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INTRODUCTION

Patients depend on family, friends, or other informal caregiver(s) to
navigate acute hospitalizations. Caregivers facilitate communication

with care teams, collect and process information, advocate for

Abstract

Background: During the COVID-19 pandemic, hospitals did not allow caregiver
visitation. Little is known about how caregivers' absence affected patients' care.
Obijective: This study aimed to describe visitation restrictions' impact on patients
and their caregivers experiences.

Design: We used a sequential explanatory mixed-methods study design. First, we
randomly selected 200 adult patients with cancer or heart failure hospitalized before
(n=100) and during visitor restrictions (n=100) and abstracted data from the
electronic medical record on communication between medical teams and caregivers
and the topics discussed. Results from the quantitative analysis guided our thematic
analysis of semi-structured interviews conducted with a subsample of patients
hospitalized during visitor restrictions and their caregivers to understand the impact
of visitor restrictions on their experiences.

Results: Compared to prerestrictions, caregivers under visitation restrictions
communicated less frequently with the medical team (29% vs. 37% of hospitalized
days; p=.04), fewer received discharge counseling (37% vs. 52%; p=.04), and
disproportionately more had no contact with the medical team (36% vs. 17%;
p <.01). Video conferencing was documented for caregivers of only five patients.
Qualitative analysis revealed that both caregivers and patients experienced
emotional distress, increased conflict, and decreased perception of quality of care
because of visitation restrictions.

Conclusions: Hospital visitor restrictions significantly reduced caregivers' communi-
cation with patients' medical team, causing caregivers and patients emotional
distress. Protocols that facilitate communication between caregivers and care teams
may benefit caregivers who cannot be physically present at care facilities, including

distance caregivers.

patients, and aid medical decision-making.)® The presence of
caregivers is associated with lower odds of medication errors and
withholding necessary treatment,* and improved transition home.>¢
Caregivers' involvement is also linked to patient and caregiver

well-being and less bereavement.”””
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Hospital visitors were restricted during the COVID-19
pandemic,*® and early evidence suggests that restrictions negatively
impacted patients' and caregivers' well-being.?*"** Few studies have
assessed the impact of visitor restrictions on caregivers' communi-
cation with the medical team or the potential effect on care quality
and patients' and caregivers' experiences.?>"1”

We conducted a sequential explanatory mixed-methods study of
the impact of visitor restrictions on care teams' communication with
patients and their caregivers. Research questions investigated whether
and how visitor restrictions impacted (1) care teams' communication
with “remote” caregivers and (2) patient and caregiver hospitalization
and discharge experiences.

DATA AND METHODS

We used a sequential explanatory mixed-methods study design, a
two-phase design, where results from quantitative analyses of Phase
1 informed the direction of the qualitative analysis of Phase 2 of our
study.*®

Phase 1—Quantitative analysis

We reviewed electronic medical record (EMR) charts for 200 randomly
selected patients admitted for oncology or heart failure exacerbation
for 3+ days to Maine's largest health system. We included patients
admitted before (n=100; pre-March 24, 2020) and during visitor
restrictions (n = 100; March 25, 2020 to May 30, 2020). We selected
an early pandemic period when Maine's COVID-19 hospitalization
rates were low,2’ so potential care differences were less likely due to
staff overwhelmed by COVID-19 patients. We stratified sample
selection by gender, diagnosis, and age using Stata's “sample”
procedure,?° sampling patients until both phases (before and during
restrictions) were 50% female, rural residents, had a cancer diagnosis,
and were at least 70 years old. We oversampled older patients

because they are more likely to have involved caregivers.

EMR abstraction

The study team—a palliative care physician (R. N. H.), two palliative
care fellows (S. S. and J. B.), a medical sociologist (A. F.), an
anthropologist (M. K.), and a medical student (Z. C.)—identified and
defined measures to abstract from EMRs (see Supporting Information:
Appendix). Z. C., S. S., and J. B. abstracted EMR data using RedCap.?*
To ensure interreviewer consistency, two reviewers reviewed 10% of
charts (n=20) and agreed on 99.95% of the 17,080 data points
collected. We resolved any reviewer's uncertainties about data
classification via team consensus during weekly meetings.

We defined caregivers as family members or friends who lived
with the patient, received the patient at discharge, were contacted
during the admission, were listed as a healthcare power of attorney,

or provided some form of documented physical or emotional support
during hospitalization. We excluded patients with no caregiver
mentioned (three hospitalized before restrictions, three hospitalized
during restrictions).

We abstracted data on three communication measures and
patient outcomes.

Communication measures included the following:

1. Medical team contact with caregiver: Any documented communi-
cation between the caregiver and the medical team during
hospitalization. We calculated contact frequency as the percent
of hospitalized days a caregiver was contacted at least once.

2. Discharge counseling: Any documented communication between
the caregiver and the medical team on the day of, or the day prior
to, discharge and, if so, the topics discussed (e.g., medication
counseling, basic care, limitations). Topic categories were modeled

after described best practices at hospital discharge.?

3. Goals of care (GOC) conversations: Documented interactions

between the patient or the caregiver and the patient's medical
provider regarding any of the following: prognosis, patient's goals
and values, end-of-life care planning, and life-sustaining treatment

preferences.?®

We also documented any mention that the medical team used

video conferencing to communicate with caregivers.

Statistical analysis

Since potential confounding by gender, rurality, age, and disease type
was addressed by stratification, we assessed the association of visitor
restrictions with communication using two-sided t-tests. p<.05 were

considered statistically significant.

Qualitative interviews

To improve our interpretation of findings from the quantitative data
analysis, we interviewed a subsample of the patients hospitalized
during visitor restrictions and their caregivers?* We excluded
patients with hospitalizations less than 5 days (n = 29) to ensure that
we interviewed caregiver-patient dyads with substantial communi-
cation needs due to complex care. After excluding non-English
speakers (n=1) and patients with severe mental illness (n=5) or
cognitive impairment (n = 9), we sent mailers explaining the study to
the 53 remaining patients or their bereaved caregiver. Patients who
contacted study staff to participate and consented provided their
caregiver's contact details for recruitment.

Interviews were conducted by phone by a cis-gender male
anthropologist, lasted 30-60 min, were audio-recorded, and tran-
scribed for analysis. Using “building” to examine potential quantita-
tive findings,>* interviews entailed open-ended questions, often

catered to probe data from their chart, about the caregiver's/patient's
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communication experience during hospitalization, and subsequent
discharge (see the Supporting Information Appendix for interview
guides). Participants received a $25 gift card. All study procedures
were approved by Maine Medical Center's institutional review board.

Analysis

Interview transcripts were analyzed using thematic analysis, a flexible
qualitative analysis approach to identify and evaluate patterns in
data.?® To do so, the study team read and then open-coded
transcripts line by line and wrote memos using MAXQDA 2020
software.?® In the resulting codebook, we organized codes by
themes, which related to caregivers' and patients' communication
experiences, their met and unmet communication needs, and the
perceived impact on patient outcomes, caregivers' and patients'
emotional well-being, and perceptions of care quality. Thematic
saturation was not reached due to limited sample size. For all
transcripts, the team met regularly during the analysis to systemati-
cally compare and discuss discrepancies between their independent
application of codes and review coded content to ensure consistent
application of codes as the codebook evolved.

RESULTS
Sample characteristics

Characteristics used to stratify samples (gender, rurality, diagnosis,
age) did not vary by visitor restrictions phase (Table 1). In each
phase's sample, approximately half of the patients were female (50%
vs. 47%; p =.78), at least 70 years old (46% vs. 60%; p =.67), had a
cancer diagnosis (53% vs. 49%; p =.57), and resided in a rural area
(49% vs. 50%; p =.57). The proportion of married patients (51% vs.
49%; p = .79), those who identified as White (94% vs. 97%; p = .30), or
caregivers' relation to the patient varied by phase.

Association of visitor restrictions with
communication

Caregivers of patients hospitalized during visitation restrictions commu-
nicated less with medical teams than caregivers of patients hospitalized
before restrictions. Medical teams contacted these caregivers less (29%
vs. 37% of hospitalized days; p = .04; Table 2) or not at all (36% vs. 17%
of caregivers were not contacted; p <.01). Additionally, fewer caregivers
received discharge counseling during restrictions (37% vs. 52%; p = .04).
Discharge counseling was also less comprehensive: fewer caregivers
received guidance about basic care and limitations (10% vs. 32%;
p <.001), anticipatory guidance (7% vs. 25%; p <.001), medication
counseling (6% vs. 29%; p < .001), and follow-up appointments (14% vs.
27%; p =.02). There were no statistical differences in the frequency of
GOC discussions or their content.

Hospital Medicine

TABLE 1 Characteristics of patients by visitor restriction status
Visitor No
restrictions restrictions
(n=97) (n=97)
Measures N % N % p Value
Gender
Female 48 495 46 474 78
Male 49 505 51 52.6
Age
Less than 70 45 46.4 48 495 .67
70 or older 52 53.6 49 50.5
Rurality
Metro 54 50.9 49 505 .57
Rural (large/small/ 52 49.1 48 49.5
isolated rural area)
Diagnosis
Cancer 51 52.6 47 485 .57
Advanced heart failure 46 474 50 51.5
Race
White 90 938 94 969 .3
Non-White 6 6.3 3 31
Marital status
Married/partnered 49 50.5 47 48.5 79
Not married (divorced, 48 49.5 50 51.5
single, widowed,
separated)
Caregiver relation to patient?
Spouse/significant 50 51.5 51 52.6 .89
other
Child 49 50.5 50 515 .89
Other family 21 216 25 258 .50
Friend 2 2.1 7 72 .09
Formal caregiver 0 0.0 2 21 .16

?Percent of caregivers sums to greater than 100% since patients could
have multiple caregivers.

Impact of visitor restrictions on caregiver and patient
experiences

We conducted interviews with at least one member of nine
patient-caregiver dyads (six caregivers and seven patients), provid-
ing a 17% recruitment rate (9 of 53 dyads). Respondents included
four patients and their caregiver-spouses, two caregivers whose
parent-patient had died during or shortly after the hospitalization,
and three patients whose caregivers could not be reached or did not
consent to be interviewed. Recruitment yielded a small sample that

did not reach thematic saturation since participants had to initiate
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TABLE 2 Results of t-tests comparing percent of patient and caregiver experiences by visitor restriction status
Visitor restrictions No restrictions
Measures % 95% CI % 95% CI p Value
Medical team contact with caregiver
Contact frequency (percent of hospitalized days contacted) 28.6 22.7-34.6 37.3 31.2-43.4 .04
No contact 36.1 26.4-45.8 16.5 9.0-24.0 .002
Goals of care conversation
Conversation occurred 54.6 44.6-64.7 44.3 34.3-54.4 45
Goals and values discussed 320 22.5-414 32.0 22.5-414 1.00
Prognosis/illness understanding discussed 29.9 20.6-39.2 35.1 25.4-44.7 45
EOL care planning discussed 27.8 18.8-36.9 21.7 13.3-30.0 .32
Life-sustaining treatment options discussed 38.1 28.3-48.0 33.0 23.5-42.5 46
Change between admission and discharge code status® 16.7 9.1-24.3 10.8 4.3-17.2 .24
Discharge counseling®
Caregiver contacted at discharge 36.5 26.7-42.3 51.6 41.3-62.0 .04
Topic discussed with caregiver and/or patient at discharge
Basic care and limitations 61.5 51.6-714 67.7 58.1-77.4 .37
Anticipatory guidance 37.5 27.6-47.4 45.2 34.9-55.5 .29
Assessing whether additional support is needed 46.9 36.7-57.0 39.8 29.7-49.9 .33
Explanations of tests, procedures, prognosis 25.0 16.2-33.8 32.3 22.1-35.1 27
Medication counseling 54.2 44,0-64.3 59.1 49.0-69.3 49
Follow-up appointments 63.5 53.7-73.4 61.3 51.2-71.4 .75
Emotional support 5.2 6.8-9.7 5.4 0.7-10.1 96
Logistics only 11.5 5.0-18.0 11.8 5.1-18.5 .94
Topic discussed with caregiver
Basic care and limitations 104 4.20-16.6 323 22.6-41.9 .000
Anticipatory guidance 7.3 2.0-12.6 24.7 15.8-33.7 .001
Assessing whether additional support is needed 19.8 11.7-27.9 25.8 16.8-34.9 .33
Explanations of tests, procedures, prognosis 15.6 8.2-23.0 20.4 12.1-28.8 .39
Medication counseling 6.3 1.3-11.2 29.0 19.6-38.4 .000
Follow-up appointments 13.5 6.6-20.5 26.9 17.7-36.1 .02
Emotional support 2.1 -0.8to 5.0 4.3 0.1-8.5 .39
Logistics only 11.5 5.0-18.0 7.5 2.1-13.0 .36

Abbreviations: Cl, confidence interval; EOL, end-of-life.

@Patients who died in hospital are excluded.

contact after mailers. Our qualitative findings are therefore
exploratory.

Patients described feeling isolated without their caregiver(s). As
Patient 8 explained, “Do you know how lonely that is? To be in a
hospital for 10 days and none of your family comes to visit you?”
Some patients also described missing their caregivers' encourage-
ment: “She really is my motivator. She gets me going when no one
else can, and that was part of what | missed when she wasn't in the
hospital” (Patient 2).

As detailed below, interviews also offered insight into the
quantitative analyses' results. Respondents described how caregivers'
limited contact with the care team hindered caregivers' ability to
assess patients' well-being and advocate for them. Similarly, the
reduced discharge counseling restricted caregivers' information
gathering about posthospitalization care needs and continuity.
Ultimately, many caregivers and patients reported that caregivers'
diminished capacity to advocate and gather information caused them

emotional distress and impacted perceived care quality. We also



FENTON ET AL

Journal of 5

found evidence of conflicting communication with caregivers about

visitation restrictions that created additional emotional distress.

Limited access to information and ability to advocate

Since, without being physically present, caregivers relied on
unpredictable opportunities to connect with medical staff by phone,
caregivers, and patients primarily referenced how visitor restrictions
hindered caregivers' efforts to collect information about the patients'
well-being and advocate for them (Table 3). Information issues were
exacerbated when patients were too ill to communicate themselves.
Caregiver 2, whose husband was hospitalized for oncological surgery,

described challenges to learning about her husband's well-being:

So | dropped him off. And I'm thinking, “Ok, who is
going to call me? Who is going to let me know?” |
didn't go to work that day. | just wanted to be by my

TABLE 3 Qualitative themes and excerpts

Theme lllustrative excerpts
Impact of limited or no communication with the care team

Advocacy challenges

Hospital Medicine

phone, ready to hear someone...say he came out ok
from the surgery, that they got everything, and that
he's going to be ok. Well, scratch that. It did not end
up that way...[the next] 48 hours were a blur because
of the hoops | had to jump through to get a hold of
somebody to try to talk to him and make sure he
was ok.

Minimal caregiver-medical team communication further hindered
caregivers' ability to advocate, already hampered by their lack of
physical presence. As Caregiver 2 explained, she struggled to
advocate, partly because she could not visually assess needs: “When
you're there, you're the advocate...and you can see how your spouse
is. | couldn't see him. | heard his voice, and that scared me so bad
because | knew he wasn't making sense.” Instead, she had to rely on
medical staff to assess her husband's needs. The caregiver described
how she had to call the nurses station numerous times before

reaching someone to assess her husband. Other caregivers struggled

It was a little difficult [not being present for patient's communication with medical team], because she's not

always great at expressing how she's feeling. | just feel like being involved is more beneficial to her and to me.
I'm less anxious if | know what's going on...She doesn't like to ask for help. Unless something is really wrong,
she just says she's fine, and then you know that you need to press for more.

Caregiver 7, concerns about patient's ability to self-advocate

Barriers to accessing information

There were times when he [patient] wasn't able to use the devices that are helpful for communication like

phones and iPads. | just feel like | had to do a lot of the legwork for getting information. That would've nice to
maybe have like a scheduled, you know, or somebody that was calling me to let me know what was going on.

Caregiver 5, challenges when patient too ill to communicate

Impact of limited advocacy and information access

Emotional distress

| don't think she was involved in any of the [care] decisions. She was just looking for somebody to tell her what

was going on. She was totally isolated, and the longer isolation went on, the worse she got. And then she
called me, and I'm half-groggy from drugs they're pumping into me, and the effects of that anesthesia. | think
that scared her more than anything because | wasn't talking coherently.

Patient 2, caregiver's challenges learning patient's post-op status

Poor care quality evaluations

I need to find out how | can get a hold of someone, because when he [patient] phoned me, nobody was with him

Why didn't someone say, “You know what? He's not doing so well. He's still having the effects from the

anesthesia”...And a nurse had told me, “Call the hospital, tell them what room he's in, that you need to talk to
the head nurse or whoever is doing his patient care, and tell them you want to be able to have them visually
see and tell you what's going on.” | said “OK.” First of all, why should | have to do all of this?...It's supposed to
be the care of the doctor, the care of the hospital, their responsibility to get in touch with me. Something's

not right.

Caregiver 2, challenges during emergent post-op situation

Medical staff miscommunication about visitation

Emotional distress

A social worker and a nurse came to the door to confront me about my not being willing to understand the

visiting rules. And so | just looked at that particular social worker and | told her it was not me who was not
understanding the rules, it was them that were changing it every time | turned around...I never want to deal
with nursing staff at that hospital ever again in my lifetime. I'd have to be dead to go to that hospital.

Caregiver 1, confusion regarding visitation rules at end-of-life
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because they were not physically present to communicate patients'
needs or feelings. Caregiver 7, whose wife was hospitalized,
explained his absence was “difficult because she's [patient] not
always great at expressing how she's feeling...| just feel like being
involved is more beneficial to her and to me. I'm less anxious if | know
what's going on.”

Downstream effects on emotional distress and
perceived care quality

Most caregivers and patients described experiencing stress and
lower satisfaction with care due to information and advocacy
challenges created by limited communication with medical staff.
Several patients keenly felt their caregiver's absence as an advocate
because their illness severity hindered their communication. Patient
7 described her experience of being alone in the Emergency
Department without her husband and unable to breathe as
“horrible” and that the most frustrating aspect of her hospitalization
was “lack of communication” with the medical team. Her breathing
difficulties limited her ability to communicate well with both her
husband and her medical team whereas, if her husband was present,
“it would have been easier...| was extremely stressed, so | probably
wasn't asking as many questions as | probably should have, where
he probably could have.”

Several caregivers and patients felt that the patient received
worse care because of the visitation restrictions. As Patient 5, who
was hospitalized for Leukemia treatment explained, he had some
“bad days [when] | didn't eat...or was in pain” that could have been
avoided if his wife was there, who “could have advocated for me if
she saw me on those bad days where | couldn't really ask for pain
meds or whatever, | don't know, or feed myself.” While she was able
to advocate for him by phone with the medical team, he believed that

it was much less effective.

Impact on discharge counseling

Discharge counseling also suffered, further hindering caregivers'
information access. All interviewed patients received written
instructions at discharge, but only half of patients and two caregivers
reported receiving counseling from medical team member at
discharge. While patients felt that they were sufficiently instructed
to handle their transition home, most caregivers had concerns about
their level of knowledge to manage that transition. When asked
whether the written instructions were sufficient, Caregiver 2 replied,
“Yes and no,” explaining that she did not have sufficient communica-
tion during restrictions, but that, due to discharge counseling from
her husband's prior surgery before restrictions, she remembered how
to care for him. This lack of information and opportunity to
communicate worried caregivers. As Caregiver 4 explained, despite
her years caregiving, discharge counseling still made her feel more

confident about her abilities:

| know that | could call my local doctor here or just
take him [father] in, but there was something
about that comfort with the nurse when you were
leaving that made you feel when you were taking the
patient that was still sick but recovering, “Ok, | can do
this.” And that's one thing your nurses at Maine Med

do so well. They make you feel like you can handle it.

Similarly, caregivers felt that the structure of discharge did not
facilitate opportunities to ask questions. As Caregiver 4 explained,

when asked about whether she could speak to the nurse at discharge:

No. Somebody wheels him out in a wheelchair, with
the paperwork on his lap, he comes out to the front
door, you pulled up to the front door, they say, “Here
you go,” you say, “Thank you,” and you get him in the
car...He was very, very sick and could barely stand
because of his weakness. | didn't ask any questions, |

just needed to get him in the car.

Conflicting communications about visitations

Interviews also demonstrated communication issues not reflected in
quantitative findings. Some participants reported distress around
conflicting information regarding visitation. In one instance, a nurse
told a caregiver that he could bring food to his wife, but he was
turned away by staff at the hospital entrance. Another caregiver
reported a significant conflict during her mother's care. While
daytime staff gave her permission to visit her dying mother, the
night nurse refused. Although the caregiver later received approval to
visit at night, she did not due to fears of another altercation, and her

mother passed away alone.

| couldn't make myself walk by that nurses' station
thinking, “I'm going to get yelled at, annoy people or
[they'll] stare at me.” So | didn't go back and my
mother died alone, even though | told my family | was
there. | wasn't and they don't know that. | told them |
was there. And yeah, | never want to go back in that
hospital. (Caregiver 1)

DISCUSSION

Our results suggest that visitation restrictions impacted communica-
tion between medical teams, caregivers, and patients. Compared to
prerestrictions, caregivers were contacted less often by the medical
team and more caregivers had no contact with the medical team. Like
others, we also found poorer discharge communication, since fewer
caregivers received discharge counseling.>” While some have found
increased use of technologies like video conferencing, which can

6

facilitate communication,'® we found little evidence that medical
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teams utilized these technologies. Our qualitative findings demon-
strated that decreased communication with the medical team
hindered caregivers' ability to assess patients' well-being and to
advocate, often causing emotional distress and poor evaluations of
care quality.

Our findings also highlight the potential negative consequences if
caregivers receive conflicting information about visitation restric-
tions. Clear and consistent communication might avoid devastating
incidents such as not being present at a patient's death. It is also
uncertain whether the benefits of visitor restrictions outweigh the
costs, given the unclear evidence that visitor restrictions decrease
COVID-19 outbreaks.?”:28

Our findings may generalize to non-pandemic settings where
distance hinders in-person access for caregivers. Complex care in
rural states is frequently delivered in urban centers, requiring rural
caregivers to travel long distances to visit their loved ones.?’ Efforts
like the Caregiver Advise Record and Enable (CARE) Act require
hospitals to involve caregivers (i.e., register caregivers in patients'
EMR, inform caregivers of discharges/transfers, give caregivers
discharge information and education). However, our study showcases
experts' concerns that the CARE Act only goes so far without
standardized processes and metrics for involving caregivers.*°
Quality improvement programs to facilitate communication between
caregivers and medical teams with minimal burden to medical
providers are also needed. These efforts should increase communi-
cation frequency between medical staff and caregivers and facilitate
communication between patients and caregivers to help caregivers
assess patient well-being and advocate for patients. This might
include predictably scheduled contact with caregivers and/or
increased utilization of video conferencing. These types of efforts
may also be leveraged for those who cannot be physically present
during a loved one's hospitalization.

Our study has limitations. Our data are drawn from a single
health system in Maine, a rural state with limited racial and ethnic
diversity, and thus our findings may not generalize to other regions.
This may mean that communication frequency may be worse in
other regions, since non-White patients and caregivers report lower
quality and less frequent communication with providers.31733 |t is
also possible that medical teams had more contact with caregivers
than was documented in the chart. However, our qualitative
interviews suggest otherwise, since, except for one respondent,
caregivers' reports of communication frequency reflected data
abstracted from the patient's chart. On average, interviewed
caregiver-patient dyads had more frequent documented communi-
cation episodes than dyads that were not interviewed. This may
mean that, compared to our interviewees, most caregiver-patient
dyads may have experienced more emotional distress related to lack
of communication. Our qualitative sample was also small, and thus
findings are exploratory. Anecdotal evidence suggests that some
patients avoided medical care during the pandemic. Thus, hospital-
ized patients during visitor restrictions may have been sicker than
those hospitalized prior to restrictions, which could have affected all

outcomes of interest.

Hospital Medicine

CONCLUSION

We found that hospital visitor restrictions were associated with
significantly reduced frequency of communication between the
medical team and caregivers. Hospitals should consider how to
improve communication with remote caregivers. These strategies
may be utilized to promote communication with rural and distance
caregivers who cannot be physically present during a patient's

hospitalization due to distance.
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