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a b s t r a c t   

Objective: To understand how surrogates of critically ill patients adjusted to challenges that resulted from 
the COVID-19 pandemic. 
Methods: Participants (N = 62) were surrogates of critically ill adults with COVID-19 in the ICU at an urban, 
academic medical center from March to June 2020. Participants were recruited using convenience sampling 
and took part in one-time qualitative individual interviews via telephone. Qualitative data were analyzed 
using thematic content analysis. 
Results: Qualitative analyses yielded four types of challenges: Communication with the medical team, 
communication among family members, understanding and tracking medical information, and distress 
related to visitor restrictions. To adjust to challenges related to communication, participants developed 
routines for receiving updates from the medical team and providing updates to other family members. To 
adjust to the challenge related to comprehension, participants sought information from external sources 
such as family members in healthcare fields. To adjust to the challenge related to visitation, participants 
found some comfort in video calls with the patient. 
Conclusions: Surrogates of critically ill patients with COVID-19 faced multiple types of challenges yet ad-
justed to those challenges. 
Practical Implications: Future research should focus on ways to support the wellbeing of surrogates during 
times of restricted hospital visitation. 

Clinical trial registered at ClinicalTrials.gov (NCT03969810). 
© 2021 Elsevier B.V. All rights reserved.    

1. Introduction 

Family presence in the intensive care unit (ICU) is largely en-
couraged as it has been linked to positive patient outcomes, in-
cluding a reduction in a patient’s risk for developing delirium and 
other distressing symptoms [1–3]. Furthermore, family members 

may have greater satisfaction with the ICU experience and may be 
less likely to develop emotional distress when they play an active 
role in a patient’s care [4,5]. 

During the COVID-19 pandemic, many hospital systems re-
stricted hospital visitation to limit the spread of the disease, which 
may have had a negative impact on the ICU experiences of both 
patients and their families [6–8]. In a previous study, surrogates of 
critically ill patients during the early phase of the COVID-19 pan-
demic were more likely to experience stress and depressive symp-
toms than those enrolled prior to the COVID-19 pandemic [9]. In 
another study, relatives of patients with COVID-19 had high levels of 
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psychological distress three months after hospital discharge [10]. 
Possible explanations for these findings include the trauma of being 
separated from a critically ill loved one [11], an uncertain patient 
prognosis due to a novel disease, difficulty developing an emotional 
connection with the medical team, and challenges with bereave-
ment during times of restrictive visitation [12]. 

The purpose of this study was to examine challenges experienced 
by surrogates of patients with COVID-19 at an urban, academic 
medical center from March to June 2020, the first wave of the 
pandemic. We also investigated how surrogates adjusted to parti-
cipant-identified challenges. To assess challenges and related ad-
justments identified by surrogates, we employed a qualitative 
research design. More specifically, surrogates of critically ill patients 
with COVID-19 in the ICU took part in one-time, semi-structured 
individual interviews conducted via telephone. Qualitative research 
methodologies provide a detailed understanding of participant ex-
periences when relatively little prior knowledge exists about a 
specific issue [13,14]. Findings from this study may provide guidance 
for clinicians who aim to provide family-centered care during times 
where hospital visitation is restricted. 

2. Methods 

2.1. Participants 

This study was conducted at Rush University Medical Center 
(RUMC), an academic, tertiary care medical center in Chicago, Illinois 
from March 20, 2020 to June 30, 2020, a period corresponding with a 
surge of COVID-19 positive patients. More than 1400 patients with 
COVID-19 were hospitalized at RUMC from March to June, 2020 [15]. 
For the current study, we conducted a preliminary analysis of an 
ongoing clinical trial dealing with the family experience because of 
the impact that COVID-19 has had on hospital policy and society in 
general (NCT03969810). Participants were randomly assigned to 
receive usual care without or usual care with written summaries of 
the patient’s care plan via email each day. The approach for creating 
daily written summaries was based on a pilot study of 30 patients 
without COVID-19 [16]. The clinical trial and the current study were 
both approved by an Institutional Review Board at RUMC (approval 
number 19042604-IRB01). 

Participants were surrogates of adult patients in two “COVID-19 
ICUs,” each consisting of 28 beds. We approached surrogates of non- 
decisional patients who required or were expected to require me-
chanical ventilation for at least three days but had not yet received 
mechanical ventilation for 14 days. To be eligible to participate, 
surrogates needed to be at least 18 years of age, be fluent in the 
English language, have a valid email address with access to their 
account, and self-identify as a decision maker for the patient. We did 
not approach surrogates of patients who were expected to die or 
transition to comfort care within the next 24 h or who were preg-
nant. Surrogates were emailed a copy of the consent form. They 
provided informed consent either by emailing/faxing a signed con-
sent form or by providing consent via telephone, as approved by the 
RUMC IRB. 

2.2. Hospital policies during the COVID-19 pandemic 

From March 20, 2020 to June 30, 2020, RUMC restricted hospital 
visitation. Exceptions were made in cases where the medical team 
believed patient death was imminent or during planned withdrawal 
of life support. Families selected one primary contact person at the 
beginning of the patient’s hospitalization. Clinicians on the ICU team 
would typically provide an update to this family member once in the 
afternoon. The medical team would additionally contact the family if 
there was a change in the patient’s clinical status or consent was 
needed for a procedure. Families could call the ICU to speak directly 

to other members of the medical team such as the nurse or case 
manager. The ICU had the capability for video calls between patients 
and families; these calls were scheduled and coordinated by the 
patient’s nurse. 

2.3. Measure: individual interview guide 

Participants took part in one-time, semi-structured qualitative 
individual interviews regarding their ICU experience [17]. Prior to 
conducting these interviews with participants, we developed an 
interview guide (Supplemental Fig. 1). A guide is used to address 
specific content areas and representative questions related to an 
overall study purpose [18]. Content areas were based on previous 
literature, a pilot study pertaining to daily written summaries and 
family experiences, and ICU-based experiences of the authors. 
Content areas included: satisfaction with ICU care, communication 
with the ICU team, communication among family members, and 
understanding the patient’s condition. 

2.4. Procedures 

After participating in the study for at least five days, individuals 
were invited to take part in a one-time, semi-structured qualitative 
individual interview via telephone. Semi-structured interviews refer 
to the use of an individual interview guide with participants de-
termining the flow of discussion. We recruited surrogates for the 
current study using a convenience sampling strategy. Participants 
were not interviewed if the patient was deceased. All interviews 
were conducted by the same study investigator (SB). Interviews ty-
pically occurred during the second week of the ICU stay; the timing 
was based on the patient’s clinical course and participant/inter-
viewer availability. All interviews pertained to challenges faced by 
the surrogate during their loved one’s ICU stay and resultant ad-
justments. Prior to completing the individual interview, participants 
were also given the opportunity to discuss any topic they believed 
was relevant to their ICU experience. All interviews were conducted 
via telephone, were audio-recorded, and transcribed verbatim. 
Interviews lasted approximately 15 min. 

2.5. Analysis 

Individual interviews served as the unit of analysis with tran-
scripts of the interviews representing primary data. We examined all 
data using thematic content analysis, an established qualitative ap-
proach to understanding personal or subjective perspectives [19]. 
Data analysis consisted of several steps. First, six members of the 
study team (JAG, SB, TQ, JB, NS, and SKO) independently coded 
transcripts from the initial 10 interviews. The study team then cre-
ated a codebook comprising those codes. Two members of the study 
team (subset of the above investigators) coded each remaining 
transcript using the codebook. After the study team coded all tran-
scripts, they categorized each code as either a challenge faced by a 
participant or as how a participant adjusted to a challenge. To ensure 
intercoder consistency, members of the study team discussed and 
reached consensus regarding each code and its assignment as a 
challenge or adjustment to a challenge [20]. Data analyses were 
conducted by hand, a traditional qualitative route. 

3. Results 

From March 20, 2020 and June 30, 2020, there were 201 surro-
gates who were assessed for eligibility to participate in an ongoing 
clinical trial of whom 100 were enrolled (Fig. 1). Only 18 (9%) sur-
rogates were excluded because they were not fluent in the English 
language and only 6 (3%) surrogates were excluded because they did 
not have access to email. Of the 100 participating surrogates, 62 
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participated in a telephone interview during the hospitalization. In 
17 cases, the patient died prior to scheduling and in 21 cases, the 
interview was unable to be scheduled. 

The average age of participating surrogates was 42 years [SD 
= 13]. Participants were largely female (81%) and either children 
(46%) or spouses (29%) of ICU patients. The racial/ethnic breakdown 
of participants was Hispanic (47%), Black non-Hispanic (27%), White 
non-Hispanic (16%), and Other/Did not answer (10%). The average 
age of respective patients was 59 years [SD = 13]. Demographic 
characteristics of participating surrogates and respective patients 
are displayed in Table 1. 

3.1. Challenges faced by participants 

Participants indicated four types of challenges during the ICU 
stays of patients with COVID-19 (Table 2). 

Type 1: Communication with the medical team. Participants re-
ported that it was difficult having to wait to receive medical 
updates by telephone. As stated, “it's so hard because you are not 
there so you just wait for updates and it's so hard to wait 
sometimes.” When participants did not receive telephone calls at 
the expected time, they often worried that the delay was because 
the patient’s health was declining. One participant stated, “a 
doctor called me at 10:30 in the morning, and then I don't hear 
anything again till 10:30 in the evening. It's very difficult emo-
tionally not knowing.” Participants were also concerned about 
calling into the ICU too frequently because they did not want to 

disrupt clinicians who were caring for patients with COVID-19: “I 
don't want to bother them (the staff) and I know there are other 
patients.” During the telephone update, some participants re-
ported that clinicians seemed rushed or that communication was 
hampered by a perceived lack of continuity among staff. As 
stated, “sometimes it's (communication is) more rushed and or 
like today, it wasn't very good.”   
Type 2: Communication among family members. Physicians on 
the primary medical team typically updated one designated 
surrogate each day. The surrogate who received the update from 
the medical team reported that it was difficult and time con-
suming to provide accurate updates to other concerned family 
members throughout the day. One participant stated, “You wait 
the whole day and then you get family members calling saying 
"what's going on?" It's a little unnerving.” Another stated, “we 
just have a lot of family that wants to know different in-
formation.”   
Type 3: Understanding and tracking medical information. 
Participants indicated that it was difficult to internalize a large 
amount of information during a short telephone call with one the 
patient’s physicians. One participant commented, “there's a lot of 
things going on…So it's, I guess it's hard to keep track of every-
thing.” Participants noted that there were times that they did not 
understand the information in the daily telephone update either 
because of medical jargon or the communication style of the 
physician. Some participants thought it was difficult to keep track 
of changes with the patient in part because of perceived incon-
sistencies from day to day. As stated, “the nurse started giving me 

Fig. 1. Enrollment.  
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wrong information. And I wasn't really sure how come that was 
happening. And I didn't believe her because I could tell what she 
was saying was inaccurate.”   
Type 4: Distress related to visitor restrictions. Participants noted 
feeling stressed for several reasons related to visitor restrictions. 
Participants feared that the patient would feel alone and would 
lack motivation to improve without encouragement from family 
members. They also feared that an aspect of the patient’s care 
would be missed without a family member to advocate for the 
patient, which could lead to the patient’s decline. Participants 
stated, “I would love to just whisper my husband here to try to 
get him to continue to fight” and “it's a panic for me to know, 
because she's (the patient is) alone and I can't be there. No one 
can be there.” In part because participants were not able to di-
rectly witness the care provided to the patient, they spent parts 
of the day fearing that the patient’s condition was worsening: "it 
is quite scary when you have a loved one going through some-
thing and you can't go and touch and speak to them." 

3.2. Adjustments to challenges 

Participants developed approaches to dealing with each type of 
challenges (Table 3). 

Type 1: Communication with the medical team. Although parti-
cipants may have received only one telephone update from the 
ICU team each day, they reported being satisfied overall with 
their communication with the medical team. Their satisfaction 
was, in part, due to developing a communication routine that 
involved receiving a phone call from a doctor at approximately 
the same time each afternoon. Participants would often call the 
ICU to speak with nurses at the time of shift change (morning and 
evening). One participant stated, “I made it a point to call like 
before the shift change in the morning usually before 6:30 in the 
morning, to talk to the night nurse. And then I would check in 
later in the day and then before I would go to bed … I've been 
getting verbal calls from the doctor on the case, usually, in the 
early afternoon, mid-afternoon in terms of the progress.” 
Although many participants would have preferred to receive 
medical information in person, they appreciated that the medical 
staff took time for a daily update and tried to ensure surrogate 
understanding. Participants also understood that staff may have 
been too busy for additional communication. As stated, “I un-
derstand that the ICU is so busy and they're (the medical team 
are) dealing with so much.”   
Type 2: Communication among family members. Participants 
adjusted to the challenge of needing to update other family 
members not only by making multiple phone calls or individual 
text messages throughout the day, but also by using group text 
messages and online platforms such as Facebook and 
CaringBridge. On participant stated, “I would send daily updates 
to the family twice a day; once in the morning and then once at 
night.”   
Type 3: Understanding and tracking medical information. To 
better understand or keep track of information, participants took 
notes, looked up information on the internet, and sought clar-
ification from family/friends who were in healthcare fields. As 
stated, “We ask a lot of questions and then we sort of take notes 
and then share with other family members because …one of the 
people we know is a nurse so she sort of explains if … we have 
any questions we can ask her.” 
Type 4: Distress related to visitor restrictions. Although partici-
pants found it difficult to not be able to visit the patient, they 
understood the reasons for visitor restrictions, which helped 
them adjust. One participant stated, “It’s hard not to be able to go 
up there and be there at the bedside…but that’s out of my control 
right now.” The distress of being unable to visit the hospital was 
alleviated, to some degree, with the use of video calls. 
Participants found comfort in seeing and talking to the patient, 
even if the patient was unable to communicate with them. As 
stated, “I was fortunate enough to be able to do a FaceTime visit 
with him on Saturday and [on] the day he got taken off the 
ventilator, which helps a lot.” 

4. Discussion and conclusion 

Qualitative analyses of individual interviews with surrogates of 
ICU patients during the early phase of the COVID-19 pandemic re-
vealed four types of challenges: Communication with the medical 
team, communication among family members, understanding and 
tracking medical information, and distress related to visitor restric-
tions. The daily telephone call from one of the patient’s care provi-
ders was typically the focal point of the family experience each day. 

Table 1 
Characteristics of participants (surrogates of critically ill patients) and respective 
patients.     

Surrogate participated in 
individual interview  

Surrogate (Subject) Characteristic n = 62 
Relation to patient No (%)  

Spouse/partner 18 (29) 
Child 28 (46) 
Parent 3 (5) 
Sibling 6 (10) 
Other 6 (10) 
Years of Age, mean (SD) 42 (13) 

Gender No (%)  
Female 50 (81) 
Male 12 (19) 

Race/Ethnicity No (%)  
Hispanic 29 (47) 
Black, non-Hispanic 17 (27) 
White, non-Hispanic 10 (16) 
Other/Did not answer 6 (10) 

Religion No (%)  
Christian 46 (77) 
Other/Did not answer 16 (23) 

Religious Observance No (%)  
Not observant 7 (11) 
Somewhat observant 22 (36) 
Very observant 26 (43) 
Did not answer 7 (10) 

Education No (%)  
High School 18 (29) 
College 31 (50) 

Graduate/Professional School 12 (19) 
Did not answer 1 (2) 

Patient Characteristic  
Years of Age, mean [SD] 59 (13) 
Gender No (%)  
Male 42 (68) 
Female 20 (32) 
Race/Ethnicity No (%)  
Hispanic 30 (48) 
Black, non-Hispanic 19 (31) 
White, non-Hispanic 9 (15) 
Other 4 (6) 
Independent with activities of daily 

living No (%) 
55 (89) 

Sequential Organ Failure Assessment 
(SOFA) score, mean [SD] 

7 (4) 

Outcomes No (%)  
Tracheostomy 16 (26) 
New Renal Replacement Therapy 24 (40) 
ICU death 14 (23)    
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The challenge of communicating with the medical team was les-
sened when participants developed a routine for receiving telephone 
updates. After the daily telephone call, participants updated other 
family members individually by telephone or by using group texts/ 
message boards. They often took notes during these phone calls to 
keep track of information; if there was something they did not un-
derstand, they sought clarification from external sources. For many 
family members, being able to see the patient on a video call relieved 
some distress. These findings reinforce the importance of family 
visitation in the ICU to facilitate understanding of the patient’s 
condition and the emotional health of the family. Our findings reveal 
the resourcefulness of families in developing their own ways to cope 
with stressful situations and seek out external resources. 

Although participants in our study experienced multiple chal-
lenges, they were generally satisfied with communication and care 
provided by the medical team. Even though the daily phone calls 
were short in duration, they were often long enough for clinicians to 
build rapport and a trusting relationship with participants [21,22]. 
Our findings support those of previous investigators in which family 
satisfaction was related to being able to reach the medical staff, to 
feeling emotionally supported, to receiving regular medical updates 
from the medical staff, to feeling informed, and to the availability of 

video calls [12,23,24]. Our findings also suggest that satisfaction was 
partly related to family expectations; because participants under-
stood that the staff was busy, they appreciated that clinicians took 
time to provide at least one update each day. Although not being 
able to visit the patient caused distress, participants understood that 
the visitor restrictions were in place to limit the spread of COVID-19. 

Compared to previous studies examining the family experience 
during COVID-19 [12,23–25], our study has many unique features 
that add to the collective understanding of the family experience 
during the COVID-19 pandemic. First, we describe the experience of 
families of patients admitted to a large, urban academic center at the 
height of the first wave of the COVID-19 pandemic in the United 
States. Current study participants were demographically diverse; 
this feature of our cohort is important given the observation that 
persons who are Black/African American or Hispanic/Latino were 
possibly at higher risk of mortality from COVID-19 [26]. Second, 
many of the previous studies have focused specifically on the ex-
perience of bereaved family members who were interviewed after 
ICU discharge [12,24,25]. In contrast, participants in our study were 
interviewed during the ICU stay; as a result, their impressions fo-
cused primarily on the aspects of the ICU stay that were difficult or 
helped them cope. In addition, the statements by participants in our 

Table 2 
Types of challenges experienced by participants (N = 62).     

Challenge type Specific challenge Representative quote  

Communication with the 
medical team 

Hard to get in touch with clinicians by 
telephone 

“It's been a couple times that I've called up there and I didn't get an answer and I had to 
call back later, or I'll call two or three times… not get an answer and had to call back 
later.” 

Need to wait for updates by telephone “It's hard on our emotional status not knowing for 8,10, 12 hours.it's very difficult for us.” 
Do not want to disturb medical staff by 
calling too frequently 

“I don't call too often because I know they (the nurses) are busy.” 

Doctors/nurses seem rushed on the 
phone 

“Sometimes it (communication) is more rushed or, like today, it wasn't very good…I felt 
like the phone literally cut out at one point.” 

Lack of continuity among medical staff “I feel like, we're using different doctors to fill in here, right? It's like a different doctor 
every day. It's a different team.” 

Communication among family 
members 

Need to update multiple family 
members 

“I usually have to call like five different people (family members), repeating it, and try to 
remember everything to tell them.” 

Understanding and tracking medical 
information 

Difficult to understand/keep track of 
medical information 

“I mean, they (clinicians) do use some terms, you know, like for medicine and like his 
"inflammatory markers" and stuff that I don't understand.” 

Received incomplete or inconsistent 
information from doctors/nurses 

“He (the clinician) said my dad was not on any antibiotics and I'm just like, what is going 
on here?” 

Distress related to visitor 
restrictions 

Difficult to not visit patient due to 
pandemic guidelines 

“Is there any way possible that if I was to get PPE, if I can go in there and try to 
communicate and talk with my dad… feel him, rub him, hold his hand” 

Fear of medical decline “I know my anxiety is pretty high. And I think [for] both of my stepdaughters it is, too. it's 
such a roller coaster. So, I mean, the doctors reassure us that everything that they've seen is 
pretty much normal on a COVID patient, but it's still high anxiety.”    

Table 3 
Participant approaches for dealing with challenges due to COVID-19 (N = 62).     

Challenge type Approach for dealing with challenge Representative quote  

Communication with the 
medical team 

Typically speaking with the medical team at 
least once per day 

“I received a phone call daily from the doctor, sometimes twice, just depending on 
what was going on and I was able to call in and the nurse if she was available.” 

Understanding that medical staff is busy/ 
stressed 

“[If] it took a little bit for somebody to get back to me, it's because I knew that they 
were tending to patients who are the priority.” 

Communication among family 
members 

Communicating with family by telephone “My family members usually want an update since they're all worried about my 
mom. And then when I get an update from the nurse, I call and tell my dad.” 

Communicating with family by group chat/ 
website/email 

“We also have a family group chat. And we do a lot of FaceTime or zoom. And that's 
how we that's how we keep the whole family updated.” 

Understanding and tracking 
medical information 

Taking notes to keep track of information “I always have a notebook and … I normally keep detailed notes, because I have to 
give it to the family.” 

Family member/friend is in healthcare field who 
helps to interpret medical information 

“One of the people we know is a nurse. she sort of explains if we didn't really 
understand at the moment.” 

Research information using the internet “When they said they were going to put my mom on ECMOa. I didn't know what 
that was so I googled it.” 

Distress related to visitor 
restrictions 

Video call with patient was meaningful in 
absence of being able to visit 

“I think that the video [calls] really, really helped me because I felt like my mother 
could hear us, you know, and then I think that that's what caused her to want to 
fight and to try to [get] better.” 

Understanding the purpose of visitor restrictions “But obviously we do understand that right now it's not possible [to visit].”  

a ECMO: extracorporeal membrane oxygenation  
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study were not subject to recall bias and were not negatively af-
fected by the patient’s ultimate outcome. 

This study has the following limitations. The experience of par-
ticipants was unique because it was conducted at one medical center 
during an early phase of the COVID-19 pandemic, when clinicians 
were gaining familiarity managing COVID-19 and caring for an in-
creased number of critically ill patients. Another aspect of this study 
that may affect its generalizability is related to the characteristics of 
participants. Although surrogates were excluded if they were not 
fluent in the English language or did not have email access, these 
were uncommon reasons for surrogate exclusion. In cases where the 
primary language of the patient’s legal decision was not English, 
families often designated a relative who was fluent in English as the 
point person for communication with the medical team. Further 
study is needed to determine the extent to which fluency in the 
English language or education level affects the experience of families 
of patients with COVID-19. Finally, a unique feature of this study was 
the racial and ethnic diversity of the participants. However, given the 
small sample size, we were not able to determine whether partici-
pant demographics were associated with specific challenges or ad-
justments to challenges. The ways that racial and ethnic 
characteristics impact the ICU experience should be the subject of 
future study. 

4.1. Conclusion 

Many of the challenges faced by families of critically ill patients 
during the early phase of the COVID-19 pandemic were related to the 
fact that they were unable to visit the hospital. Because participants 
understood why they could not visit and developed their own 
strategies for coping, they were generally satisfied with the ICU 
experience. It is not clear whether more could or should have been 
done to support the psychological wellbeing of families during this 
unique time. It will be important to continue to learn about the 
challenges faced by families of critically ill patients with COVID-19 
and the approaches for family engagement that improve the family 
experience. 

4.2. Practice Implications 

The COVID-19 pandemic has led to a vast amount of ICU utili-
zation and death worldwide and has had a negative impact on the 
psychological well-being of populations in general [27,28]. Research 
has shown that during infectious disease outbreaks, clinicians need 
to adjust the way they provide care to patients and their families  
[29,30]. Prior to the COVID-19 pandemic, investigators focused on 
in-person meetings with families to support the psychological needs 
of families and help make medical decisions on behalf of the patient  
[31,32]. It is unclear whether results of these studies generalize to 
times when visitation is restricted and meetings would need to 
occur over telephone or video call [6]. In our study, a participant’s 
experience was based on many factors including their expectations 
for communication with the medical team, their comfort receiving 
medical information by phone, stressors in their life, and the pa-
tient’s clinical course. Further study is needed to determine the 
types of approaches that not only ensure that families receive 
complete information when hospital visitation is restricted, but also 
support the psychological wellbeing of family members and help 
with the medical decision-making process [33]. Clinicians should 
use telephone interactions with families not only to provide in-
formation, but also to recognize the difficult nature of the family 
experience and to form an emotional connection with the families  
[11]. Expanded uses for technology in the ICU may help families feel 
engaged and connected to the ICU experience even when they 
cannot be physically present [34]. 
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