 

connection for the caregiver. In addition, experiences characterized by emotional valence, 

for example, expressions of affection and gratitude fostered the caregiver’s experience of 

connection. We identify several key contributions and future directions in understanding the 

role of connection between PWD and their caregivers.

Influencing the narrative around dementia and caregiving

Much of what is written and known about dementia and caregiving focuses on negative 

experiences involved with disease progression, functional decline, caregiver burden and 

the negative impact dementia has on the PWD/caregiver relationship. Although this focus 

is important in representing the experience of caregivers, it can contribute to a negative 

narrative about dementia, and thus has the potential to increase the sense of stigma 

experienced by PWD and caregivers. However, there is evidence that positive aspects of 

caregiving and pleasant events, such as those fostered through connection, exist and may 

carry a protective influence over negative outcomes for both PWD and caregivers.10–12,33 

Although these positive aspects of caregiving have been less of a focus in the academic 

literature, caregiver-focused programs and literature frequently provide practical guidance 

about the importance of engaging in activities that build connection or enable experiences of 

joy and happiness as a way to alleviate the burden experienced and find positive meaning in 

caregiving.

Our work emphasizes the role of connection in this population and raises awareness about 

different aspects of being a caregiver of a PWD. It may be possible to reframe the narrative 

about what it means to be a caregiver in dementia by enabling caregivers to express 

and emphasize the positive aspects of caregiving and by recommending that dementia 

care providers, such as geriatricians, primary care clinicians, and neurologists, elicit these 

experiences as part of clinical practice. An emphasis on the positive has the potential to 

lead to a more positive view of caregiving rather than one that is comprised primarily 
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of burden. These findings can help reframe expectations about what might be gained or 

strengthened through caring for a PWD. In our work, caregivers demonstrated that it is 

possible to experience meaningful and poignant ways of connecting. Sharing experiences of 

connection could be a powerful practice for the PWD’s support network (family members, 

friends, professional caregivers). It could help build a sense of community, contribute to 

better care, and increase resilience among caregivers. Shifting the narrative around dementia 

care to emphasize connection may help reduce stigma and better represent the full spectrum 

of the caregiver experience.

Sharing and supporting actionable ways of connecting in research, clinical practice, and 
caregiver support settings

The motivating reason for including this question at the end of a survey, which included 

potentially distressing questions about burden, depression, and dementia severity, was to end 

the survey on a more positive note. The open-ended question on connection allowed for the 

caregiver to focus on what was gained or maintained rather than only on what was lost. 

By answering this question, they were given the opportunity to acknowledge and reinforce 

their contributions in creating space and time for these connections. Answering the question 

provided the opportunity to “re-experience” the connection and the positive emotions, pride, 

and satisfaction associated with it. This amplification of a positive experience may be 

particularly important for caregivers who are struggling with limited support or respite. 

In all aspects of healthcare, patients and family members may be grappling with issues 

of disability, aging, uncertainty, and stigma about disease and illness. Thus, posing an 

open-ended question designed to elicit a positive experience could be a fruitful strategy for 

all clinicians.

Furthermore, the caregiver responses we documented provide concrete insights and 

examples about how to build connection when caregiving for a PWD. Our work can serve 

as a contribution to caregivers who are searching for ideas, as well as to caregiver-focused 

support programs, and providers such as geriatricians, primary care clinicians, neurologists, 

or mental health professionals who are seeking to share caregiver knowledge about how 

to connect and activities or experiences that facilitate positive emotional connection. The 

dissemination of these insights may help caregivers who are struggling by providing 

supportive ideas from others in their position about how connection can happen. This 

documenting and sharing of positive caregiving experiences can also shift the narrative of 

caregiving from one that is “tragic” to one that includes stories and narratives about ways 

of maintaining connection, both for caregivers and for other important relationships in the 

PWD’s life.34

Despite the many positive experiences elucidated, 46 caregivers in our study were unable 

to identify a recent experience of connection. For these caregivers, the question may have 

elicited negative emotions such as sadness and guilt. Some of the terms used by these 

caregivers included “loneliness,” “isolation,” “detached,” and “wasted energy.” One reported 

the barriers to connecting with the PWD who “cannot respond intelligibly.” There was a 

trend for these caregivers to be caring for PWD with more advanced dementia. More work 

needs to focus on outcomes for caregivers who are unable to experience connection: it could 
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be due to variables related to the caregiver’s physical and emotion well-being, aspects about 

the PWD’s disease severity or symptom presentation, unrealistic expectations regarding 

the impact of dementia on the relationship, or aspects related to their relationship prior to 

disease onset.

Exploring the benefits and challenges of connection for both the caregiver and the person 
with dementia

Although our results, along with prior research on connection and positive aspects of 

caregiving, provide compelling evidence of the benefits of connection, there is a need to 

more fully explore whether connection helps the caregiver and the PWD and in what ways. 

Many of the experiences of connection described in our study were entirely due to the effort 

of the caregiver, for example, while they were providing care, when they were setting up a 

shared activity, or when they were capitalizing on an expression or response by the PWD. 

The time and effort building connection experiences may be burdensome to caregivers. 

In addition, there is evidence that greater emotional empathy on the part of caregivers is 

linked to greater severity of depression and anxiety symptoms35 These factors need to be 

considered in future work examining connection and the potential physical and emotional 

costs to caregivers. More work is also needed to explore the experience of connection from 

the perspective of the PWD and the ways it may impact their health, well-being, and disease 

trajectory. There is some evidence that connection is critical: in one study of residents in a 

long-term care setting, PWDs who felt unable to have a connection with family members 

experienced a loss of hope.36

Finally, the majority of caregivers in our study were identified as the PWD’s family member 

(97%). It is possible that family caregiver’s sense of connection is influenced specifically 

by being related to the PWD as spouse, sibling, adult child or other relative. Differences 

in attitudes, individual responsibility, and conflict around caregiving may occur according 

to the relationship the caregiver holds.37 These differences may influence the experience 

of connection the caregiver has with the PWD. Additionally, not all unpaid caregivers are 

family members and not all PWD have family.38–40 Thus, more work is needed to examine 

experiences of connection among PWD who are cared for by non-family caregivers and to 

expand the definition of family in work on caregiving.

LIMITATIONS

This study had several limitations. Our sample was predominantly white and female, thus 

impacting the generalizability of our findings. We did not analyze experiences based on 

whether caregivers were in the Care Ecosystem intervention or control group, although in a 

prior publication we found no difference between the groups in terms of connection based 

on pronoun usage and no caregivers mentioned the Care Ecosystem in their responses.41 We 

also did not ask PWD to identify their experiences of connection; future work could look at 

these experiences.
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CONCLUSION

Our findings provide insights into ways caregivers maintain a feeling of connection with 

the person they care for and can help to promote a more comprehensive narrative around 

dementia and caregiving. In future studies it will be important to explore the impact of 

variables such as caregiver burden and depression, stage of dementia, and factors such as 

access to community resources on the experience of connection. An exploration of possible 

benefits and challenges involved in activity versus emotion-based connection would also be 

fruitful in increasing our understanding of the types of connections that promote caregiver 

and PWD health and well-being. Finally, in future studies it will be important to examine 

this question about connection from the perspective of both PWD and caregivers recruited 

as dyads to bring in the voice of the PWD and to compare and contrast their experiences 

dyadically.

FUNDING INFORMATION

Research reported in this publication was supported by Grant Number 1C1CMS331346 from the U.S. Department 
of Health and Human Services, Centers for Medicare & Medicaid Services, Grants from the NIA (R01AG074710, 
R01AG056715, and P30 AG062422). Dr. Sideman’s time was supported by the National Institute on Aging 
(K01AG059840). The funders had no role in study design, data collection and analysis, decision to publish, or 
preparation of the manuscript.

CONFLICT OF INTEREST

Dr. Alissa Bernstein Sideman received research funding from the California State Department of Public Health 
Alzheimer’s Disease Program and the NIH during the conduct of the study. Jennifer Merrilees, Sarah Dulaney, 
Dr. Stephen Bonasera, Dr. Kirby Lee, and Dr. Chiong received funding from CMS and the NIH during the course 
of the study. Dr. Kate Possin has received research funding from the NIH, Quest Diagnostics, the Global Brain 
Health Institute, the Rainwater Charitable Foundation, consulting fees from ClearView Healthcare Partners and 
Vanguard, and a speaking fee from the Swedish Medical Center. Bruce L. Miller, MD receives grant support from 
the NIH/NIA and the Centers for Medicare & Medicaid Services (CMS) as grants for the Memory and Aging 
Center. As an additional disclosure, Dr. Miller serves as Medical Director for the John Douglas French Foundation; 
Scientific Director for the Tau Consortium; Director/Medical Advisory Board of the Larry L. Hillblom Foundation; 
Scientific Advisory Board Member for the National Institute for Health Research Cambridge Biomedical Research 
Centre and its subunit, the Biomedical Research Unit in Dementia (UK); and Board Member for the American 
Brain Foundation (ABF). For additional information call: 415-476-5591.

SPONSOR’S ROLE

No sponsors contributed to the design or conduct of the study; collection, management, analysis and interpretation 
of the data; preparation, review, or approval of the manuscript.

REFERENCES

1. Alzheimer’s Association. 2019. Alzheimer’s Disease Facts and Figures. Special report: Alzheimer’s 
detection in the primary care setting – connecting patients with physicians. Alzheimers Dement 
2019:15(3):321–387. doi:10.1016/j.jalz.2019.01.010

2. Schulz R, Sherwood PR. Physical and mental health effects of family caregiving. Am J Nurs. 
2008;108(9 Suppl):23–27. doi:10.1097/01.NAJ.0000336406.45248.4C

3. Etters L, Goodall D, Harrison BE. Caregiver burden among dementia patient caregivers: a review of 
the literature. J Am Acad Nurse Pract. 2008;20(8):423–428. doi:10.1111/j.1745-7599.2008.00342.x 
[PubMed: 18786017] 

4. Evans D, Lee E. Impact of dementia on marriage: a qualitative systematic review. Dementia. 
2014;13(3):330–349. doi:10.1177/1471301212473882 [PubMed: 24339060] 

Sideman et al. Page 11

J Am Geriatr Soc. Author manuscript; available in PMC 2023 September 28.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



5. van Wijngaarden E, van der Wedden H, Henning Z, Komen R, The AM. Entangled in uncertainty: 
The experience of living with dementia from the perspective of family caregivers. PLoS One. 
2018;13(6):e0198034. doi:10.1371/journal.pone.0198034 [PubMed: 29897922] 

6. Gallagher-Thompson D, Dal Canto PG, Jacob T, Thompson LW. A comparison of marital 
interaction patterns between couples in which the husband does or does not have Alzheimer’s 
disease. J Gerontol Ser B. 2001;56(3):S140–S150. doi:10.1093/GERONB/56.3.S140

7. Ribeiro O, Brandão D, Oliveira AF, Teixeira L, Paúl C. Positive aspects of care in informal 
caregivers of community-dwelling dementia patients. J Psychiatr Ment Health Nurs. 2019;27(4): 
jpm.12582. doi:10.1111/jpm.12582

8. Peacock SC, Hammond-Collins K, Forbes DA. The journey with dementia from the perspective 
of bereaved family caregivers: a qualitative descriptive study. BMC Nurs. 2014;13(1):1–10. 
doi:10.1186/s12912-014-0042-x [PubMed: 24406097] 

9. Butcher HK, Holkup PA, Coen BK. The experience of caring for a family member with Alzheimer’s 
disease. West J Nurs Res. 2001;23:33–55. [PubMed: 11216023] 

10. Lloyd J, Patterson T, Muers J. The positive aspects of caregiving in dementia: A critical review 
of the qualitative literature. Dementia. 2016;15(6):1534–1561. doi:10.1177/1471301214564792 
[PubMed: 25547208] 

11. Farran CJ, Keane-Hagerty E, Salloway S, Kupferer S, Wilken CS. Finding meaning: an 
alternative paradigm for Alzheimer’s disease family caregivers. Gerontologist. 1991;31(4): 483–
489. doi:10.1093/geront/31.4.483 [PubMed: 1894152] 

12. Quinn C, Toms G. Influence of positive aspects of dementia caregiving on Caregivers’ well-being: 
a systematic review. Gerontologist. 2018;59(5):e584–e596. doi:10.1093/geront/gny168

13. Mausbach BT, Patterson TL, von Känel R, Mills PJ, Dimsdale JE, Ancoli-Israel S, Dimsdale 
JE, Grant I. Personal mastery attenuates the effect of caregiving stress on psychiatric morbidity. 
J Nerv Ment Dis. 2006;194(2):132–134. doi:10.1097/01.NMD.0000198198.21928.E7 [PubMed: 
16477193] 

14. Pinquart M, Sörensen S. Associations of caregiver stressors and uplifts with subjective well-
being and depressive mood: a meta-analytic comparison. Aging Ment Health. 2004;8(5):438–449. 
doi:10.1080/13607860410001725036 [PubMed: 15511742] 

15. Roff L, Burgio L, Gitlin L, Nichols L, Chaplin W, Hardin JM. Positive aspects of Alzheimer’s 
caregiving: The role of race. J Gerontol B Psychol Sci Soc Sci. 2004;59(4):P185–P190. 
doi:10.1093/geronb/59.4.p185 [PubMed: 15294922] 

16. Ablitt A, Jones GV, Muers J. Living with dementia: a systematic review of the influence of 
relationship factors. Aging Ment Health. 2009;13(4):497–511. doi:10.1080/13607860902774436 
[PubMed: 19629774] 

17. Lwi SJ, Ford BQ, Casey JJ, Miller BL, Levenson RW. Poor caregiver mental health predicts 
mortality of patients with neurodegenerative disease. Proc Natl Acad Sci U S A. 2017;114(28): 
7319–7324. doi:10.1073/pnas.1701597114 [PubMed: 28655841] 

18. Connelly DE, Verstaen A, Brown CL, Lwi SJ, Levenson RW. Pronoun use during patient-
caregiver interactions: associations with caregiver well-being. Dement Geriatr Cogn Disord. 2020; 
49(2):202–209. doi:10.1159/000508095 [PubMed: 32610328] 

19. Lwi SJ, Casey JJ, Verstaen A, Connelly DE, Merrilees J, Levenson RW. Genuine smiles by patients 
during marital interactions are associated with better caregiver mental health. J Gerontol B Psychol 
Sci Soc Sci. 2019;74(6):975–987. doi:10.1093/GERONB/GBX157 [PubMed: 29385515] 

20. Rattinger GB, Fauth EB, Behrens S, Sanders C, Schwartz S, Norton MC, et al. Closer Caregiver 
and Care-Recipient Relationships Predict Lower Informal Costs of Dementia Care: The Cache 
County Dementia Progression Study. Alzheimers Dement 2016;12(8):917–924. doi:10.1016/
j.jalz.2016.03.008 [PubMed: 27103262] 

21. Yu DSF, Cheng ST, Wang J. Unravelling positive aspects of caregiving in dementia: an integrative 
review of research literature. Int J Nurs Stud. 2018;79:1–26. doi:10.1016/j.ijnurstu.2017.10.008 
[PubMed: 29128685] 

22. Merrilees JJ, Bernstein A, Dulaney S, et al. The Care Ecosystem: Promoting self-efficacy among 
dementia family caregivers. Dementia. 2020;19(6):1955–1973. doi:10.1177/1471301218814121 
[PubMed: 30497302] 

Sideman et al. Page 12

J Am Geriatr Soc. Author manuscript; available in PMC 2023 September 28.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



23. Possin KL, Merrilees JJ, Dulaney S, et al. Effect of collaborative dementia care via 
telephone and internet on quality of life, caregiver well-being, and health care use: The care 
ecosystem randomized clinical trial. JAMA Intern Med. 2019;179(12):1658–1667. doi:10.1001/
jamainternmed.2019.4101 [PubMed: 31566651] 

24. Possin KL, Merrilees J, Bonasera SJ, et al. Development of an adaptive, personalized, and 
scalable dementia care program: early findings from the care ecosystem. PLoS Med. 2017;14(3): 
e1002260. doi:10.1371/journal.pmed.1002260 [PubMed: 28323819] 

25. Rosa TD, Possin KL, Bernstein A, et al. Variations in costs of a collaborative care model 
for dementia. J Am Geriatr Soc. 2019; 67(12):2628–2633. doi:10.1111/jgs.16076 [PubMed: 
31317539] 

26. Bernstein A, Merrilees J, Dulaney S, et al. Using care navigation to address caregiver burden in 
dementia: a qualitative case study analysis. Alzheimer’s Dementia: Transl Res Clin Interventions. 
2020;6(1):e12010. doi:10.1002/TRC2.12010

27. Bédard M, Molloy DW, Squire L, Dubois S, Lever JA, O’Donnell M. The Zarit burden interview: 
a new short version and screening version. Gerontologist. 2001;41(5):652–657. doi: 10.1093/
GERONT/41.5.652 [PubMed: 11574710] 

28. Kroenke K, Spitzer RL, Williams JBW. The PHQ-9: validity of a brief depression severity 
measure. J Gen Intern Med. 2001;16(9):606–613. doi:10.1046/J.1525-1497.2001.016009606.X 
[PubMed: 11556941] 

29. Galvin JE. The QUICK dementia RATING system (QDRS): a rapid dementia staging tool. 
Alzheimers Dement (Amst). 2015; 1(2):249–259. doi:10.1016/J.DADM.2015.03.003 [PubMed: 
26140284] 

30. Dedoose Version 9.0.17, web application for managing, analyzing, and presenting qualitative and 
mixed method research data (2021). Los Angeles, CA: SocioCultural Research Consultants, LLC 
www.dedoose.com.

31. Keller HH, Edward HG, Cook C. Mealtime experiences of families with dementia. Am J 
Alzheimers Dis Other Dement. 2006; 21(6):431–438. doi:10.1177/1533317506294601

32. Fels DI, Astell AJ. Storytelling as a model of conversation for people with 
dementia and caregivers. Am J Alzheimers Dis Other Dement. 2011;26(7):535–541. 
doi:10.1177/1533317511429324

33. Logsdon RG, Teri L. The pleasant events schedule-AD: psychometric properties and relationship 
to depression and cognition in Alzheimer’s disease patients. Gerontologist. 1997;37(1):40–45. 
doi:10.1093/GERONT/37.1.40 [PubMed: 9046704] 

34. Taylor JS. Engaging with dementia: moral experiments in art and friendship. Cult Med Psychiatry. 
2017;41(2):284–303. doi:10.1007/S11013-017-9528-9/METRICS [PubMed: 28378036] 

35. Hua A, Wells J, et al. Emotional and cognitive empathy in caregivers of people with 
neurodegenerative disease: Relationships with caregiver mental health. Clin Psychol Sci. 
2021;9(3):449–466. doi:10.1177/2167702620974368 [PubMed: 34194871] 

36. Duggleby W, Schroeder D, Nekolaichuk C. Hope and connection: The experience of family 
caregivers of persons with dementia living in a long term care facility. BMC Geriatr. 2013; 13:112. 
doi:10.1186/1471-2318-13-112 [PubMed: 24138640] 

37. Smith L, Morton D, van Rooyen D. Family dynamics in dementia care: a phenomenological 
exploration of the experiences of family caregivers of relatives with dementia. J Psychiatr Ment 
Health Nurs. 2022;29(6):861–872. doi:10.1111/JPM.12822 [PubMed: 35088516] 

38. Margolis R, Verdery AM. Older adults without close kin in the United States. J Gerontol Ser B. 
2017;72(4):688–693. doi:10.1093/GERONB/GBX068

39. Muraco A, Fredriksen-Goldsen K. “That’s what friends do”: informal caregiving for chronically 
ill midlife and older lesbian, gay, and bisexual adults. J Soc Pers Relat. 2011;28(8):1073–1092. 
doi:10.1177/0265407511402419 [PubMed: 24817778] 

40. Burns CM, Abernethy AP, Dal Grande E, Currow DC. Uncovering an invisible network of 
direct caregivers at the end of life: a population study. Palliat Med. 2013;27(7):608–615. 
doi:10.1177/0269216313483664 [PubMed: 23587738] 

Sideman et al. Page 13

J Am Geriatr Soc. Author manuscript; available in PMC 2023 September 28.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript

http://www.dedoose.com


41. Sideman AB, Wells JL, Merrilees J, et al. Pronoun use among caregivers of people living with 
dementia: associations with dementia severity using text analysis of a natural language sample. 
Dement Geriatr Cogn Dis Extra. 2022;12:60–68. doi:10.1159/000522122 [PubMed: 35702160] 

Sideman et al. Page 14

J Am Geriatr Soc. Author manuscript; available in PMC 2023 September 28.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Key points

• We identified and characterized ways that caregivers of people with dementia 

find or experience meaningful connection with the people they are caring for.

• Our study of positive caregiver experiences in dementia illustrates the full 

spectrum of the caregiver experience including positive aspects, and thus may 

work toward reducing stigma.

• This amplification of a positive experience may be particularly important 

for caregivers who are struggling with limited support or respite. Clinicians 

may be interested in using this question as a way to more fully understand a 

caregiver’s current experience.

Sideman et al. Page 15

J Am Geriatr Soc. Author manuscript; available in PMC 2023 September 28.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



Why does this paper matter?

There are calls to shift away from focusing on the negative aspects of caregiving and 

“reducing stress” toward understanding positive emotions associated with caregiving and 

“optimizing positive experiences” as a way to better support caregivers’ health and well-

being. More work is needed to understand the sources of positive caregiving experiences 

and to leverage this knowledge to design caregiver and person with dementia-focused 

interventions.
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TABLE 1

Patient demographics.

Measure Person with Dementia (437)

Gender

 Female 239 (54.7%)

 Male 198 (45.3%)

Age (mean, SD) 73.8, 19.2

Race/Ethnicity

 White 350 (80.1%)

 Asian 26 (5.9%)

 Black or African American 16 (3.7%)

 Native Hawaiian or other Pacific Islander 1 (0.2%)

 Two or More Race/Ethnicity Designations 1 (0.2%)

 Unknown 43 (9.8%)

Ethnicity

 Hispanic or Latino 71 (16.2%)

 Not Hispanic or Latino 364 (83.3%)

 Unknown 2 (0.5%)

Dementia Stage (6 months)

 Mild (0–12) 214 (49%)

 Moderate (12–20) 98 (22.4%)

 Advanced (20–30) 121 (27.7%)

 Unknown 4 (0.9%)

Dementia type

 Alzheimer’s 209 (47.8%)

 LBD 30 (6.9%)

 Frontotemporal 25 (5.7%)

 Huntington’s 1 (0.2%)

 Parkinson’s 24 (5.5%)

 Primary progressive aphasia 5 (1.1%)

 Vascular 45 (10.3%)

 Mixed 13 (3.0%)

 Other 26 (5.9%)

 Unknown 59 (13.5%)

State

 California 233 (53.3%)

 Nebraska 176 (40.0%)

 Iowa 28 (6.4%)

Education

 Less than high school 54 (12.4%)

 High school graduate or equivalent 97 (22.2%)

 Some college but no degree 91 (20.8%)
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Measure Person with Dementia (437)

 College degree or higher 195 (44.6%)
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TABLE 2

Caregiver demographics.

Measure Caregiver (437)

Gender

 Female 321 (73.5%)

 Male 116 (26.5%)

Age (mean, SD) 63.8, 12.3

Race

 White 351 (80.3%)

 Asian 26 (5.9%)

 Black or African American 15 (3.4%)

 Native Hawaiian or other Pacific Islander 2 (0.5%)

 Two or More Race/Ethnicity Designations 3 (0.7%)

 Unknown 40 (9.2%)

Ethnicity

 Hispanic/Latino 69 (15.8%)

 Not Hispanic/Latino 365 (83.5%)

 Unknown 3 (0.7%)

PHQ9

 No depressive symptoms (<5) 287 (65.7%)

 Mild (5 ≤ × < 10) 114 (26.1%)

 Moderate (10 ≤ × < 14) 16 (3.7%)

 Moderate/Severe ≥14) 20 (4.6%)

Zarit-12

 Low-Burden (<17) 233 (53.3%)

 High-Burden (≥17) 201 (46.0%)

 Unknown 3 (0.7%)

Self-efficacy

 Low (<14 on a 20 pt. scale) 128 (29.3%)

 Moderate (14 ≤ × < 18) 258 (59.0%)

 High (≥18) 51 (11.7%)

Relationship

 Spouse/domestic partner 233 (53.3%)

 Daughter 138 (31.6%)

 Son 32 (7.3%)

 Sibling 7 (1.6%)

 Other family 14 (3.2%)

 Non-family 13 (3.0%)

Education

 Less than high school 21 (4.8%)

 High school graduate or equivalent 52 (11.9%)

 Some college but no degree 106 (24.3%)
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Measure Caregiver (437)

 College degree or higher 258
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