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“Talking Around It:” A Qualitative Study Exploring Dyadic 
Congruence in Managing the Uncertainty of Living with a 
Ventricular Assist Device

Lyndsay G. DeGroot, BSN, RN1, Julie T. Bidwell, PhD, RN2, Anna C. Peeler, BSN, RN1, Luke 
T. Larsen, BSN, RN1, Patricia M. Davidson, PhD, RN1, Martha A. Abshire, PhD, RN1

1Johns Hopkins University School of Nursing

2Betty Irene Moore School of Nursing, University of California, Davis

Introduction

Implantation with a ventricular assist device (VAD) signals hope for improved functional 

status and quality of life for people with advanced heart failure.1–3 Although there is 

potential of prolonged survival, the VAD journey can be wrought with uncertainty, 

complications, and challenges.4 Despite improved quality of life and fewer heart failure 

symptoms following VAD implant,5,6 there are unique considerations surrounding end-of-

life planning with a VAD, like how the patient will die with the device in place and the need 

for device deactivation.4 Additionally, patients and caregivers report feeling unprepared for 

what to expect as end of life approaches.7 When bereaved caregivers reflect on their 

experience of caregiving, they describe confusion and distress surrounding end-of-life 

processes.8 Due to this, the International Society for Heart and Lung Transplantation 

Guidelines for mechanical circulatory support and the Centers for Medicaid and Medicare 

Services recommend palliative care consultation prior to implant to assess quality of life, 

elicit goals of care, and discuss end-of-life preferences, especially if implanted as destination 

therapy.9 Once the patient has been implanted with a VAD, palliative care services should 

continue for the duration of device therapy, and are particularly important during periods of 

instability (e.g. hospitalization) or decline.4

Vital components of communicating goals of care include eliciting the patient and 

caregiver’s definition of quality of life, exploring uncertainty regarding end of life, and 

understanding how they draw meaning from their experiences.8 Quality of life is 

multidimensional and includes consideration of physical, social, and psychological 

elements.10 Uncertainty regarding end of life is also multi-faceted. In the present study, the 

construct of uncertainty includes the inability to predict when and how death will occur in 

addition to ambiguity and complexity surrounding end of life with a VAD.11 Drawing 

meaning from what one endures in life, both suffering and pleasure, is associated with 

improved quality of life.12 Theoretically, the construct of meaning has three elements: the 

ability to find patterns and significance from events, the motivation and goals that direct 
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actions, and the emotional feeling of satisfaction or fulfillment.13 Those with higher reported 

meaning or purpose in life are more likely to use adaptive coping strategies essential to 

managing the stresses associated with managing a VAD.2,14

Although current literature suggests framing end-of-life conversations through the lens of 

meaning and quality of life, there is limited literature exploring dyadic congruence 

surrounding these important constructs.9 This is important for several reasons, as caregivers 

are often surrogate decision makers for VAD patients as they approach end of life, and 

patients and caregivers do not always share the same perspectives. Incongruence of values, 

beliefs, and expectations between patients and caregivers about end-of-life topics is 

common, and there is a need to improve communication to prepare patients and caregivers 

for the end of life with a VAD.5,7,15 However, few studies have explored dyadic perspectives 

and congruence on managing the uncertainty of living with a VAD with patients and their 

caregivers. Therefore, the purpose of this study is to explore congruence of VAD patient and 

caregiver perspectives regarding end of life, definitions of quality of life, and meaning in life 

while managing the uncertainty of living with a VAD.

Methods

Design

The present study reports qualitative analysis and findings from a series of a priori questions 

that are part of a larger convergent mixed methods study designed to describe the context of 

caregiving for persons living with a VAD. We conducted individual, semi-structured 

interviews with a purposive sample of VAD patients and their caregivers representing a 

range of dyadic relationships, perspectives, and VAD experiences.16 Data were analyzed 

using thematic analysis including a mix of inductive and deductive coding to refine concepts 

and categories.17

Theoretical Framework

Two related theoretical frameworks influenced this study. The Individual and Family Self-

Management Theory posits that both proximal and distal outcomes are influenced by 

contextual factors (condition-specific, environmental, individual and family factors) which 

influence the process of self-management (knowledge and beliefs, self-regulation skills, and 

social facilitation).18 Lyons and Lee proposed a more inclusive model of self-management in 

which a dyadic view of context, appraisal, and behaviors are interconnected and influence 

the health outcomes of both members of the dyad.19 These important theories informed the 

exploration of perspectives from patients and caregivers, but also the importance of 

considering dyadic congruence. This study focuses on the process of self-management or 

appraisal aspects of the aforementioned theories.

Data Collection and Sample

The study team recruited a purposive sample of patients with continuous flow VADs and 

their caregivers from the Johns Hopkins Mechanical Circulatory Support Clinic. Patients 

were included if they were 3 to 12 months post VAD implant or were >12 months post-

implant but had experienced a hospitalization within the past 30 days. Including patients >12 
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months post-implant with recent hospitalization allowed for inclusion of perspectives from 

longer term VAD dyads who may have experienced new or prolonged uncertainty related to 

clinical stability. Relevant to our study purpose, VAD patients who are less stable and 

require hospitalization typically discuss quality of life issues with their healthcare providers 

during this time, and may revisit goals of care or end-of-life planning.4,20,21 Including 

patients 3–12 months post-implant allowed for inclusion of perspectives from dyads outside 

of the immediate post-implantation adjustment phase, but who still may have increased 

uncertainty, clinical events, and caregiving needs compared to those who had been on VAD 

support longer than a year without hospitalization.22,23 Caregivers had to be identified by the 

VAD patient as the primary informal caregiver. For inclusion in the study, both patients and 

caregivers had to be 21 years or older and English speaking. Patients and caregivers were 

screened for cognitive impairment using the Montreal Cognitive Assessment and were 

excluded if they scored <17, as they may not have been able to reliably self-report.24–27 This 

study was approved by the Johns Hopkins School of Medicine Institutional Review Board 

(IRB00170548), and the study team obtained written informed consent from all participants.

Interview Guide Development

The study team developed a semi-structured interview guide with open-ended questions 

informed by previous literature and the theoretical framework (Figure 1). A panel of expert 

VAD clinicians reviewed the interview guide for appropriateness, match of study purpose, 

and completeness. Questions were designed to elicit patient and caregiver perspectives in 

order to explore congruence regarding each topic.16 Review of transcripts during research 

team meetings ensured questions elicited rich data. The study team adjusted the 

questionnaire in order to facilitate rapport building by starting with more accessible 

questions and progressing to more complex or challenging questions. Interviewers used 

probes as needed to elicit richer data.16

Interviews

During a single visit to the patient’s home, individual interviews were conducted with the 

patient and caregiver separately in order to explore alignment and congruence between 

members of the dyad.28 Semi-structured interviews were recorded, immediately uploaded to 

a secure file on the Johns Hopkins network and transcribed verbatim using a transcription 

service. The study team listened to each interview to adjust the interview guide as needed.

Qualitative Data Analysis

De-identified transcripts were uploaded into F4analyze 2.5.2 to assist in data management, 

organization, and qualitative analysis. To begin, the study team read all transcripts to 

understand the content of interviews and confirmed transcription accuracy. For initial 

coding, a research assistant with training in qualitative analysis used a deductive approach to 

apply the categories of uncertainty and worry, end of life, meaning and purpose in life, and 

quality of life to relevant content in all transcripts. Following this, the principal investigator 

(MA) and research assistants (LD, LL) used an open coding approach to create codes from 

the data and an initial codebook. The study team created analytic memos throughout the 

process to facilitate iterative code development and comparison between transcripts.29 The 

study team conducted regular coding discussions to refine the codebook and review memos. 
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Trustworthiness was achieved through audit trail documentation and continual review of the 

codebook and themes by the study team. After the codebook was finalized, all transcripts 

were coded by two or three study team members and meetings were held to reach consensus 

on a final version of coding. Data saturation was determined by the study team when no new 

perspectives came from the interviews. Saturation was reached after 10 dyadic interviews.16

Dyadic congruence was defined as a shared understanding or aligned perspectives regarding 

a particular topic between the patient and caregiver.15,19,30 We examined congruence in two 

ways. First, we compared the patient group to the caregiver group to see if the two shared a 

perspective overall. Then, we examined each individual dyad to examine within-dyad 

congruence regarding a topic. For instance, patients may have had a different perspective 

regarding quality of life than caregivers on the whole, but a specific patient-caregiver dyad 

may share a similar view of quality of life. In this case, we considered view of quality of life 

to be different between patients and caregivers as a group but found congruence in views 

within dyads. We evaluated congruence for each major theme with independent evaluations 

by each of the three coders followed by discussion and consensus during team meetings.

Results

Participant Characteristics

In the final sample of ten patients and ten caregivers (mean age 55.8 and 52.6 years, 

respectively) most patients were male, white, married, and disabled, retired, or unemployed 

and received a VAD as destination therapy. Caregivers were primarily disabled, retired, or 

unemployed, and most were female, white, and the patient’s spouse or partner. The majority 

of caregivers and patients graduated high school. Less than half had a bachelor’s degree or 

higher.

Qualitative Findings

Three major themes were identified when discussing quality of life, meaning in life, and 

uncertainty about end of life among patients and caregivers: 1) differing trajectories of 

uncertainty and worry, 2) a spectrum of end-of-life perspectives, and 3) enjoying everyday 

moments and independence. Key themes are defined and supported with representative 

quotations.

“You get used to it” vs “I’m on alert all the time:” Differing Trajectories of Uncertainty and 
Worry

The majority of patients and caregivers experienced uncertainty and worry when living with 

a VAD, but the trajectory and sources of this uncertainty and worry differed for patients 

versus caregivers. In the first several weeks to months with the VAD, many patients were 

constantly worried about managing the VAD:

“ That first couple of days there, I still felt nervous. I felt like a first-time mom…I 

was scared the alarm was going to go off and I would not know what to do, 

although I had been trained, and I was scared my niece wasn’t going to wake up, so 

that was the most fearful part. That something was going to go off and I wouldn’t 
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know what to do. You know how you panic -- you know what to do but then when 

the situation arises it’s just like oh my god what do I do?”

(VAD Patient 015).

However, patients described increased confidence and self-efficacy over time as they 

acclimated to living with the device:

“The first couple months was just like you’re kind of nervous. You’re kind of 

scared to move around too much, or you just got to lay there kind of. You think, 

‘Oh, man, this is really bad.’ This machine’s pumping your heart. But as it goes, 

again, the last four months have been fine…Yeah, I was kind of worried about that 

in the beginning, so at first I was like ‘Oh, man, I don’t know if I can do anything.’ 

I was laying down mostly and making sure it didn’t bend or fold, but again as you 

get used to it it’s pretty durable”

(VAD Patient 003).

Unlike the patients they cared for, caregivers experienced a constant undercurrent of worry 

and uncertainty even after the initial adjustment period:

“And even though one day can be good and the next day he’s not feeling good so 

it’s like I just – I guess I’m on alert all the time…I probably worry all the time…I 

mean, I feel like I don’t have any down time because I’m kind of like, ‘What’s 

today going to be like?”

(VAD Caregiver 002).

Although both patients and caregivers experienced worry and uncertainty surrounding the 

VAD, there was incongruence in the trajectory of worry and uncertainty both between 

patients and caregivers and within dyads. As patients gained confidence and self-efficacy in 

VAD management, their worry and uncertainty decreased. However, caregivers continued to 

feel the weight of uncertainty and constantly worried even after the initial adjustment period 

of living with and managing the VAD.

Spectrum of End-of-Life Perspectives

There were three types of responses that appeared to fall along a spectrum when patients and 

caregivers were asked, “Do you think about the end of [the patient’s] life?” (Figure 2). Some 

patients and caregivers stated they do not think about end of life at all:

Interviewer: “Do you ever think about the end of his life? Caregiver: No, I don’t. 

Interviewer: Do you ever think about how you might handle life without him? 

Caregiver: No, I don’t”

(VAD Caregiver 014). 

A more moderate place on the spectrum of responses included participants who stated they 

could speak about end of life but preferred to “talk around it.” These participants provided 

thoughtful reasons for minimizing end-of-life discussions, demonstrating they had clearly 

considered end of life.
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The first reason for talking around end of life was because they chose to accept the lack of 

control over when death will occur, focusing instead on living day by day:

“I don’t think about that and, I mean, even though it can happen, but I just think 

about that, you know I mean, because it, like I said, if it’s my time, it’s my time…

But long as my kids know that I love them, my mother know that I love them, my 

nieces and that I love them, so can’t do nothing about that. I’m fine with it”

(VAD Patient 005).

“I just try and take stuff day by day…I don’t want to try and look so far ahead, 

because then I stress myself out. So it’s like, I just take on things according to how 

they come”

(VAD Caregiver 014).

Secondly, some patients and caregivers talked around it by discussing practicalities such as 

living wills or burial preferences:

“We’ve discussed, you know, we’ve talked around it a couple of times. But never 

really talked about it. I mean, you know, I think she realizes it could happen at any 

time”

(VAD Patient 002).

“There’s some things I should do because I have a burial plot that I got to get 

transferred to my name that my parents bought”

(VAD Patient 009).

Third, some participants talked around it because the emotional discussions were 

overwhelming:

Interviewer “Do you think about the end of your wife’s life and how you would 

handle it?

Caregiver: “I wouldn’t handle it. <cries> I’m sorry….my wife’s almost like a part 

of me. I don’t think I could do very well on my own. I really don’t. I don’t know 

what I would do. I don’t have any idea, but thankfully for now I don’t have to think 

about that, and that’s the way I look at that question. For the moment everything’s 

okay”

(VAD Caregiver 013).

Finally, the furthest end of the spectrum included the few participants who stated they do 

think about end of life. These participants had near-death experiences, causing them to face 

the reality that death is inevitable:

“ Yeah, of course. Yeah, sometimes, yeah, mainly for the kids and my wife I worry 

about, so make sure that my parents know what the situation is, my brother does 

just in case. What’s going to happen if I do die? Because you don’t really think 

about that beforehand, but after the LVAD I do. And then I died. I had cardiac arrest 

after the surgery. Three days after I died and then came back, so it was even more 

in my mind ”
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(VAD Patient 003).

“ Yeah, I felt like that when I first seen her after her operation, because she looked 

like my mom laying in the bed, and it just had like, a flashback so much that once I 

seen her I left, and it took me like, two days to come back”

(VAD Caregiver 015).

When evaluating within-dyad congruence regarding end-of-life perspectives, approximately 

half of the dyads had congruent responses to how they think about end of life:

“ No… I mean, I don’t think about that. You know, I’m one of those people that, 

you know, takes care of his funeral services tomorrow and if tomorrow isn’t here…

you know”

(VAD Patient 010).

“No, because to me my experience for as long as I can remember has been it 

happens, you do what you have to do, and you get through it, and that’s how it is”

(VAD Caregiver 010).

However, several dyads had incongruent responses to the question. In some cases, the patient 

had reflected more deeply about the end of life while the caregiver was uncertain and 

fearful:

“ I have to be a little bit more careful about life. It’s a little bit more precious than it 

was before, because I didn’t know it was that-- people always said like, ‘Life’s 

short,’ or, ‘You could die at any time,’ this and that, a car accident, whatever, but 

you never really think about it, but after you’ve done what I’ve been through then 

you’re like, ‘All right. It’s true you can die anytime,’ so then that changed me ”

(VAD Patient 003).

“Well, I thought about it before. I really thought about it while I was kind of scared. 

I didn’t know what to do. Just that’s kind of tough. I don’t know”

(VAD Caregiver 003).

When asked if patients and caregivers talk with anyone about end-of-life concerns, there was 

less within-dyad congruence in dyads regarding discussing death with others. Most patients 

and caregivers did not discuss death together, opting to discuss it with other family members 

or friends or not talk about it at all. Additionally, some dyads described an unspoken 

understanding about end-of-life plans:

“My mother know how I feel. My family know how pretty much, they know how I 

am and how I feel. They know what I want, they know what I expect”

(VAD Patient 005).

Enjoying Everyday Moments and Independence

Patients and caregivers emphasized spending time with family and having independence as 

indicators of a good quality of life. For patients, quality of life meant having the 
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independence and ability to enjoy everyday moments with loved ones and not “being a 

burden” to anyone:

“I think the most pleasure I get is doing things with my wife. Going places, just 

joking. Sometimes we can have a good time just sitting around and talking to each 

other.”

(VAD Patient 002).

“I’m independent, on my own. I do everything on my own. I try-- if I can’t do it. 

I’m going to try to do it, because I want it back to where I used to be. Like, that’s 

how I am. I will-- I’m not used to nobody taking care of me. I’m not that type of 

person. I don’t want to just lay around and be a burden to no one”

(VAD Patient 005).

Caregivers described good quality of life as having resources and freedom to be comfortable 

and do things they enjoy:

“A good quality of life, one that you have good health. To a large extent you can do 

all the things that you want to do. You have access to when you have problems you 

have access to solutions”

(VAD Caregiver 004).

“Good quality of life would be able to live the American dream. Go to work every 

day. Come home have enough money to be comfortable with and be able to get up 

and go if you want to and just freedom”

(VAD Caregiver 009).

Of all of the themes, within-dyad congruence was strongest when discussing meaning and 

quality of life:

“Good quality of life? I would describe that as just comfortable money 

management-wise and then kids being happy and healthy and my wife being 

healthy, me getting healthy. Now I know that health is more important these days 

than anything else”

(VAD Patient 003).

“For now, healthy, healthy… the most important thing, healthy family”

(VAD Caregiver 003).

Discussion

In this study, patient-caregiver dyads experienced improved quality of life and the ability to 

regain a sense of normalcy despite the challenges of living with a VAD. However, many also 

experienced uncertainty and worry about the end of life. For patients, this uncertainty and 

worry dissipated as they gained self-efficacy in managing their VAD. In contrast, caregivers 

experienced a constant undercurrent of worry regarding the possible failure of the device and 

the uncertainty surrounding how long the patient may be able to live with the VAD. Despite 

this, both patients and caregivers found it difficult to have in-depth end-of-life discussions. 
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Both caregivers and patients chose to focus on enjoying the extended time and improved 

quality of life the VAD provided them. Findings from our study contribute to the existing 

evidence base with important implications for clinical practice and future research.

For many patients and caregivers, newfound anxieties fluctuated as patients and caregivers 

adapted to life with a VAD. In alignment with existing literature, caregivers in the present 

study experienced prolonged worry and hypervigilance following implant.31 One of the core 

drivers of this hypervigilance may be the fear of the patient dying. This constant vigilance 

may result in psychological distress and long-term emotional sequelae for caregivers of VAD 

patients, including post-traumatic stress disorders.32,33 Therefore, regular psychosocial 

assessments of the patient and caregiver are recommended to help identify and address 

evolving concerns.9 Findings from our study reiterate the importance of evaluating both 

patient and caregiver concerns across the trajectory of VAD therapy, as the source, nature, 

and duration of psychological distress may differ.8,31,34

Participants and caregivers had a spectrum of responses to the topic of death, with the 

majority completely avoiding the topic, accepting lack of control over death, or talking 

around death in generalities. Although participants’ responses reflected that they had 

potentially considered death before, no participants discussed the process of the patient’s 

decline and death. In addition, no participants discussed the complexity in decision making 

as patients approach the end of life, such as decisions regarding deactivation of the VAD. 

One reason for this may have been that our sample included relatively stable VAD patients 

and caregivers, many of whom experienced improved symptoms and quality of life in 

comparison to their pre-VAD condition. However, end-of-life decisions are inevitable and 

particularly complex with a VAD.35,36

Findings from this study reflect current evidence in other populations which suggest there is 

poor consensus about values and preferences between patients and caregivers.15,37,38 Similar 

to the themes identified in our study, a dyadic study among individuals with dementia and 

their caregivers by Reamy and colleagues found participants highly valued autonomy, 

control, and time with family. However, caregivers consistently underestimated the patient’s 

perception of the importance of these values.38 In addition, they found decreased caregiver 

quality of life over time was associated with placing less importance on the values of the 

person with dementia.39 Therefore, targeted interventions to improve caregiver quality of 

life may help them more accurately judge the patient’s perception of the importance of their 

values even as the disease worsens.39

Overall, our findings and those from dementia studies illuminate the importance of regularly 

evaluating the values and preferences of both members of the dyad while the patient is able 

to participate. This is particularly pertinent for VAD patients due to the high proportion of 

VAD patients who die in intensive care (as compared to hospice or home settings).36,40 

Coupled with providers’ discomfort discussing the process of dying with a VAD with 

families,41,42 caregivers may be particularly vulnerable to adverse outcomes associated with 

end-of-life decision making (e.g. complicated grief,43 post-traumatic stress disorder44) 

especially in the event the patient is unable to communicate.8 Understanding the level of 
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dyadic congruence of values and preferences over time may assist the caregiver in decision 

making if the patient is no longer able to communicate.

By discussing common trajectories of end of life with a VAD earlier (e.g. before or early 

after implantation), patients and caregivers may be more prepared to recognize decline and 

make choices according to their preferences.4,7,8 In a qualitative study by McIlvennan and 

colleagues, bereaved caregivers of VAD patients were surprised, unprepared, and 

overwhelmed as their loved one approached end of life.8 Caregivers reported a lack of 

knowledge regarding how death would occur with the device in place and often hadn’t 

discussed deactivation.8 Caregivers have also reported a sense of relief when a detailed plan 

for withdrawal of pump support was established.45 As interventions to improve shared 

decision making prior to VAD are implemented, such as the DECIDE-LVAD trial,46 

additional focus is needed on end-of-life planning and shared decision making soon after 

VAD implant. Family conversations pre-VAD may provide an anchor for revisiting end of 

life discussions post-VAD to facilitate goal concordant care.

The importance of considering death and dying is increasingly being integrated across the 

heart failure trajectory using a palliative care approach,47 but palliative care interventions in 

VAD patients primarily focus on pre-VAD consultation and have not been shown to 

adequately address important concerns that emerge after implant.7,48 Future interventions 

are needed to examine how ongoing palliative care support for patients and caregivers 

following VAD implant may improve preparedness planning for end of life.7 Many tools and 

resources are available to assist in having these crucial planning conversations.49

Consistent with existing literature, many patients and caregivers did not discuss end of life 

because quality of life improved following VAD implant.10 Patients described the VAD 

becoming “part of you,” adjusting to an adapted way of life while enjoying everyday 

moments and independence. In this study, patients emphasized the importance of autonomy 

in defining a good quality of life and not wanting to be a burden on their families. However, 

end-of-life decisions are often made by family members due to lack of decision-making 

capacity of the patient at the end of life.41 This makes assessing within-dyad congruence 

important, and suggests the need for future interventions to explore shared understanding of 

values and preferences. Both palliative care and VAD providers can use the patient, 

caregiver, and dyadic definitions of quality of life and meaning in life to guide goals of care 

and advance care planning conversations.9 Exploring patient and caregiver congruence 

regarding definitions of quality of life and meaning in life may present a valuable 

opportunity to discuss how these values translate into end-of-life preferences.9

Strengths and Limitations

This study has several limitations. First, the interview guide questions about end of life did 

not always elicit the richest data, despite changing our wording and order of questions. For 

many participants, this was first time they directly discussed end of life and it may have been 

challenging for them to articulate their thoughts. Second, we did not validate themes with 

participants although we engaged in reflexive processes within the study team. Finally, our 

sample had limited heterogeneity of caregiver types, ethnicity, and type of LVAD despite 

DeGroot et al. Page 10

J Cardiovasc Nurs. Author manuscript; available in PMC 2022 January 01.

A
uthor M

anuscript
A

uthor M
anuscript

A
uthor M

anuscript
A

uthor M
anuscript



purposive sampling. Future samples with more non-spousal/partnered caregivers, male 

caregivers, and representation of additional racial/ethnic groups is crucial.

By interviewing participants after the initial adjustment period following VAD implant had 

passed, this study provides unique evidence to push the science of comprehensive VAD care 

forward by examining dyadic end-of-life perspectives in later stages of adaptation to living 

with a VAD. Our deep exploration of uncertainty and meaning in care dyads living with a 

VAD may also provide foundational knowledge to develop psychosocial and communication 

interventions to enhance family centered care throughout the VAD process.

Conclusion

Findings from this study improve our understanding of dyadic perspectives of uncertainty 

surrounding end-of-life considerations with a VAD, as well as quality of life and meaning in 

life. Building from this work, further descriptive work and interventional approaches for 

managing uncertainty and discussing end of life with VAD care dyads in an accessible, 

individualized, and goal-oriented way are needed to improve long-term adjustment and end-

of-life experiences for VAD patients and caregivers.
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Figure 1: 
Qualitative Interview Guide
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Figure 2: 
Spectrum of End-of-Life Perspectives
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Table 1

Sample Characteristics

PATIENT (n=10)
n (%)

CAREGIVER (n=10)
n (%)

Age (mean ±SD); median 55.8 ± 12.8; 49 52.6 ± 14; 55

Gender

Male 6 (60) 2 (20)

Female 4 (40) 8 (80)

Race

African American 4 (40) 4 (40)

White 5 (50) 5 (50)

Asian 1 (10) 1 (10)

Employment Status

Working Now 1 (10) 2 (20)

Looking for work, unemployed 1 (10) 2 (20)

Retired 4 (40) 4 (40)

Disabled, permanently or temporarily 3 (30) 2 (20)

Homemaker 1 (10)

Education Level

<12th grade 2 (20) 2 (20)

Graduated high school 1 (10) 3 (30)

Some college, no degree 4 (40) 2 (20)

Bachelor’s degree 2 (20) 1 (10)

Graduate degree 1 (10) 2 (20)

Marital Status

Never Married 2 (20) 1 (10)

Married 6 (60) 7 (70)

Widowed 1 (10) 1 (10)

Divorced 1 (10) 1 (10)

Type of Home

Rented apartment 3 (30)

Single family 7 (70)

Number in Household (mean ±SD); median 3.2 ± 1.3; 3

Annual Household Income

Less than $14,000 1 (10)

$14,000-$21,999 1 (10)

$22,000-$35,999 2 (20)

$49,000 or more 4 (40)

Prefer not to say 2 (20)

In general, how do your finances usually work out at the end of the month? Do you find that 
you usually end up with:

Some money 4 (40)
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PATIENT (n=10)
n (%)

CAREGIVER (n=10)
n (%)

Just enough to make ends meet 4 (20)

Not enough to make ends meet 2 (20)
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