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Abstract

OBJECTIVES: To explore patient and caregiver experiences, preferences, and attitudes toward 

the provision and receipt of caregiving assistance with medical tasks.

DESIGN: Qualitative study consisting of in-depth interviews with 20 patient–caregiver dyads.

SETTING: Community and academic-affiliated primary care clinics.

PARTICIPANTS: Individuals aged 65 or older with 2 or more health conditions and their family 

caregivers (n=20 patient–caregiver dyads).

MEASUREMENTS: Open-ended questions were asked about the tasks that the patient and 

caregiver performed to manage the patient’s health conditions; questions were designed to elicit 

participant reactions and attitudes toward the help they provided or received. Transcripts were 

analyzed using the constant comparative method.

RESULTS: Participant preferences and attitudes toward the receipt and provision of disease 

management tasks were highly personal. Participant responses clustered into 2 caregiving 

typologies: supportive caregiving relationships and conflicted caregiving relationships. Supportive 

relationships were characterized by patient–caregiver agreement about caregiver level of 

involvement, agreement about one another’s competency to perform disease-related tasks, mutual 

understanding, collaborative decision-making and disease management, and use of family and 

formal caregiving. Conflicted relationships were characterized by disagreement about caregiver 

level of involvement, disagreement about one another’s competency to perform disease 

management tasks, underappreciation of one another’s experiences, disagreement over decision-

making and disease management, and use of formal caregiving.
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CONCLUSIONS: The views that patient–caregiver dyads expressed in this study illustrate the 

varied preferences and attitudes toward caregiving assistance with multiple health conditions. 

These findings support a dyadic approach to evaluating and addressing patient and caregiver needs 

and attitudes toward provision of assistance.

In the United States, 4 out of 5 older adults have multiple chronic health conditions.1 For 

many of these individuals, managing their conditions requires the active involvement of a 

family caregiver.2,3 Together, older adults and their caregivers attend doctors’ appointments,
4 participate in treatment discussions,5 and provide the patient’s treatment plan at home.6

Studies of individuals with dementia and their caregivers have shown that conflicts in the 

caregiving relationship may arise from patients’ and caregivers’ competing concerns:7 

specifically, the patient’s desire for autonomy and the caregiver’s concern for the patient’s 

safety.7–9 Although less is known about how individuals without cognitive impairment and 

their caregivers negotiate competing perspectives when managing chronic illness, recent 

qualitative research points to several problems that may exist. Individuals with acute 

coronary syndrome identified problematic behaviors of family and friends, including 

unwanted or excessive telephone contact and unsolicited advice.10 In another study, 

individuals with systemic lupus erythematosus reported receiving advice from friends and 

family that was perceived to be uninformed and support that was perceived as 

overprotective.11 Although these studies provide important insights into the patient’s 

perspective, a dyadic approach is necessary to understand patient and caregiver perspectives 

and the interpersonal dynamics within the caregiving relationship. Also needed is better 

understanding of these perspectives in a broader cross-section of individuals not selected 

according to the presence of a specific condition and their caregivers.

The present study used in-depth dyadic interviews to simultaneously explore patient and 

caregiver experiences, attitudes, and preferences regarding provision and receipt of 

caregiving assistance for chronic illness. It focused on older adults with multiple chronic 

conditions and their caregivers to capture a broad spectrum of patient needs and a wide 

representation of caregiving tasks.

METHODS

Participant Recruitment

Patients were recruited from academic-affiliated primary care and specialty clinics and from 

assisted living facilities in Connecticut. Seven clinicians and a social worker were asked to 

identify individuals aged 65 and older who had 2 or more chronic conditions, were not 

cognitively impaired, and had an unpaid caregiver (relative, friend) involved in their 

healthcare. The first author (CR) contacted individuals that the clinicians identified who 

confirmed their eligibility over the telephone. People were excluded if they had cognitive 

impairment, as identified by a score of 10 or greater on the Blessed Orientation Memory 

Concentration (BOMC)12 or the inability to articulate what health conditions they had, if 

their caregiver lived too far away to participate in an in-person interview, or if they were not 

fluent in English. Individuals who agreed to participate in the study were asked to provide 
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contact information for the caregiver. Caregivers were screened over the telephone for their 

cognitive status (using the BOMC) and fluency in English.

Two authors (CR, LI) trained in qualitative interviewing conducted in-depth interviews at the 

patient’s residence with the patient and caregiver present. Interviews were conducted until 

theoretical saturation was reached.13 The institutional review board at the Yale School of 

Medicine determined that he research plan was exempt from review.

Data Collection

A discussion guide (Supplementary Appendix S1) was designed to elicit patient and 

caregiver perspectives regarding management of the patient’s health conditions. The initial 

version of the guide was pilot tested.

Patients were first asked to name their chronic conditions and then to describe the illness 

management activities that they performed to manage those conditions. Additional probes 

were used to elicit their reactions to the assistance they received. Caregivers were invited to 

respond to patients’ answers, provide their own examples, and discuss how they felt about 

the assistance they provided.

After the interview, patients completed a self-administered questionnaire that asked about 

age, sex, race, education, marital status, living arrangement, and relationship to their 

caregiver. Caregivers completed a separate questionnaire that asked about age, sex, race, 

education, marital and employment status, and living arrangement.

Data Analysis

The audio files were transcribed, and the transcripts were analyzed using the constant 

comparative method.13,14 Two investigators (CR, TRF) independently reviewed and coded 

an initial set of transcripts and then met to compare their codes, resolving disagreement 

through discussion.15,16 Once a final coding structure was in place, the two investigators 

independently coded four randomly selected transcripts; 80% agreement was achieved. A 

single investigator (C.R.) coded the remaining transcripts. The 2 investigators met again to 

examine the relationships between codes and group them within overarching themes. This 

included the development of a typology; deviant case analysis was used to search for 

examples that did not support the typology.14 Atlast-ti 7.5.10 (Scientific Software 

Development, Berlin, Germany) was used to assist with data management, organization, and 

analysis.

RESULTS

Patients had a mean age of 82.0±10.3, 89.5% were white, and 60.6% were female. 

Caregivers had a mean age of 69.3±16.6, 65.0% were female, and 40.0% were a spouse and 

45.0% an adult child of the patient. Patient–caregiver dyads identified a common set of 

caregiving activities: managing medications, coordinating doctors’ appointments, managing 

paid caregivers, and speaking with medical professionals. Participant responses clustered 

into 2 caregiving typologies: supportive caregiving relationships and conflicted caregiving 

relationships (Figure 1).
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Supportive Dyads

Agreement about caregiver level of involvement—Caregivers were responsive to 

patient requests for assistance and autonomy. In doctors’ visits, for example, caregivers were 

mindful of the patient’s desire to speak directly to the provider but asked clarifying 

questions to ensure that their own need for information was met (Table 1).

Agreement about one another’s competency to perform disease management 
tasks—Patients were confident that their caregivers had adequate knowledge of their needs 

and could articulate those needs to healthcare providers. They trusted their caregivers with 

managing prescription medications; caregivers felt competent doing so. Supportive dyads 

also agreed about the patient’s (in) ability to perform health-related tasks (Table 1).

Mutual understanding—Patients attempted to reduce the demands on their caregiver by 

being “good patients” (#11) and adhering to their treatment regimens. Caregivers validated 

patients’ efforts and acknowledged the challenges associated with losing one’s physical 

function.

Collaborative decision-making and disease management—Supportive dyads 

worked together to make treatment decisions that were satisfactory to the patient and 

caregiver (Table 1). The caregiver wanted to make sure that the patient’s preferences for care 

were recognized, and the patient wanted to make sure that the caregiver’s needs were taken 

into account.

Use of family and formal caregiving—Although supportive dyads preferred family to 

formal caregiving, providing full-time assistance was not always possible. They discussed 

alternative solutions that would satisfy the needs of both dyad members, such as employing 

paid helpers and moving the patient to an assisted living facility (Table 1).

Conflicted Dyads

Disagreement about caregiver level of involvement—Patients felt that their 

caregivers’ involvement was excessive or inappropriate. In doctors’ visits, patients felt that, 

with the caregiver present, their own voice was not being heard. Caregivers felt that their 

involvement was necessary to impart accurate information when the patient lacked English-

language skills or intentionally withheld information from the doctor (Table 2).

Disagreement about one another’s competency to perform disease 
management tasks—Patients did not trust their caregivers to administer medications; 

whereas caregivers felt equipped to perform this task. Caregivers were skeptical of patients’ 

ability to follow treatment regimens, manage medications, or communicate adequately with 

the doctor; patients felt competent to perform these activities without assistance (Table 2).

Underappreciation—Patients felt that caregivers had unrealistic expectations of patients’ 

ability to manage their health conditions. Caregivers described their role as “the mother of a 

toddler” (#13) or “unpaid slave” (#3), asserting that the patient did not fully recognize the 

stress associated with caregiving.
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Disagreement over decision-making and disease management—Patients and 

caregivers disagreed over decisions about the patient’s healthcare (Table 2), including 

rehabilitation and day-to-day management of the patient’s health conditions (e.g., diet, 

exercise, number of blood draws, use of assistive devices).

Use of formal caregiving—Conflicted dyads employed formal caregivers, including 

home health aides, to alleviate tension within the dyad. Distrust within the relationship 

motivated their decision to employ paid helpers (Table 2).

DISCUSSION

Older adults with multiple health conditions and their family caregivers described a common 

set of tasks for the management of their conditions. Although their preferences and attitudes 

toward the receipt and provision of these tasks were highly personal, the dyads sorted into 2 

groups. Supportive dyads shared a mutual respect for one another’s experiences; conflicted 

dyads expressed feelings of underappreciation and held opposing perspectives on one 

another’s abilities to perform disease management tasks.

Studies of patients or caregivers of patients with specific diseases have documented a range 

of attitudes toward family caregiving. Patient attitudes have been described in a small 

number of studies examining specific clinical scenarios, including family involvement in 

mental health care,17 geriatric assessment,18 an invasive procedure,19 and after a 

hospitalization.10 Qualitative research has found that some caregivers of individuals with 

dementia derive a strong sense of meaning in giving back to their loved one, whereas others 

are resentful of their caregiving duties.20 This study builds on this prior research to explore 

attitudes toward caregiving in a broader population of older adults and their caregivers who 

face a variety of tasks to manage multiple conditions. It highlights the conflicts that can arise 

over caregiver involvement in these tasks and the reasons for these conflicts. Although the 

role of caregivers in older adults’ medical visits has received increasing attention,4,5,18,21 the 

current study points to a potential tension regarding caregiver involvement: patients 

reporting unwanted interjections by the caregiver during discussions with the doctor and 

caregivers arguing that their involvement is necessary to impart accurate information. It also 

provides novel insight into patient–caregiver interactions during disease management tasks 

that have received little attention from a dyadic perspective, including medication 

management, exercise for rehabilitation, and blood glucose monitoring. Some dyads 

harbored distrust of one another’s abilities or willingness to perform these tasks 

independently. Such conflicts are important for healthcare providers to be aware of as they 

interact with patients and caregivers in medical visits and design treatment plans that take 

into account the preferences and capabilities of both individuals.

This study highlights the benefit of using a dyadic approach to better understand caregiving 

relationships. Studies of adult child caregivers have shown that greater perceived 

disagreement among siblings about a parent’s health care can directly affect an individual’s 

caregiver stress,22,23 and research with marital dyads has shown that hostility in one spouse 

can negatively affect the other’s health and functioning.24,25 Rather than focusing on one 

family member’s experience, the dyadic approach used in the present study allowed 
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confirmation of how patients and caregivers perceived their interactions. For example, 

conflicted dyads used language that reinforced their lack of shared understanding, with one 

patient commenting that he was fighting a gang (his family) and the caregiver (his wife) 

responding that she felt like the mother of a toddler. Further research is needed that 

explicitly examines conflict within patient–caregiver relationships as a potential risk factor 

for poor outcomes in addition to the well-known burdens of chronic disease and caregiving.

Although no dyads reported supportive and conflicted aspects of their relationships, 

evidence and theory from the psychological literature suggest that complex caregiving 

dynamics may exist.26,27 The absence of findings that illustrate a wider range of caregiving 

relationships may have resulted from the lack of interview probes that specifically target this 

issue. Alternatively, power dynamics within the dyad may have led individuals to converge 

on their views.

As a qualitative study, conclusions cannot be drawn regarding the prevalence of individuals’ 

preferences or attitudes. The non-random sampling method used to recruit study participants 

limits the generalizability of our findings, and the cross-sectional study design precludes the 

ability to examine how caregiving attitudes change over time.

Although individuals with multimorbidity and their family caregivers perform a universal set 

of disease management activities, their preferences for accepting or providing assistance 

with those activities are highly personal. Our findings support a dyadic approach to 

managing multiple health conditions that aligns patient preferences with caregiver 

involvement.
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Refer to Web version on PubMed Central for supplementary material.
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Figure 1. 
Characteristics of supportive and conflicted caregiving relationships.
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