
Families in Critical Care

©2020 American Association of Critical-Care Nurses
doi:https://doi.org/10.4037/ajcc2020953

Background  More than half of intensive care unit survivors 
require assistance from family caregivers after discharge. 
Caregiving is associated with negative consequences 
including poor health-related quality of life, psychosocial 
distress, and burden. Little is known about how family care-
givers find satisfaction and meaning in their experience.
Objectives  To explore positive descriptions of the experi-
ences of family caregivers of critically ill patients and to 
describe factors that family caregivers view as important 
to a positive caregiving experience from hospitalization 
to 4 months after discharge.
Methods  Qualitative secondary analysis was performed 
on data from semistructured interviews conducted as 
part of a longitudinal study that examined physical and 
psychological responses to stress in a convenience sam-
ple of family caregivers of adult intensive care unit 
patients who underwent prolonged mechanical ventila-
tion (≥ 4 days). Interviews were conducted at 4 time 
points: during the hospitalization and within 2 weeks, 2 
months, and 4 months after discharge.
Results  Participants (n = 41) reported factors that helped 
them positively appraise their caregiving experience in 
113 interviews conducted face to face or via telephone. 
During patients’ hospitalization, caregivers described 
changes in their role, with their primary responsibility 
being to advocate for the patient. They described how 
this experience fulfilled their identity and strengthened 
their relationship with the patient. Most family caregivers 
mentioned the importance of social support and prayer.
Conclusions  Family caregivers of intensive care unit 
patients can identify positive aspects of caregiving 
during the experience. Interventions to reframe the care-
giving experience in a positive light are warranted. 
(American Journal of Critical Care. 2020;29:340-349)
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“It’s a relief to know that 
my family is taking care 
of things at home so I 
can stay here with him.”

I
ncreasing numbers of individuals survive the critical phase of illness owing to advanced 
therapeutics and management in the intensive care unit (ICU).1 Physical, emotional, and 
cognitive sequelae challenge ICU survivors because these problems adversely affect their 
daily functioning and quality of life for months and years after ICU discharge.2-8 With 
growing awareness of this constellation of conditions, called post–intensive care syndrome, 

researchers and clinicians have given increasing attention to the family caregiver, a valuable 
but underrecognized care partner.9

Having a critically ill loved one in an ICU is a 

highly stressful experience for families.10 With the 

serious and unpredictable nature of illnesses that 

lead to an ICU admission, many family caregivers 

deal with physical and emotional challenges for 

which they are unprepared.11,12 In addition to their 

responsibilities as advocates and decision makers, 

family caregivers witness the responses of the patient 

to the ICU environment. Thus, family caregivers 

are also at risk for negative sequelae, known as 

post–intensive care syndrome–family, as a result 

of their own experiences during and after the patient’s 

ICU stay.4,9,13-15

Family caregiving is a critical component of ICU 

survivorship that involves direct physical and psycho-

logical care of the patient, shouldering additional 

home and family responsibilities, and serving as an 

advocate as the patient recovers. Most research to 

date on family caregivers of ICU survivors has focused 

on their distress and burden.15-19 This focus may pro-

vide a limited view of caregiving and miss acknowl-

edging the possibilities of adaptation. Few studies 

have focused exclusively on the positive aspects of 

the caregiving experience among family caregivers 

of ICU survivors.

We reexamined longitudinal qualitative inter-

view data from family caregivers of critically ill patients 

to achieve the following aims: (1) to explore positive 

descriptions of the family caregiving experiences and 

(2) to describe factors that family caregivers view as 

important to a positive caregiving experience from 

ICU hospitalization to 4 months after ICU discharge.

Methods 
This study used a secondary analysis of semi-

structured narrative interview data from a parent 

study that examined physical and psychological 

stress responses in family caregivers of adult ICU 

patients who underwent prolonged mechanical 

ventilation (≥ 4 days) from patients’ ICU hospital-

ization to 4 months after ICU discharge.6 Additional 

details of the parent study have been reported else-

where.6-8,20,21 The protocol of the parent study was 

reviewed and approved by the institutional review 

board at the University of Pittsburgh. In the parent 

study, all family caregiver participants provided writ-

ten informed consent.

Sample 
In the parent study, we defined family caregiver 

as an individual who provided the majority of sup-

port, including emotional, physical, and/or financial 

support, to a given patient. Having a legal relation-

ship or cohabitation with the patient was not required. 

In this report, we use caregiver to refer to a family 

caregiver. Eligibility criteria for caregivers were (1) 

being a nonprofessional, unpaid caregiver, (2) 

aged 21 years or older, (3) having reliable telephone 

access, and (4) being able 

to read and speak English. 

Patient eligibility criteria 

were (1) aged 21 years or 

older, (2) residing at 

home before ICU admis-

sion, (3) having received 

mechanical ventilation 

for 4 or more consecutive 

days in a medical ICU, and (4) not being depen-

dent on mechanical ventilation before this ICU 

hospitalization. The rationale for choosing a dura-

tion of mechanical ventilation of 4 or more consec-

utive days has been described elsewhere.22 In the 

parent study, qualitative interviews were an option 

for caregivers. In this secondary analysis, we used 

data from 41 caregivers who participated in quali-

tative interviews.
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“Our friends and family 
supported us with prayer.”

Interviews and Data Collection
In the parent study, 1 trained research team mem-

ber (J.C.) interviewed caregivers at 4 time points: 

during the ICU hospitalization (baseline) and within 

2 weeks, 2 months, and 4 months after ICU discharge. 

The details of data collection location at each time 

point have been reported elsewhere.23 We used semi-

structured interviews to determine the general care-

giving experience and changes in the caregivers’ lives 

and relationships with others at each time point.6 

At the beginning of each interview, caregivers were 

asked to describe their typical day, and then they 

were asked questions about the caregiving experi-

ence (eg, “What makes your caregiving difficult or 

easy?”). All interviews used the same questions, and 

the interviewer used probes to elicit additional details 

about the caregivers’ experience. Interviews were audio-

taped, transcribed verbatim, and imported into the 

research software program ATLAS.Ti (ATLAS.Ti Scien-

tific Software Development) for data management.

Data Analysis
The primary author (J.C.) and a team member 

(J.A.T.) with extensive experience in qualitative 

methods conducted the analysis. We used manifest 

content analysis to determine predominant concepts 

or texts to identify recurring themes.24 To develop 

the codebook, we analyzed interviews from all time 

points and with caregivers having varied relation-

ships with patient participants. We developed codes 

by returning to the data repeatedly25 and selected 

codes that indicated positive experiences of caregiv-

ers. Together, we reviewed 25% of all interviews 

from each case to develop definitions, boundaries, 

and examples of codes; review exemplary quota-

tions; and finalize the 

codebook. Each of us 

independently coded the 

remaining interview data, 

and we met regularly to 

review and compare the 

independent coding for consistency. Additionally, 

we examined and discussed negative cases, that is, 

interviews that had no examples of positive appraisal 

of caregiving. We then collapsed codes into themes. 

We returned to the data to identify relationships 

and dimensions of positive aspects of caregiving, 

important influences and responses from the care-

giver perspective, and additional contextual condi-

tions and consequences.26 We reexamined these 

themes and dimensions over time and developed a 

process model to illustrate how family caregivers 

described what led them to appraise caregiving in a 

positive light. We also analyzed how these themes 

changed over the 4 interview time points. Thematic 

frequencies were recorded in ATLAS.ti and trans-

ferred to a spreadsheet. 

We maintained methodological rigor and trust-

worthiness in the following ways. First, we main-

tained an audit trail of methodological notes and 

analytical decisions. Prolonged engagement with 

the participants over the 4-month follow-up period 

by the principal investigator enhanced our ability to 

understand the phenomenon of caregiving over 

time as patient conditions and care context changed. 

We reviewed and critiqued analytical decisions 

during weekly meetings, which augmented credibil-

ity. Although the original sample was a convenience 

sample drawn from participants in a primarily 

quantitative study, the final interview sample pro-

vided thick, rich descriptions of experiences and 

perspectives of caregiving, enhancing transferabil-

ity. Finally, we recognized that our extensive clini-

cal experience in the ICU and previous research 

with patients receiving mechanical ventilation and 

their families might influence the analysis of the 

data. We attempted to minimize this influence by 

using reflexivity during analytical sessions to prior-

itize the voice of the caregivers rather than any 

preconceived notions of researchers.

Results 
Sample Characteristics

Information on recruitment and retention of 

caregiver and patient dyads in the parent study and 

the proportion of caregivers who participated in 

the qualitative interviews at each time point is shown 

in Figure 1. We reviewed 113 transcripts from 41 

caregivers. Sample characteristics are summarized 

in Table 1. Caregivers were mostly female (n = 31, 

76%), middle-aged (mean [SD] age, 51.88 [12.22] 

years), and the spouse or significant other of the 

patient (n = 23, 56%). Patients were mostly male 

(n = 28, 68%) and middle-aged (mean [SD] age, 

54.76 [17.18] years). Patients received mechanical 

ventilation for a mean (SD) of 21.15 (13.55) days 

during their ICU hospitalization. Respiratory fail-

ure was the most common ICU admission diagno-

sis (n = 22, 54%). 

Main Themes
We identified a process model of positive 

appraisal of caregiving based on longitudinal data 

from our sample. Concepts included role and rela-

tionship, caregiver identity, patient communication, 

social support for the caregiver, and prayer and faith 

(Figure 2). Exemplar quotations from caregivers for 

each of these concepts are shown in Table 2. 
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Role and Relationship. Many caregivers described 

the critical illness as an event that created an abrupt 

shift in their roles and relationship with the patient. 

The dyadic role (eg, spouse) was acutely disrupted 

with the caregiver’s uncertainty whether the patient 

would ever resume their preillness role. Caregivers 

described this experience as most profound in inter-

views conducted in the ICU. In the interviews after 

ICU discharge, caregivers viewed incremental return 

of the patient’s role (eg, returning to work, resuming 

social interactions) as evidence of improvement in 

the patient’s overall physical and cognitive condi-

tion. These signs of improvement added to caregiv-

ers’ perceptions of accomplishment: 

If I asked him to do something—a lot of 

times he knows I come home from work, 

he’ll go down and throw a load of clothes 

into the wash or he’ll put towels into the 

washer and dry them and bring them up 

for me or help me with things. So it’s a 

closer relationship than what it was. 

(Mother, 4 months)

Caregivers took on roles and responsibilities 

previously shared with or the sole responsibility of 

the patient. Many caregivers described the difficulty 

in balancing these new responsibilities and their 

own work responsibilities with the need to be pres-

ent at the patient’s bedside.

Family caregivers viewed their role in the acute 

phase as being the patient’s voice or advocate. Their 

continued presence in the ICU waiting room was an 

extension of this responsibility. On advice she would 

give to other families, a daughter said during the 

ICU hospitalization: 

Figure 1 Enrollment and follow-up of participants in the study. 

Abbreviation: ICU, intensive care unit.
a A total of 29 participated at 2 months because caregiver who skipped data collection at ≤ 2 weeks (n = 1) responded at 2 months.
b A total of 26 participated at 4 months because caregiver who skipped data collection at 2 months (n = 2) responded at 4 months.
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32 Caregivers 
interviewed

22 Caregivers 
interviewed 

4 Months 
26 dyads b

18 Caregivers 
interviewed 

Enrollment and baseline 
assessment 
47 dyads

≤ 2 Weeks
38 dyads

2 Months
29 dyads a

Patient died in ICU (n = 7)
Withdrew (n = 1)

Caregiver skipped data collection (n = 1)

Patient died (n = 4) 
Withdrew (n = 4) 

Caregiver skipped data collection (n = 2) 

Patient died (n = 2) 
Withdrew (n = 2) 

Caregiver lost to follow-up (n = 1)

Characteristic Mean (SD) No. (%)a

Table 1
Characteristics of caregiver and patient dyads (n = 41)

Abbreviations: ADL, activities of daily living; APACHE, Acute Physiology and Chronic 
Health Evaluation; IADL, instrumental activities of daily living; ICU, intensive care unit.
a Because of rounding, percentages may not total 100.
b No needs = no impairment in ADL or IADL; moderate needs = more than 1 impair-

ment in IADL, but no impairment in ADL; high needs = at least 1 impairment in ADL.

Caregiver 
   Age, y
   Male sex
  White race 
   Relationship to patient
      Spouse or significant other
      Adult child
      Parent or sibling
   Education, y
   Working full or part time (yes)
   Having religious belief or preference (yes)
   Difficulty in paying for needs  
      Extremely or somewhat difficult
      Not at all difficult

51.88 (12.22)

14.49 (3.10)

10 (24)
38 (93)

23 (56)
10 (24)
  8 (20)

26 (63)
33 (80)

21 (51)
20 (49)

Patient 
   Age, y
   Male sex
   White race
   ICU admission diagnosis
      Respiratory failure
      Sepsis/multisystem failure
      Gastrointestinal, hepatic
      Others
   Charlson Comorbidity Index
   APACHE II score
   ICU length of stay, d
   Days of mechanical ventilation
   Care needs before ICU admissionb

      No needs
      Moderate needs
      High needs

54.76 (17.18)

    3.83 (3.41)
21.56 (8.08)
24.10 (14.24)
21.15 (13.55)

28 (68)
38 (93)

22 (54)
  8 (20)
  7 (17)
  4 (10)

24 (59)
  7 (17)
10 (24)
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I tell them that they’re their loved one’s 

best advocate, you know, you need to 

speak up for them. If their voice is weak, 

then you need to be strong, and I tell 

them that.

Despite the sudden nature of this disruption, 

overall, caregivers reported that the critical illness 

experience led to a greater appreciation of the patient 

and an improved relationship. The serious nature 

of the patient’s illness created an opportunity to 

view the relationship in a more positive light, espe-

cially when the caregiver was faced with the possi-

bility of losing the patient. Over time, many couples 

resumed activities that they had enjoyed before the 

critical illness. This behav-

ior was viewed as reestab-

lishing the relationship, 

perhaps as building a 

“new normal”: “We go out 

some now, you know, back 

to socializing. So I’d say it’s 

good, almost normal what 

we had before” (husband, 

2 months). Caregivers described a sense of reciproc-

ity, an opportunity to return the care that they had 

received from the patient in the past or to provide 

care that might be reciprocated in the future. This 

concept offset the viewpoint of caregiving as a bur-

den. Children expressed a degree of obligation or 

duty with the view that the parent had provided 

care to them in the past and caregiving was an 

honor and expectation.

Caregiver Identity. Many caregivers expressed 

their view that caring was integral to being a spouse, 

an adult child, or a sibling. The duty to care was not 

a burden but fulfillment of a promise: 

I’ve always thought about it [caregiving] 

as a part of being married. I just naturally 

assume that, you know, God gives us 

the ability to live to be old. And we 

age together, then we need to take 

care of each other. (Husband, ICU 

hospitalization)

Others expressed that caring and caregiving 

were part of who they were as people, seeing them-

selves as “caring individuals” who derived positive 

feelings from fulfilling this part of their identity: 

“And being the type of person that I am, I’m happy 

to jump in and help any way that I can” (mother, 2 

months). In addition, some caregivers described 

family caregiving as part of the family’s identity. 

Previous caregiving experiences with other family 

members enabled some families to engage readily 

with the hospital environment, to work as a unit to 

support each other, and to expect this behavior as a 

family norm. 

Patient Communication. Family caregivers 

acknowledged patients’ lack of communication abil-

ity—mainly due to sedation, agitation, and weakness 

during critical illness—as a barrier to maintaining 

their roles and relationship. Over time, family care-

givers viewed the return of communication as evi-

dence of recovery, allowing progress toward restoring 

the relationship. In addition, expressions of appreci-

ation from the patient provided the caregivers with 

some positive feedback about their impact and indi-

cated a return of the reciprocity that was an expecta-

tion in the roles: “I am able to speak to him and he 

is able to talk back to me, and I can make him laugh 

and I can do something” (mother, ≤2 weeks).

Social Support for the Caregiver. The availability of 

others improved the appraisal of caregiving. Caregiv-

ers described the role of social support in various ways, 

such as a large network of people, frequent visits from 

people, or other people actively undertaking some 

tasks that enabled the caregiver to devote their atten-

tion to vigilance in the early stages of critical illness: 

We’ve been given food and we’ve been 

given gas cards and that was something 

I’ve never thought of to do, when some-

body had to make daily trips to [the hos-

pital]. (Wife, ICU hospitalization)

In order to give this new role full attention, care-

givers who had a strong social support system 

Critical illness

Recovery

Figure 2 Process of rebuilding a new normal: a conceptual 
model of positive appraisal of caregiving suggested by the 
study data.

Positive appraisal

Patient 
communication

Caregiver  
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caregiver

Prayer and  
faith
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and  
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Patient 
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Caregiver  
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“All my father’s done 
for me all his life, I’m 

so thankful that I’m able 
to do that for him.”
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appreciated financial support, triage of information 

sharing, meals, and presence. Over time, this shared 

responsibility eventually enabled the caregiver to 

resume self-care or reestablish social relationships: 

“I went and got a perm yesterday, my sister watched 

my mother” (daughter, ≤2 weeks). For some caregivers, 

Theme

Data collection time point

ICU hospitalization ≤ 2 Weeks 2 Months 4 Months

Table 2
Exemplar quotations from caregivers from ICU 
hospitalization to 4 months after ICU discharge

Abbreviation: ICU, intensive care unit. 
a Patient communication did not appear as a priority in interviews at 2 and 4 months as the patient’s verbal communication returned.

Role and  
relationship

“I feel like I have to be the 
strong one now and he was 
always the strong one . . . I 
have to watch out for him 
instead of him watching out 
for me, it’s like a role rever-
sal.” (Daughter)

“Probably closer, probably 
appreciate him more—each 
other more, and maybe 
don’t take things quite so 
much for granted; things 
are a little more important 
now, things we do and say 
and it just makes you 
appreciate each other more, 
I think.” (Father)

“We’ve kind of become like 
partners again like we were 
before his illness because 
he’s well enough to partici-
pate and think about, you 
know, the whole family pic-
ture and the relationship.” 
(Wife)

“I still do some of the gro-
cery shopping, a little bit 
that I didn’t used to. We 
share more of the house-
hold chores than we used 
to. I’ve kind of gotten to the 
point where I worked and I 
came home, and did my 
thing and she had to take 
care of the house.” (Husband)

Caregiver  
identity

“I’m a caring person. And, 
especially family members, 
that love is just so strong 
that makes it easier.” (Wife)

“Something you promised to 
do when you married them. 
I’ve always been a caregiver 
I guess, you know, we went 
from baby dolls [laughing] 
to kids to grandchildren.” 
(Wife)

“There’s no doubt in my 
mind that I would do this 
because I don’t want to see 
them in a nursing home.  
That’s why I went for my 
career as it was, because I 
knew that I had enough 
knowledge to take care of 
my elderly parents because 
I see so many of them get 
thrown in nursing homes 
and I didn’t want that to be 
their kind of life.” (Daughter)

“I’d do anything for any of 
my kids. I like doing things 
for people—I like doing 
things for people and it 
makes me happy. I like just 
seeing a smile come on 
someone’s face when they 
know I’ve done something 
a little extra or done some-
thing well for them.” 
(Mother) 

Patient  
communication

“At the moment there’s no…
relationship, no communi-
cation. Um…there’s nothing 
wrong with the relationship, 
he’s just very sick and he 
doesn’t . . . he can’t respond 
at all to anything.”  (Wife)

“So it’s much easier to take 
care of someone when they 
can actually talk. You know, 
put the speaking valve and 
it makes it 100 times easier 
to figure out what he 
wanted and when he 
needed it.” (Wife)

—a —a

Social support 
for the care-
giver

“[It] probably means a lot 
that I can turn to them 
[friends, family], and you 
know either cry or you 
know talk to them or vent 
or something. And they’re 
there. So yup, I think that’s 
very important.” (Parent)

“It helps to form a little pseu-
do-family type unit where 
everyone, you know, keeps 
track of what’s going on, 
and everyone is glad when 
good things happen, and 
everyone is sorry when 
things don’t go the right 
way.” (Daughter)

“And I have some really 
good friends that you know 
stop down and help out 
and brought me meals and 
stuff so I didn’t have to 
make a whole dinner when 
I got home from work and 
that’s helped out.” (Wife)

“We had a lot of that up 
front when he was in the 
hospital.  We got lots of 
meals and food and stuff 
like that, which was very 
nice. But not too much 
later.” (Wife)

Prayer and  
faith

 “If you have a strong faith 
and belief that God will 
bring your family member 
through, then that’s what 
gets me through; people 
praying for my dad, you 
know, I pray for my dad, 
ministers come and minis-
ter to him.” (Daughter)

“I never give up hope; I do a 
lot of praying ‘cause I know 
it’s—in my opinion God just 
took him and helped him 
heal—healed him and got 
him out of that.” (Father)

“You have to pray. It’s not 
always in your hands, it’s, 
you know, in God’s hands.” 
(Daughter)

“Just keep positive. You have 
to have a positive attitude; 
you can’t lose hope. 
Because if you start to lose 
hope, then everything you 
try to do seems like a 
struggle.  And you just 
have to keep your faith and 
hope and a positive atti-
tude and keep moving for-
ward.” (Mother)
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“She was afraid she 
wouldn’t have the 

stamina but she and 
I went to the festival 
and she did great!”

this support continued over time; for others, the 

support decreased over time.

Several caregivers had little social support 

owing to distance or competing priorities of 

other family members, yet these caregivers were 

certain that they could engage their social network 

when needed. Other families 

found this shared experience to 

be a positive influence as they 

adjusted to their new roles. During 

ICU hospitalization, one family 

debriefed as a group at the end 

of the day to “compare notes” 

and make plans for the following 

day. Another way that family 

caregivers obtained social sup-

port was through interacting with other families in 

the waiting room. This social community clarified 

services, established norms for how to interact with 

staff, and offered shared experiences.

Prayer and Faith. Caregivers acknowledged the 

importance of prayer and faith. They had faith that 

the outcome would be good and hope in the future 

that the patient would return to a healthful state. Many 

caregivers prayed and appreciated prayers from other 

family members, friends, or their church. Family 

members described the importance of prayer and 

faith across the time points: 

We pray a lot. I mean that’s really the way 

we get through our life when bad things 

happen. And we pray not just for [name] 

but for all the people taking care of him. 

For their skills, for their brains, for what-

ever they’re doing for him. That’s hard 

because you don’t know if you’re praying 

enough. That’s what I ask everybody to 

do, just pray. (Wife, ICU hospitalization)

Thematic Changes Over Time
Themes changed over time, as seen in Figure 3. 

Changing contexts influenced roles and relation-

ships as the caregivers became more actively involved 

and responsible for the day-to-day caregiving. One 

aspect of role was establishing a new normal, a 

dimension that increased over time. This change 

may be due to the return to preillness roles and 

social identity for both the caregiver and the patient. 

As the patient recovered, some responsibilities 

lessened as the patient resumed preillness self-care 

activities. Social support remained an important 

component of a positive appraisal of caregiving 

but did lessen over time. 

The loss of the patient’s ability to communicate 

was important during the ICU hospitalization and 

within 2 weeks after ICU discharge but was no lon-

ger a theme as the patients regained their voices. 

However, as patients regained their voices, they were 

able to express appreciation, an additional contribu-

tor to a positive appraisal of caregiving. The impor-

tance of faith and prayer was described most often 

during ICU hospitalization, when the patient’s con-

dition and prognosis were more tenuous. 

Figure 3 Thematic frequencies over time. 
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Discussion 
In this qualitative secondary analysis, family 

caregivers described factors that helped them posi-

tively appraise caregiving experience from patients’ 

ICU hospitalization to 4 months after ICU discharge. 

Our analysis depicted ICU family caregivers’ responses 

from a new and unique angle. In the parent study, 

the interview questions were not directed exclu-

sively at assessing positive aspects of caregiving, 

yet most of the caregivers naturally expressed posi-

tive appraisals over time. Our findings illustrate 

how caregivers rebuild a new normal from patients’ 

ICU hospitalization to recovery and what makes 

caregivers feel positive about their experience 

during the process. 

Although the vast majority of previous research 

has focused on negative aspects of caregiving—for 

example, psychological distress and burden—positive 

aspects of caregiving have been reported in studies 

with caregivers of people living with other conditions, 

such as cancer27 or dementia.28-30 When we compare 

our findings with models of positive aspects of care-

giving in other caregiver populations,27,29-34 we acknowl-

edge that caregivers of ICU survivors have some similar 

characteristics yet have some experiences that are 

unique. Caregiving for patients with chronic illness 

is without the traumatic, life-threatening event typi-

cally associated with critical illness. There is little 

expectation of recovery from schizophrenia or demen-

tia, yet a positive recovery trajectory from critical ill-

ness is possible. Because of this variability, models 

of caregiving may be conceptually different for care-

givers of ICU survivors. 

Given that to date most ICU caregiving research 

has been focused on the stress and burden of care-

giving, inquiry might be directed toward strategies 

that strengthen the dyadic relationship and percep-

tions of accomplishment and satisfaction. Our results 

indicate that there may be value in cognitive restruc-

turing of the caregiving experience, capitalizing on the 

commitment and sense of purpose. Cognitive restruc-

turing is a component of cognitive-behavioral ther-

apy,35,36 an intervention that could be tested in family 

caregivers of ICU survivors. Our data support the ideas 

of intrinsic reward (fulfilling identity) and extrinsic 

reward (appreciation from patient) that are echoed 

in 2 recent models of positive aspects of caregiving 

in dementia.29,30 A positive dyadic relationship and 

feelings of accomplishment in these 2 models were 

conceptually similar to our findings. 

On the other hand, caregiver self-efficacy and 

skill mastery were important determining factors in 

models related to dementia caregivers29,30 and in a 

recent model of ICU caregiving presented by Ågård 

and colleagues.37 Our participants did not describe 

the importance of caregiver skill or self-efficacy. 

Because many patients spent time in other settings 

(eg, long-term acute care) before returning home, 

their recovery may not have required the level of 

caregiving skill noted in other studies. Additional 

study could determine how caregivers of ICU survi-

vors perceive caregiving self-efficacy and its effects 

on their relationships, caregiver health and well-

being, and resumption of fulfilling activities.

Many caregivers appreciated the information 

from staff (ie, daily updates on patients’ condition 

and the care from ICU staff) and wished they had 

known more. They highlighted the importance of 

the support of friends and families, who shared 

responsibilities and permitted caregivers to assume 

their primary role as advocate for the patient. Fam-

ily caregivers also acknowledged the support they 

received from other families in the waiting room 

who shared the “rules of the road” with them. This 

type of support had importance similar to that of 

social support, as reported in a recent meta-analysis 

of ICU family caregiver needs and experiences.38

Clinical and Research Implications
This study has several implications for clinical 

practice and research. First, ICU staff members should 

acknowledge the importance of caregivers as a valu-

able care partner during the acute phase of critical 

illness. As outlined by several models of caregiving,37-39 

families need information, rapport with ICU staff, 

and opportunities to maintain their relationship 

with their family member. Our data suggest that 

although caregivers appreciate information, social 

support may play an especially crucial role in devel-

oping a positive appraisal of caregiving. Testing of 

novel interventions to improve social support for 

caregivers is warranted. Because our caregivers 

expressed the importance of prayer and faith, offer-

ing resources like quiet space could be a simple 

strategy to meet the spiritual needs of families.  

Limitations
Our study has several limitations. First, we con-

ducted a secondary analysis of qualitative interview 

data obtained from a convenience sample. Given that 

positive aspects of caregiving were not the primary 

focus of the parent study, we analyzed semistructured 

interviews that longitudinally explored the caregiving 

experience to determine data adequacy to answer our 

research questions. The context of the original study 

cannot be reproduced in a secondary analysis. Although 
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1 team member was the primary data collector, refl ex-

ivity between researchers, families, and setting is 

restrained.40 Thematic saturation related to the posi-

tive aspects of caregiving cannot be ensured,41

although the data were rich. Purposive sampling 

in a larger caregiver sample would have allowed 

more variation until achieving saturation. Nearly 

all our respondents were white; thus, our sample 

lacks diversity. Consequently, we are unable to 

report racial differences in perceptions of caregiv-

ing experiences, as described in the dementia lit-

erature.42,43 Therefore, generalization should be 

performed with caution. 

Conclusion 
Our fi ndings indicate that although it is diffi -

cult, family caregivers of ICU survivors can identify 

positive aspects of their caregiving role. Future stud-

ies that prioritize the positive aspects of caregiving 

for ICU survivors are warranted. As demonstrated 

in other caregiving populations, interventions that 

reframe caregiving in a more positive light may 

enable caregivers to avoid poor physical and mental 

health outcomes. 
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