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Abstract
Background  Chronic obstructive pulmonary disease 
(COPD) is a progressive, debilitating illness character-
ized by exacerbations that require timely intervention. 
COPD patients often rely on informal caregivers—rela-
tives or friends—for assistance with functioning and sup-
port. Caregivers perform roles that may be particularly 
important during acute exacerbations in monitoring 
symptoms and seeking medical intervention. However, 
little is known about caregivers’ roles and experiences as 
they support their patients during exacerbations.
Purpose To explore the experiences, roles in care seeking, 
and needs of caregivers during COPD exacerbations.
Methods Semi-structured interviews were conducted with 
24 caregivers of Veterans with COPD who experienced 
a recent exacerbation. Interviews were recorded, tran-
scribed, and analyzed using inductive content analysis.
Results Five themes arose: (a) caregivers reported con-
tinuously monitoring changes in patients symptom 

severity to identify exacerbations; (b) caregivers de-
scribed emotional reactions evoked by exacerbations 
and constant vigilance; (c) caregivers described disagree-
ments with their patient in interpreting symptoms and 
determining the need for care seeking; (d) caregivers 
noted uncertainty regarding their roles and responsibil-
ities in pursuing care and their approaches to promote 
care varied; and (e) expressed their need for additional 
information and support. Caregivers of patients with 
COPD often influence whether and when patients seek 
care during exacerbations. Discrepancies in symptom 
evaluations between patients and caregivers paired with 
the lack of information and support available to care-
givers are related to delays in care seeking. Clinical 
practice should foster self-management support to pa-
tient–caregiver dyads to increase caregiver confidence 
and patient openness to their input during exacerbations.

Keywords:  Caregiver ∙ COPD ∙ Veteran ∙ Acute 
exacerbation

Introduction

Chronic obstructive pulmonary disease (COPD) is char-
acterized by persistent airflow obstruction in the lungs, 
with symptoms of breathlessness upon exertion during 
daily activities or at rest, as well as fatigue, weakness, 
cough, and sputum production [1]. More than half  of 
patients with severe COPD report that their morning 
symptoms limit their activities of daily living (ADLs) 
[2, 3]. In the USA, approximately one in 20 adults will 
develop COPD and approximately half  of patients with 
severe COPD will die within 10 years of diagnosis [4, 5]. 
Patients with COPD frequently experience acute events 
characterized by worsening respiratory symptoms that 
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often require hospitalizations [1, 6]. Healthcare utiliza-
tion among patients with COPD is high, including emer-
gency room visits, hospitalizations, outpatient visits, and 
long hospital stays, and in the USA alone, COPD is esti-
mated to cost $38 billion annually [7, 8].

While COPD cannot be cured, it can be effectively 
managed. Typical treatment recommendations include 
smoking cessation, medications, oxygen therapy, and 
pulmonary rehabilitation [9]. Early detection and prompt 
treatment of exacerbations can facilitate symptom relief, 
improve quality of life, decrease morbidity and mortality, 
and reduce hospitalizations [10]. Yet, many patients with 
COPD do not seek timely care leading to hospitaliza-
tions and rehospitalizations [6]. A key challenge for pa-
tients with COPD is that care seeking relies on symptom 
monitoring and they vary in recognizing and appreci-
ating symptom trajectories [11]. Indeed, the gradual 
worsening of respiratory symptoms as the disease pro-
gresses introduces further challenges in symptom identi-
fication and subsequent care seeking. Misidentification 
of respiratory symptoms or misperceptions about the 
severity of symptoms could delay care seeking and im-
pair the efficacy of the treatment plan [12]. Progression 
of symptoms and disability and limitations in self-care 
abilities may lead patients with COPD to become more 
care dependent as their disease progresses.

When knowledgeable and prepared, informal caregivers 
may assist patients in monitoring and interpreting symp-
toms, thereby enhancing identification of exacerbations. 
Up to 70% of patients with COPD have one or more in-
formal caregivers, such as relatives or friends, who assist 
the individual with the complex management and moni-
toring of COPD and provide both practical and emotional 
support [13]. These patients, particularly those with se-
vere COPD, depend on informal caregivers for emotional 
support, assistance with ADLs, facilitating treatment ad-
herence, tracking worsening symptoms, and navigating 
hospitalizations. Having an informal caregiver, hereafter 
called caregiver, is associated with better treatment adher-
ence, better capacity for physical activity, and less frequent 
emergency room visits [14, 15]. The course of COPD is un-
predictable, requiring flexibility and timely response to ex-
acerbations from both patients and caregivers [16].

Given the unpredictable, progressive, chronic trajec-
tory of COPD, the role of a caregiver can be lengthy 
and ever-changing. Caregivers need to adapt to shifting 
needs and navigate the unpredictability associated with 
COPD and potentially, their patient’s changing percep-
tions of the disease. While the challenges of being a 
caregiver for people with chronic illnesses are well docu-
mented [17, 18], the specific role of caregivers in helping 
patients respond to and manage COPD exacerbations is 
not well understood. Caregivers of patients with COPD 
report ambiguity regarding their role and responsibil-
ities, ambivalence in their willingness to be involved in 

the patient’s medical treatment, and hypervigilance [19]. 
A  few studies suggest that caregivers of patients with 
COPD experience burden, depression, anxiety, and role 
confusion similar to caregivers of people with other 
chronic illnesses [17, 18, 20, 21]. Caregivers report ex-
periencing severe anxiety both in anticipation of and 
during their patients’ exacerbations [16]. In addition, un-
certainty about the trajectory of the illness contributes 
to caregiver stress [15].

Despite the significant caregiver burden associated with 
COPD coupled with the anxiety and distress related to 
its management experienced by patient–caregiver dyads, 
caregiver perceptions and influence on care-seeking be-
havior have received little attention in the literature.

Patients and caregivers may have discordant percep-
tions of the patient’s symptoms, severity, health status, 
and satisfaction with medical treatment plans, which 
could influence management of COPD and care-seeking 
decisions during exacerbations [15]. As with other serious 
and chronic conditions, caregivers may play critical roles 
in decisions to seek care and in symptom management 
during COPD exacerbations. Therefore, the current study 
aimed to understand caregiver roles and experiences re-
lated to patients’ COPD exacerbations, including the per-
ceived need for care and influence on care seeking.

Methods

This study represents an analysis of caregiver data col-
lected as part of a larger mixed-methods study aimed at 
understanding COPD exacerbations and delays in care 
seeking among Veterans enrolled at two major Veteran 
Affairs (VA) medical centers in the USA. The current study 
sought to answer the question, “What do caregivers report 
as their role in Veterans’ COPD exacerbations and deci-
sions to seek care?” We utilized a qualitative descriptive 
design [22]. In order to gain insight into the experiences, 
care-seeking roles, and needs of caregivers in Veterans’ 
COPD exacerbations. The study was approved by the 
local Institutional Review Board (masked for review).

Participants

We recruited a convenience sample of caregivers of 
Veterans participating in a mixed-methods study on care 
seeking during COPD exacerbations. Veterans enrolled 
in the parent study had a diagnosis of COPD confirmed 
by spirometry (FEV1/FVC <0.70) and at least one treated 
COPD exacerbation in the 12 months prior to enrollment. 
Nursing home residents and those with a diagnosis of de-
mentia or Alzheimer’s disease were excluded. The study did 
not require the Veteran to have a caregiver in order to par-
ticipate in the study. For 12 months following enrollment, 
Veteran participants received a phone call every 2 weeks 
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to screen for COPD exacerbations, defined as worsening 
breathing symptoms that lasted more than 48 h. Veterans 
who experienced an exacerbation during the follow-up 
period were invited to participate in a qualitative interview 
about their experiences during the exacerbation.

Veterans who completed an interview were asked if  
they had a caregiver (defined as a family member or close 
friend involved in their COPD care). If  so, the Veteran 
was asked for verbal permission for study staff  to in-
vite the caregivers for an interview. Of the 60 Veterans 
who participated in qualitative interviews, 26 provided 
names of caregivers. Caregivers were eligible if  they were 
English-speaking, 18  years of age or older, had access 
to a telephone, and were able to give consent. Study 
staff  contacted the caregivers, described the study, and 
obtained verbal informed consent; a waiver of documen-
tation was obtained. Of the 26 caregivers identified, 24 
were eligible and agreed to be interviewed. One caregiver 
was ineligible and one did not respond to phone calls.

Procedure

Caregivers participated in telephone-based, semi-
structured qualitative interviews between February 
2017 and February 2018. Interviews lasted 32–58  min, 
were digitally recorded, and professionally transcribed. 
Interviews were conducted by one master’s level re-
searcher (J.Y.) and one bachelor’s level researcher (C.S.), 
both with extensive experience in qualitative research 
and data collection with Veteran populations.

The interview guide was structured to begin with broad, 
open-ended questions, followed by more specific questions 
and probes to elicit thorough, detailed descriptions of 
caregivers’ experiences with and involvement in Veterans’ 
COPD exacerbations. The caregiver interview guide mir-
rored the parent study’s Veteran interview guide, which 
was informed by Fortney’s Access to Care model [23] and 
the Leventhal Common Sense model [24] and included 
questions related to model domains such as coping, en-
vironmental and contextual factors, and symptom repre-
sentation. Caregivers were asked to describe the patient’s 
recent and past exacerbations including care seeking and 
treatment received, caregiver involvement in exacerba-
tions, caregiver coping, healthcare communication, and 
suggestions for supporting caregivers of Veterans with 
COPD (see Table A1 for an abbreviated Interview Guide. 
The complete guide is available upon request to study au-
thors). Caregivers were provided $40 compensation for 
their participation in the study.

Data Analysis

Caregiver interviews were analyzed using inductive 
content analysis, an approach in which categories and 
themes are derived from the data through open coding, 

code grouping or categorization consistent with the 
steps outlined by Elo and Kyngäs [25]. Transcripts were 
closely reviewed by two experienced qualitative ana-
lysts (J.Y. and C.S.) in order to create an initial code list 
based on meaning units identified in the data. The ana-
lysts each applied the codebook to the same transcript 
then met to assess coding consistency, refine codes, and 
add new codes to the codebook. Discrepancies, such as 
inconsistent code application, were resolved through 
discussion and consensus building. This process was re-
peated until coding consistency was established, at which 
point remaining transcripts were coded independently. 
Analysts met regularly to review and refine the definition 
and application of codes. Codes and their attached data 
were sorted into categories based on similarities and dif-
ferences within and across interviews and themes were 
identified based on patterns in the data. Analysis con-
tinued until saturation occurred at which point no new 
concepts were identified [26]. All data were coded using 
Atlas.ti qualitative software (Version 8) [27].

Strategies to enhance analytic rigor followed criteria 
suggested by Elo et al. [28] and Morse et al. [29], including 
going back and forth between the interview data, codes, 
themes, and categories to refine themes, ensure find-
ings were grounded in the data, and validate results. 
Additionally, preliminary results, including code reports 
and themes, were reviewed by the entire study team at four 
time points during the analytic process to further refine 
themes, confirm face validity and credibility, and identify 
representative quotes for presentation. The study team in-
cluded clinicians (pulmonology, nursing, and psychology) 
and health services researchers with expertise in COPD 
and family-centered management of chronic illnesses.

Results

We interviewed 24 caregivers; almost all were female (96%) 
and in a spousal/significant other relationship with the 
care recipient (92%). Two participants were adult children 
caring for a parent. All but one caregiver (an adult child) 
cohabitated with the care recipient. Care recipients were 
male with mean age 70.9 (±7.17), mean FEV1 1.58 (±0.64), 
and a mean mMRC dyspnea of 2.8 (±0.92) (Table A2).

Five primary themes and seven related subthemes re-
lated to the caregiver’s role during acute COPD exacer-
bations were derived through the analytic process (see 
Table A2). Results are presented by theme and include 
selected representative quotes.

Theme 1: Determining “What Is Happening” and “How 
Bad Will It Get”

Caregivers were able to provide significant detail re-
garding the onset, symptoms, course, and outcome of 
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acute COPD exacerbations or “worse breathing epi-
sodes.” Caregivers reported consistently recognizing and 
being aware of changes to patients’ baseline functioning 
and identifying the onset of new symptoms: “I always 
can tell when something bad [exacerbation] might be 
coming on” (CG19).

Subtheme A: identifying and monitoring observable 
symptoms

Caregivers described identifying and monitoring observ-
able symptoms or those “you can see, hear and measure,” 
such as difficulty breathing, coughing, sputum color, ac-
tivity level, and temperature in order to assess symptom 
severity and predict the course of an exacerbation or 
“how bad it will get.” One caregiver (CG22) reported 
using temperature as an indication of episode progres-
sion, “I just keep taking his temperature to see if things 
are getting worse” while another (CG15) listened to the 
frequency and severity of coughing, “I listen to his cough, 
how rough it is, how often it is…that’s how I know what 
we’re up against.”

Subtheme B: being vigilant and on alert for changes

Many caregivers described a heightened vigilance that 
accompanied the onset of  an exacerbation or a change 
in a patient’s observable symptoms. The course of  an 
exacerbation was often unpredictable with some re-
solving without incident and others developing into 
“full blown” episodes that resulted in lung infections, 
visits to the ED, and/or hospitalization. Caregivers 
often reported being worried about how early symp-
toms would progress and described using frequent 
symptom assessment and intense watchfulness to de-
termine, “what is really going on here?…Is it a blip or 
something we should really be worried about?” (CG18). 
Being alert for changes in symptoms and patient func-
tioning allowed caregivers to identify when symptoms 
worsened to the point that action, such as medical 
care seeking, was needed. As one caregiver (CG8) ex-
plained, “I watch him all the time…when I see something 
coming on I watch him even closer, how he is breathing, 
how he is moving, to see where is this going…how bad is 
it going to get…when is it bad enough to do something 
and what should we do.”

Subtheme C: probing for more information

Monitoring a patient’s observable symptoms did not al-
ways provide enough information for caregivers to ad-
equately evaluate symptom severity and determine next 
steps. Some caregivers reported needing to understand 
the patient’s internal experience during an exacerba-
tion or “how he is feeling inside…how it feels to him, is 
it getting better or worse?” (CG17). However, caregivers 

explained that patients often failed to share how they 
were feeling or minimized exacerbation symptoms. This 
lack of disclosure often led caregivers to probe patients 
for additional information so that they would “not be in 
the dark” and would “have the whole picture” of the ex-
acerbation. As one caregiver (CG16) described, “he’s not 
going to tell me what’s going on with him…so I’ve got to 
keep at him to tell me what is really going on…how he’s 
really feeling.”

Theme 2: “Watching” and “Witnessing” Elicits Fear, 
Distress, and Helplessness

Almost all caregivers reported intense emotional re-
sponses to observing patients’ symptom-related distress 
and often described feelings of  fear and helplessness, es-
pecially when witnessing a patient’s struggle for breath 
and intense bouts of  coughing: “When he has these hor-
rible coughing spells, I  don’t even know how to describe 
them, they are just terrible…and I  almost can’t stand 
to listen to it…it’s so scary” (CG24). Fears most often 
focused on the possible outcomes of  an episode, such 
as hospitalization or death, while helplessness was pri-
marily related to not knowing what to do to ease symp-
toms and when, or if, to seek care. A  few caregivers 
specifically described being afraid of  being put in the 
position of  calling emergency services if  a patient col-
lapsed or passed out. “He’s coughing to where it looks 
like he’s not taking in air, and he’s not able to breathe. 
It’s like he’s choking on something, his face gets so red. 
And I feel helpless in what I can do to help it, not knowing 
exactly what the best course of action is to do. That’s 
why it scares me, because if he passes out, I’d have to call 
911” (CG23).

Caregivers also frequently described the ways in 
which watchfulness or vigilance during COPD exacerba-
tions negatively impacted their quality of life. Needing 
to “watch him all the time” caused disruption to normal 
patterns of living such as work and other daily activities, 
necessitated being homebound with the patient, and 
often affected caregivers’ sleep. As one caregiver (CG20) 
explained, “When he’s like that [having problems with his 
breathing] I can’t really leave him alone so I’m at home 
all the time watching him…and I’m not getting much sleep 
‘cause I’m checking on him at night.”

Theme 3: “We Don’t Always See Eye to Eye”: Caregiver–
Patient Discrepancies

Caregivers commonly reported differences or discrep-
ancies in how they and the patient perceived an ex-
acerbation, including interpretation and evaluation of 
symptoms and if  and when to seek care.
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Subtheme A: evaluating symptoms more seriously than 
patients

Caregivers reported evaluating symptoms as more ser-
ious and concerning than patients. Although both care-
givers and patients recognized observable symptoms like 
coughing or breathlessness, caregivers explained that 
they often viewed them differently than patients in two 
key ways: (a) assessing greater symptom severity and 
(b) interpreting symptoms to be evidence of worsening 
illness, underlying infection, or “bigger health problems.” 
Here a caregiver (CG19) compares her assessment of an 
episode of coughing with that of the patient: “Yeah, we 
both know he’s coughing, you can’t miss that. But it’s just 
that he doesn’t see it as bad as I do…Like the coughing, 
he’ll say ‘It’s just a cough’ but I think ‘that’s a really bad 
cough, that cough worries me that something worse is 
going on.’” Another caregiver (CG4) described differ-
ences in evaluation of sputum color as an indicator of 
need for medical care: “He’s coughing up sputum. Lately 
it’s been brown…if it’s anything other than clear I have the 
feeling that we need to do something about it, should go to 
the doctor, but that’s not his feeling.”

A few caregivers attributed these discrepancies to the 
gradual, progressive nature of COPD and suggested 
that as patients normalize increasingly poor breathing, 
they may be unable to accurately judge symptom or epi-
sode severity. As one caregiver (CG1) described, “What 
you and I  think of as normal breathing, he doesn’t have 
that anymore…he no longer can recognize how bad he is 
getting. Often times he doesn’t realize it until he’s at the 
extreme end of things. That’s basically the difference be-
tween the two of us, I am outside of it and can see it more 
clearly than he does.”

Subtheme B: caregivers want to act but patients want 
to delay

Caregivers commonly described disagreeing with pa-
tients about when, or if, to seek care during an exacer-
bation. Caregivers consistently reported wanting their 
patients to seek care, such as going to the doctor, an ur-
gent care center or the emergency room during exacerba-
tions while patients often wanted to delay care or avoid 
care all together. This created a common dynamic of pa-
tients wanting to “wait it out” in the hope that symptoms 
would improve and caregivers wanting to seek care much 
earlier in the progression of an exacerbation. Caregivers 
attributed patients’ desire to delay or avoid care to psy-
chosocial reasons such as stubbornness, gender norms 
(“typical male”), not wanting to recognize episode se-
verity, and reluctance to ask for help or rely on others. As 
one caregiver (CG2) described, “He will get the onset of it 
and be struggling. I’ll offer several times ‘do you want to go 
in, do you want to go in?’ and his responses usually are ‘no 

I’m going to try this first, I’m going to do that, you have 
to work tonight and I don’t want to bother you.’” Another 
participant (CG7) explained, “[Patient] is just like any 
other male, he wants to put if off because he don’t want to 
see how bad it is…like just stick my head in the sand and it 
will be better…typical male.”

Conversely, caregivers described wanting to act or 
seek care earlier in order to “catch [the exacerbation] 
early,” thus avoiding “waiting too long” and allowing 
the episode to progress and symptoms to worsen. Many 
caregivers described encouraging care seeking in order 
to avoid worse outcomes, such as advanced illness, hos-
pitalization, and death, or “crisis mode” which involved 
calling 911. Here, one participant (CG6) described her 
attempts to anticipate and identify worsening symptoms 
in order to encourage the patient to seek care before 
the episode worsens: “What I try to do is see it coming. 
I will try to catch it, and I encourage him to go in…so it 
doesn’t get into crisis mode.” Other caregivers described 
how their past experience with “worse outcomes” influ-
enced their desire for earlier care seeking, “We’ve been 
down that road of pneumonia before and it’s never good…I 
always say, why don’t you just go into the doctor and get 
the medicine so that doesn’t happen again” (CG12). Some 
caregivers also described wanting to seek care to reduce 
their own fear, anxiety, and frustration during an exacer-
bation, “I just want him to get it taken care of so I can stop 
holding my breath at what will happen” (CG10).

It should be noted, two caregivers in spousal roles re-
ported always “being on the same page” as their patient 
when it came to interpreting symptoms and the need for 
care seeking. These participants described their patients 
as accurately identifying serious or concerning symp-
toms and being proactive in symptom management and 
care seeking.

Theme 4: Caregivers Attempt to Influence Care Seeking 
But Must Maintain a “Delicate Balance”

When caregivers experienced a mismatch or discrep-
ancy with patients, they described utilizing a range of 
approaches to influence earlier care seeking. Although 
caregivers most often reported the decision to seek care 
as the patient’s decision (“he decided”) or a collabora-
tive decision (“we decided”), they commonly described 
their role as trying to influence earlier care seeking. This 
role involved a continuum of approaches increasing in 
how forcefully the caregiver attempted to insert them-
selves into the care-seeking decision—from minimal 
influencing behaviors (asking or suggesting care), to re-
peated or increased attempts to influence (pushing, nag-
ging, or hounding), to “taking charge” of the decision 
to seek care (insisting, delivering ultimatums, making 
appointments, or calling clinicians). However, caregivers 
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often acknowledged the limitations of their influence on 
patient behavior and described balancing their desire for 
care seeking with respect for patient autonomy and the 
potential negative ramifications of “pushing too hard.”

Subtheme A: utilizing a range of approaches: suggesting, 
nagging, and insisting

Caregivers commonly described suggesting care seeking 
in response to identifying concerning or worrisome ex-
acerbation symptoms. In this approach, a caregiver’s 
influence was minimal and the patient was clearly re-
sponsible for the decision regarding when and if  to seek 
care. As one participant (CG21) explained, “All I can do 
is make a suggestion…it’s up to him if he goes to the ER or 
not.” Another caregiver (CG5) described conveying her 
desire for care seeking by asking the patient, “Don’t you 
think it’s time to go to urgent care?” Typically a sugges-
tion did not result in immediate care seeking and care-
givers frequently described suggesting as “setting the 
stage” for care seeking rather than moving patients to 
care: “When I say, how about we go to the doctor, he al-
most always says no, but it puts it in his mind and gets 
him ready for the idea of going” (CG12). Caregivers also 
explained how time and exacerbation progression, com-
bined with suggesting, ultimately motivated care seeking 
behaviors. “Well it’s not that I make him go [to the ER], 
I suggest that he go and then wait for him to come around 
to the idea…it takes a little time…he’s gotta see that it’s 
getting worse first” (CG3).

A second, more active approach involved repeatedly 
suggesting or asking the patient to seek care. Caregivers 
commonly referred to this approach as “nagging” or 
“wearing him down” with the goal of getting the patient 
to agree with caregiver’s assessment of the need for care. 
As one participant (CG14) described, “Well I  am the 
wife. And I have opinions. And I have been known to nag. 
So I  do sometimes nag him and say ‘look this has been 
going on too long, you need to do something about this…
usually he’ll agree with me.’”

Finally, some caregivers described “driving” or “taking 
charge” of care seeking, by forcefully encouraging care 
seeking (insisting on care or delivering an ultimatum) or 
initiating care seeking by calling the doctor or making an 
appointment. This approach was the least commonly de-
scribed and was typically employed only when the care-
giver evaluated symptoms as potentially life threatening, 
believed the episode had persisted for too long, and/or 
their anxiety and fear pushed them to action. As one 
caregiver (CG9) explained, “His coughing got worse and 
worse and I  was up all night worried about him. In the 
morning I said, ‘we’re going to the ER, I’m just not willing 
to take that risk.’ It wasn’t a choice anymore.”

Caregivers commonly described changing their ap-
proach over the course of a worsening exacerbation. 

As symptoms progressed and the duration of the ex-
acerbation lengthened, caregivers reported utilizing in-
creasingly influential or forceful approaches to affect 
care seeking. As one caregiver (CG1) explained, “At first 
it’s just, ‘don’t you think you should go?’ but if it isn’t get-
ting any better, if I  don’t see him starting to improve…
then I start to push back and push harder.” Caregivers also 
described fears of negative outcomes, such as hospital-
ization and death, and past experiences of “waiting too 
long” as driving them to insist on or initiate care seeking: 
“If it’s not too bad yet, I may just say ‘Don’t you think it’s 
time to go to the doctor about this’…but as time goes on 
and his breathing gets worse I often will end up saying ‘it’s 
time, let’s not wait around any longer… I know what hap-
pens when we wait too long’” (CG5).

Subtheme B: balancing influence with patient role and 
reaction

Caregivers acknowledged that they faced limitations 
to their influence on patients’ decisions and described 
negative consequences of excessively urging patients to 
seek care. Many described trying to maintain a “delicate 
balance” between pushing care seeking and respecting 
patients’ autonomy, acknowledging that ultimately the 
patient was the one living with the illness. As one care-
giver (CG4) explained, “I would have more visits to the 
ER, but I have to cool my jets to some extent too and say, 
‘hey, not my circus, not my monkeys.’” Other caregivers 
described “choosing [their] battles” in order to avoid 
negative responses and interpersonal conflict that could 
occur as a result of disagreements about when to seek 
care. As CG13 explained, “It’s not worth a big fight and 
getting his breathing even worse” while another (CG3) 
shared, “If I keep on him too much [about going to the 
doctor] then it causes problems and he gets real mad with 
me….so I pick and choose.”

Theme 5: Caregivers Desire Information and Support

Participants commonly described wanting and needing 
information and support to help navigate and clarify 
their role as caregivers. Some caregivers had never talked 
to a clinician about the patient’s illness outside of an 
emergency situation and lacked basic knowledge about 
COPD, typical illness progression, prognosis, and how 
to manage exacerbation symptoms. Even caregivers who 
did have contact with their patient’s doctors often ex-
pressed that their role was “just to be a second set of ears” 
and that they did not feel they could ask questions openly 
and honestly. Many caregivers described themselves as 
lacking confidence during exacerbations and wanted in-
struction and guidance in “what can I do to help him…
what should I  do and not do and when is the right time 
to get help” (CG21). When asked what would improve 
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the caregiver experience, many described wanting a re-
source they could contact during an exacerbation for in-
formation and support, “Somewhere that I could talk to a 
knowledgeable person, telling them the symptoms of what 
is transpiring and get their input as to what I  should do 
at that time” (CG9). A few caregivers also underscored 
the importance of clinicians in clarifying and reinforcing 
when and where to seek care explaining, “If he could hear 
the doctor say it, that he needs to go when he gets coughing 
like that…maybe he’d listen to him” (CG8). One caregiver 
also described wanting her husband’s doctor to initiate a 
care-planning discussion with both of them together, so 
that “we can all be on the same page about when we should 
act and what we should do” (CG11).

Discussion

The significant caregiver burden associated with COPD 
coupled with the unpredictability of exacerbations high-
light the importance of understanding caregivers’ roles 
and experiences during COPD exacerbation manage-
ment. While there is growing attention to caregiving in 
COPD [30–32], less is known about the roles caregivers 
play in helping patients with COPD manage their illness 
and it is not sufficiently appreciated how the complex 
and unique challenges related to the caregiver role may 
result in delays in care during exacerbations. Our find-
ings are illustrated in Fig. 1.

Our study found that caregivers are attuned to and 
involved in COPD exacerbations. Through observa-
tion and probing patients for information about their 
symptom distress, caregivers are continuously alert for 
changes in symptomology. Our findings build upon other 
published study findings that caregivers of patients with 
COPD monitor patients’ symptoms and severity in order 
to facilitate adherence to COPD management and timely 
treatment [33]. Caregivers in our study often needed to 
probe patients for more information as monitoring ob-
servable symptoms was not always adequate in evaluating 
symptom severity. However, they reported that patients 
were often not forthcoming with their symptom experi-
ences, which was challenging for caregivers’ attempts to 
determine symptom severity and evaluate the need for 
care. Patients not openly disclosing their symptoms has 
been found in other serious illnesses, such as cancer, and 
may be particularly related to patient–caregiver discrep-
ancies in symptom evaluation or need for seeking care 
[34]. To the best of our knowledge, established programs 
assisting caregivers are not widely available in not only 
identifying COPD exacerbation symptoms early and 
evaluating the need for care, but also in learning ap-
proaches for negotiating the need for care with the pa-
tient. The caregivers in our study reported no knowledge 
or use of such programs.

Caregivers in our study noted caregiver vigilance as 
important to avoid missing crucial changes in patient’s 
symptoms, but it also carried with it perceived negative 
impacts on caregivers’ quality of life. The unpredict-
able nature of COPD exacerbations may be associated 
with the need for constant vigilance on the part of the 
caregiver. Prior studies have highlighted the significant 
effects of caregiving in COPD on quality of life, particu-
larly identifying the caregiver–patient relationship as a 
primary predictor [35, 36]. However, our findings high-
light a nuanced contributor to caregiver quality of life. 
Constant symptom surveillance may increase feelings of 
anxiety, stress, and uncertainty in the caregiver, and in 
conjunction with a decline in patients’ ADLs and inde-
pendence as the disease progresses, may negatively affect 
caregiver quality of life and the relationship between the 
patient and caregiver.

Observing care recipient symptom distress evoked in-
tense negative emotions, such as fear, anxiety, distress, 
and helplessness in the caregivers in our study, which 
they were sometimes reluctant to disclose to the pa-
tient. Emotional distress in caregivers of  patients with 
COPD could be expected due to the constant threat of 
exacerbations, overt severity of  symptoms, and negative 
outcomes associated with advancing illness, such as fre-
quent hospitalization and death. One study that found 
that caregivers of  patients with COPD feel helpless when 
witnessing the patient experience symptoms of acute ex-
acerbation, such as severe breathlessness [33]. Our study 
similarly found that caregivers experienced fear and help-
lessness during acute COPD exacerbations and anxiety 
around knowing the best course of  action. Caregivers 
may also experience emotional distress related to the 
possibility of  needing to contact emergency services, 
fearing the patient would feel upset that 911 was called, 
or fearing they waited too long. A review by Grant et al. 
[37] found a need for further research pertaining to the 
psychological wellbeing of caregivers of  patients with 
COPD due to a limited evidence-base in this area. Our 
findings elucidate contributors to such caregivers’ emo-
tional experiences and a need for providing emotional 
support to minimize the anxiety, fear, and helplessness 
associated with caregiving during COPD exacerbations. 
Caregiver models of  stress (e.g., Pearlin) [38] typically 
present intrapersonal factors or at best, the level of 
support needed by patients as key contributors to emo-
tional distress and mental health problems in caregivers. 
However, we and others (e.g., Trivedi) [39] highlight that 
interpersonal factors are also important in co-managing 
serious illnesses, such as COPD.

The current study suggests that the role the caregiver 
plays in care seeking for COPD exacerbations is complex 
and caregivers may experience tension between their de-
sire for action and the patient’s desire for waiting and 
monitoring. Caregivers in our study commonly reported 
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evaluating symptoms more seriously than patients, 
which contributed to discrepancies in the perceived need 
for care seeking, such that caregivers often desired earlier 
care seeking than patients. Caregivers perceived positive 
benefit from action involving receipt of care, including 
improved patient health outcomes and reducing their 
own anxiety, but also wanted to respect the patient’s own 
agency. Caregivers in our study also reported concerns 
about the negative outcomes of waiting to seek care, 
such as hospitalization or death, and a desire to avoid 
these outcomes. Our study findings regarding discrepant 
perceptions of the need for care seeking are consistent 
with the evidence-base, which suggests that in caregiving 
of seriously ill patients, surrogate decision making by the 
caregiver regarding treatment seeking may not wholly 
represent patients’ preferences [40].

Caregivers in our study adjusted their approach to 
influence care seeking based on perceived symptom se-
verity, anxiety, and perceived urgency, and approaches 
ranged from providing active encouragement to insisting 
the patient sought care. However, caregivers also per-
ceived limitations to their influence on patient decisions 
to seek care and reported wanting to avoid possible 
negative emotional reactions and interpersonal conflict. 
Tension or conflict between the caregiver and patient 
may be expected due to well-documented discrepancies 
between caregiver and patient ratings of  disease severity, 
where caregivers tend to perceive symptoms more se-
verely than patients both in COPD and other medical 
illnesses [15, 41]. However, these studies do not expli-
cate the relational impact of  differing views between pa-
tient and caregivers. Our study findings elucidate how 

Fig. 1. Caregiving for patients experiencing COPD exacerbations: integration of study findings. COPD chronic obstructive pulmonary 
disease.
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differing perceptions of COPD severity and the need 
for care may lead to relationship tension between pa-
tient and caregiver and how this tension may play out in 
whether the caregiver encourages the patient to seek care 
or is reluctant to do so.

Caregivers in our study consistently desired more in-
formation, specifically about what they can and should 
do during an acute exacerbation, and resources to con-
tact for information and support during an exacerba-
tion. Despite caregivers identifying support as integral 
to their care support system, unmet needs persist in gath-
ering relevant information and emotional and practical 
support among caregivers of people with COPD [33, 
42, 43]. These study findings suggest that caregivers are 
often in a position to influence earlier care seeking but 
may lack the necessary agency, knowledge, and support. 
Some caregivers in our study highlighted the role that 
clinicians can play not only in providing education, but 
also in reinforcing and directing care seeking, particu-
larly with patients who are hesitant to seek timely care. 
Therefore, clinician-directed approaches that incorp-
orate caregivers to address patient reluctance to seek care 
may be helpful.

Clinical programs advocating for a shared manage-
ment approach are necessary to educate both the care-
givers and patients on symptom recognition and when 
to seek care in order to foster more congruence be-
tween caregivers and patients. Supporting caregivers in 
defining their role about how and when they would be 
involved during exacerbations and involving patient–
caregiver dyads in care-seeking decisions could help 
them develop more effective approaches to promoting 
care seeking with patients during acute exacerbations. 
In addition, supporting patient–caregiver dyads in set-
ting collaborative care plans, including when and where 
to seek care would be beneficial to caregivers and could 
serve to influence earlier care seeking. Providing sup-
port to caregivers in defining their role and involve-
ment in managing symptoms and seeking care could 
help reduce caregiver anxiety, increase confidence, and 
lead to timely care seeking [44, 45]. Given that some 
caregivers may not have contact with clinicians outside 
of  emergency situations, caregivers may benefit from 
joining their patients during early care-planning dis-
cussions conducted by clinicians. Caregivers in other 
studies have reported that a lack of  direct communica-
tion with patients’ healthcare providers have impeded 
their caregiving efforts [46]. Therefore, integrating care-
givers in care plans earlier in illness progression may 
help increase their knowledge, perceived support, and 
confidence during acute exacerbations and reduce rela-
tional tension between caregiver and patient pertinent 
to when to seek care. Providing caregivers the same in-
structions and information that patients receive from 
providers could facilitate co-monitoring of  symptoms 

from the same vantage point and developing a collab-
orative action plan that is communicated among the 
patient, caregiver, and healthcare providers. RAND de-
scribe a framework [47] for integrating caregivers into 
their patient’s healthcare team, including barriers and 
care coordination initiatives, that could be applied to 
caregiving in COPD. Such dyadic disease management 
coaching could also lead to patients being more open 
to input on care seeking from their caregivers, poten-
tially resulting in earlier treatment during exacerbations, 
lower caregiver anxiety, and better relationship func-
tioning. In addition to caregiver education, clinicians 
may also provide remote monitoring, decision support, 
or clinical consultation during an acute exacerbation to 
help patients and caregivers make more medically in-
formed decisions about care seeking.

Existing pulmonology support programs are pri-
marily aimed toward patients and do not involve or 
support caregivers. For example, certain VA settings 
offer both hospital- and home-based pulmonary re-
habilitation programs for patients with COPD, where 
they receive education for self-management and med-
ically supervised physical activity [48]. Such programs 
may consider involving the caregiver as part of  the edu-
cational process to foster collaborative dyadic illness 
management. Caregiver-focused programs aimed at 
other medical illnesses may also be tailored for care-
givers of  COPD patients. For example, the Resources 
for Enhancing All Caregivers Health (REACH) 
program [49] is aimed at reducing caregiver stress 
and improving self-management of  patient’s health 
through education, support, and skill-building inter-
ventions. The program currently offers disease-specific 
interventions for patients with dementia, spinal cord 
injury, multiple sclerosis, post-traumatic stress dis-
order, and amyotrophic lateral sclerosis, but currently 
does not have a COPD-focused intervention. Trivedi 
et al. [39] developed a couples-based self-management 
program for patients with heart failure, an illness that, 
like COPD, is characterized by frequent symptom ex-
acerbations. Their study found improvements in pa-
tient–caregiver communication, relationship quality, 
self-management of  heart failure, and caregiver psy-
chological wellbeing and quality of  life following 
participation in the program. A  similar collaborative 
self-management program may be effective for those 
caring for COPD patients due to the analogous illness 
trajectory. Learning the nuanced roles and needs of 
caregivers of  patients with COPD through qualitative 
studies such as ours could inform the development of 
focused caregiver support and education programs 
to navigate COPD exacerbations in a collaborative 
manner. Caregivers in our study did not know of  or 
use caregiver support programs. Therefore, commu-
nity outreach is also necessary to inform caregivers of 
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available programs and facilitate their access to sup-
portive programs and services.

This study has several limitations that may influence 
the interpretation and transferability of  results. First, 
caregiver sociodemographic data, such as age, educa-
tion, race, or ethnicity, were not collected so we were 
unable to fully characterize our sample. Our sample 
was based on convenience of  caregivers identified by 
Veterans in the parent study which may have led to 
selection and inclusion bias. More purposive sampling 
of  caregivers may have led to a wider variety of  ex-
periences and, ultimately, different findings. Also, our 
sample was largely homogenous in gender, spousal re-
lationship, and cohabitant status and only included 
caregivers of  Veterans, all of  which may affect the 
variability of  experiences that were captured. Future 
studies may study the interactions between gender, re-
lationship, perceived and actual health status in COPD 
patients and their caregivers. Future work would also 
benefit from research with more diverse, purposeful 
samples. We were unable to obtain feedback on our 
findings from study participants via member checking 
or a similar respondent validation process. Future 
studies may benefit from working more actively with 
caregivers to follow up on results.

Despite these limitations, this qualitative analysis 
allowed for a deeper understanding of  caregivers’ 
experiences and roles during acute COPD exacerba-
tions and care-seeking decisions. Additional research 
is needed to understand how to provide necessary 
support and education for caregivers during acute ex-
acerbations. Future studies with more diverse samples 
should examine how patient or caregiver gender may 
play a role in the caregiving experience for patients 
with COPD. Future research may explore ways to help 
caregivers promote care seeking with patients during 
exacerbations while respecting patient autonomy 
could increase caregiver confidence, improve caregiver 
quality of  life and emotional wellbeing, and facilitate 
more timely treatment. Further, relational tension be-
tween caregiver’s needs and patient’s needs calls for 
interventions that focus on improving communication, 
goal setting, and collaborative treatment planning, 
including identifying serious symptoms, and planning 
when, where and how to seek care. Additional re-
search is needed to understand the role of  clinicians 
in working with patient–caregiver dyads to promote 
shared understanding of  COPD, symptoms, and when 
to seek care. Clinicians may use evidence-based tools in 
palliative care to facilitate development of  a care plan 

that is agreed upon by the patient, caregiver, and clin-
ician in order to foster shared decision making, reduce 
uncertainty, and instill confidence in caregivers ahead 
of  acute exacerbations [50]. Educating, supporting, 
and involving caregivers in the management of  COPD 
exacerbations has the potential to decrease their fear 
and anxiety, increase their confidence in encouraging 
care seeking, and ultimately reduce delays of  care.
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Appendix

Table A1. Interview guide questions

Main questions

Tell me about [patient’s] most recent exacerbation.

Please describe, in as much detail as you can, what 
happened during the exacerbation

Tell me about any emotions you may have had 
during the exacerbation.

Tell me about deciding to seek (or not seek) care.

Tell me about [patient’s] past exacerbations, if  any.

How does the patient communicate with you about 
his COPD or COPD symptoms?

What suggestions do you have for [patient]?

Follow-up questions and probes

Tell me about how the exacerbation started.

What symptoms did you notice?

How long did the exacerbation last?

What happened next?

How were you involved?

What were you thinking?

What were you feeling?

What did you think would happen?

What do you mean by…

Give me an example of…

Walk me through…

Tell me more about…

Note. This list is not exhaustive but highlights questions most ger-
mane to this study and analysis. Complete interview guides are 
available through correspondence with the author. COPD chronic 
obstructive pulmonary disease.

Table A2. Demographics of Veteran care recipients (n = 24)

N (%) M (SD)

Demographics

 Age  70.9 (7.17)

 Male gender 24 (100.0)  

COPD severity

 FEV1 (liters)  1.58 (0.64)

 FEV1 % predicted  49.9 (20.1)

 FEV1 % predicted by severity category

  ≥80% (mild) 3 (12.5)  

  50–79% (moderate) 8 (33.3)  

  30–49% (severe) 10 (41.7)  

  0–29% (very severe) 3 (12.5)  

 mMRC  2.8 (0.92)

Reported moderate or severe exacerbations in year prior to enrollment  2.8 (2.11)

COPD chronic obstructive pulmonary disease.
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