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Objective: To assess the experience of families and clinicians at a long term acute care hospital (LTACH) after imple-
menting a written communication intervention.

Methods: Written communication templates were developed for six clinical disciplines. LTACH clinicians used tem-
plates to describe the condition of 30 mechanically ventilated patients at up to three time points. Completed templates
were the basis for written summaries that were sent to families. Impressions of the intervention among families (n =
21) and clinicians (n = 17) were assessed using a descriptive correlational design. Interviews were analyzed using the-
matic content analysis.

Results: We identified four themes during interviews with families: Written summaries 1) facilitated communication
with LTACH staff, 2) reduced stress related to COVID-19 visitor restrictions, 3) facilitated understanding of the patient
condition, prognosis, and goals and 4) facilitated communication among family members. Although clinicians under-
stood why families would appreciate written material, they did not feel that the intervention addressed their main
challenge — overly optimistic expectations for patient recovery among families.

Conclusion: Written communication positively affected the experience of families of LTACH patients, but was less use-
ful for clinicians.

Innovation: Use of written patient care updates helps LTACH clinicians initiate communication with families.

1. Introduction In the United States, patients with CCI are often transferred from inten-

sive care units (ICUs) to long-term acute care hospitals (LTACH). LTACHs

Chronic critical illness (CCI) is a syndrome that develops in some pa-
tients who do not fully recover from the acute phase of critical illness; its
characteristic features include prolonged mechanical ventilation, neuro-
muscular weakness, malnutrition, anasarca, skin breakdown, increased sus-
ceptibility to infection, and delirium [1,2]. The annual costs of providing
care to the estimated 380,000 patients with CCI in the United States ex-
ceeds $25 billion [3]. Patients with CCI experience long-term physical
and cognitive impairments, frequent hospital admissions, and are at high
risk for death [3,4].
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are staffed by clinicians who focus on weaning patients from mechanical
ventilation and helping them regain functional independence [5-7]. The
number of LTACHs in the United States has grown over the last several de-
cades, from under 100 in 1990 to over 400 in 2006 [8]. In 2019, LTACHs
accounted for $3.7 billion of Medicare spending, covering 91,000 admis-
sions [9].

When patients are critically ill, their families typically serve as their sur-
rogate decision makers. Although a focus on family engagement has been
described as an attribute of high-performing LTACHs [10], little is known
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about the approaches LTACH clinicians should take to achieve this goal.
Previously, we found that providing families of ICU patients with written
communication improved their experience [11,12].

In this study, we identified the communication challenges faced by fam-
ilies of patients with CCI and clinicians at an LTACH. We developed and im-
plemented an approach whereby LTACH clinicians could share written
summaries of the patient's condition with the patient's family. We deter-
mined feasibility and acceptability of this approach among clinicians
using validated measures. We used qualitative methods to determine the
experience of participating families and clinicians.

2. Methods
2.1. Participants

This study utilized a mixed-methods descriptive correlational design.
Participants were families and respective clinicians of patients hospitalized
at RML Specialty hospital, a 61-bed LTACH in Chicago, IL, from September
2020 to March 2021. On September 23, 2020, the RML Institutional Re-
view Board waived the need for full IRB review (no reference number)
for this study title “Written Care Summaries for Surrogates of Patients at
RML Specialty Hospital — A Pilot Study.” Procedures were followed in ac-
cordance with the ethical standards of the RML IRB and with the Helsinki
Declaration of 1975. Participating families and clinicians received an infor-
mation sheet on the study and provided verbal consent to participate; the
need for written consent was waived by the RML IRB.

Adult patients who required mechanical ventilation were screened. Pa-
tients were excluded if they had a severe neurocognitive impairment and/
or were unable to participate in therapy. For eligible patients, we
approached the family member who had been receiving patient updates
from RML staff, typically the legally authorized representative. Family
members were excluded if they could not read or understand English or
could not receive written updates by email. At the time of enrollment, fam-
ilies agreed to receive written updates each week and provide feedback
after three weeks or upon patient discharge. For logistical reasons, we
attempted to enroll no more than two patients per week. We planned to en-
roll a convenience sample of 30 patients with one designated family mem-
ber per patient.

In addition to enrolling clinicians at RML LTACH, we sought feedback
on our intervention from eight clinicians with expertise in caring for chron-
ically critically ill patients at Rush University Medical Center, a nearby
urban academic medical center in Chicago, IL.

2.2. Development of written summary templates

Prior to participant enrollment, we formed a multidisciplinary group of
RML clinicians to create templates that would be be the basis for patient
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care summaries (Fig. 1A). The group consisted of experts from the following
disciplines: respiratory therapy (GP), physical and occupational therapy
(LS, CG), speech-language pathology (CB, RR), nutrition (SS), and psychol-
ogy (GM). The format of templates was based on our previous experience
creating written summaries for families of intensive care unit (ICU) patients
[11]. Within each discipline, we created a list of the most common prob-
lems encountered by LTACH patients. For each problem, we formulated
typical management approaches and how patient progress is usually deter-
mined. Templates were developed through an iterative process whereby
members of the group provided feedback on successive drafts. Prior to im-
plementing the final version of each template, we sought feedback from cli-
nicians who were not involved in the template development process. Final
versions of the templates are displayed in Supplemental Fig. 1. Templates
were configured as surveys that clinicians could complete online using
the application REDcap [13,14].

2.3. Implementation

Upon enrollment, we provided participating families with background
on the clinical disciplines that would be included in each week's summary
(Supplemental Fig. 2). After being introduced to the project, we asked
RML clinicians who had worked with the patient to complete their
discipline-specific template on REDcap (Fig. 1B). Subsequent providers
who worked with the patient viewed and edited the previous provider's en-
tries. This approach allowed for information to be communicated in a stan-
dardized and consistent manner.

We determined that families would receive written summaries on a
weekly basis as patients typically were not evaluated by each type of ther-
apist each day. One study investigator (JAG) compiled the completed tem-
plates into a narrative summary for each discipline for which the patient
was receiving therapy (Fig. 1C). Summaries that did not contain protected
health information were securely emailed to families. This process was re-
peated for two additional weeks. Participants were encouraged to discuss
information that they did not understand with the primary team. Partici-
pants were encouraged to share summaries with other family members
and the patient, if appropriate. An example of a summary provided to a par-
ticipant is displayed in Supplemental Fig. 3.

2.4. Semi-structured individual interviews

Prior to subject enrollment, we created interview guides for participat-
ing RML families and clinicians (Supplemental Figs. 4 and 5). Topics in-
cluded challenges with communication, impressions of the written
summaries, and suggestions for improvement. Families participated in a
one-time, semi-structured interview via Zoom after receiving three written
summaries or patient discharge (Fig. 1D). Twice during the enrollment pe-
riod, we also invited participating RML clinicians to participate in

weekly for 3 weeks
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Fig. 1. Process for developing and providing written summaries to families of LTACH patients.
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interviews via Zoom. Interviews were conducted by one study investigator
(NS). All interviews were recorded and transcribed verbatim and lasted
between 15 and 30 min each.

2.5. Outcomes and analysis

For participating families and clinicians, interview transcripts were an-
alyzed using thematic content analysis [15], an established qualitative ana-
lytic approach for understanding a person or participant's lived experience.
First, three investigators (NS, DT, JAG) independently coded the first three
family interview transcripts and the first three clinician interview tran-
scripts to develop a codebook. Next, two study investigators (subset of the
above) coded the remaining interviews. Codes were succinct summary
phrases of each interview transcript quote. To ensure intercoder agreement,
members of the study team discussed and reached consensus on each code.
Codes were grouped into broader themes, they were grouped into broader
themes. For example, a participating family member stated.

“Now the summaries, just generally, it's been something that to me is, is help-

ful, because you can talk to two or three different people. And you know, it's
half full, half empty, half full, half empty, you know, and you get that kind of,
but that is kind of something that I can read, And I can, you know, refer back
to when I feel a need to. And it’s, it's not so much of an opinion of an individ-
ual as it is a consensus of the people who are taking care of them.” — Partic-
ipant #13, Husband

The above statement was coded as “summaries help track patient prog-
ress over time” and was grouped into broader the theme “written

N=217
Patients admitted to
RML Specialty Hospital
Sept. 2020 — March. 2021

N=65
Families screened for eligibility

N=35
Families approached for consent

N=30
Families enrolled

N=21
Families participated in interviews
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summaries helped participants understand patient's condition, prognosis,
and goals.”

After enrollment was complete, participating clinicians at RML and
Rush University Medical Center completed the Acceptability of Interven-
tion Measure (AIM), the Intervention Appropriateness Measure (IAM),
and the Feasibility of Intervention Measure (FIM). The AIM, IAM, and
FIM are validated measures for determining the viability of an intervention
[16] (Supplemental Fig. 6). Prior to completing these measures, clinicians
were instructed to view their discipline-specific template and an example
of how the template was used to create a patient care summary. Responses
were measured on a 5-point Likert scale. Average scores greater to or equal
to four were judged to signify positive appraisals of the intervention.

3. Results
3.1. Characteristics of participants

From September 2020 to March 2021, we approached a convenience
sample of 35 family members of patients at RML Specialty hospital, of
whom 30 agreed to participate (Fig. 2). There were 21 participating family
memebers who were interviewed. Most participants who were interviewed
identified as female (n = 16, 76%) and as children of the patient (n = 12,
57%), followed by sibling (n = 3, 14%), spouse (n = 3, 14%), parent,
grandchild, and niece (n = 1, 5%, respectively). The characteristics of the
respective patients are displayed in Table 1.

There were 17 clinicians who provided feedback on the intervention by
completing the AIM, IAM and FIM surveys; of the 17 clinicians, there were
9 who were recruited from RML Specialty hospital who had direct

Patients excluded (N=152)
* No mechanical ventilation (N=113)
*  Poor mental status (N=39)

Families not approached (N=30)
¢ Logistical (N=27)
* Unable to reach family (N=2)

¢ No family (N=1)

Families did not participate (N=5)

* Refused (N=2)

* Unable to receive email (N=2)

* Not fluent in English language (N=1)

Families did not participate (N=9)

* Refused (N=6)

* Did not complete
e Patient transferred (N=2)
* Patient died (N=1)

Fig. 2. Enrollment.
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Table 1
Patient characteristics.
Patient characteristic N =30
Age, mean years (SD) 65 (11)
Gender, n (%)
Male 16 (53)
Female 14 (47)
Race/ethnicity, n(%)
Hispanic 13 (43)
Black, not-Hispanic 11 (37)
White, not-Hispanic 5(17)
Other 1(3)
Respiratory failure etiology, n(%)
COVID-19 pneumonia 10 (33)
Bacterial pneumonia 6 (20)
Abdominal sepsis 4(13)
Cardiac 4(13)
Neurological: 5(17)
Trauma 1(3)
Length of stay at LTACH (days), median [IQR} 50 [29-72]
Liberated from mechanical ventilation at LTACH, n (%) 20 (67)
LTACH days on ventilator”, median [IQR] 8 [6-31]
LTACH disposition, n (%)
Skilled nursing facility 10 (33)
Acute care hospital 9 (30)
Acute rehabilitation hospital 5017)
Home 3(10)
Died/hospice 3(10)

*

drug overdose, stroke, guillan-barre syndrome.

" subset of 20 patients liberated from ventilator.

experience with the intervention and 8 clinician experts who were re-
cruited from Rush University Medical Center. A total of 6 RML clinicians
participated in interviews (two were interviewed twice).

Table 2

Communication challenges among participants. Subject numbers and relationship/

role are in parentheses.

Challenge

Family member quote

Clinician quote

Timing and frequency of
communication
between clinicians and
families was not
consistent

Visitor restrictions made
communication
between clinicians and
families more difficult

Families lack
understanding of
patient's condition,
prognosis, and goals

In the beginning, they
[clinicians] were giving,
almost like daily briefings,
but that kind of slowed
down. (23, Son)

Because if there were a
visit, I would be there. T
will be, you know, crossing
personnel there, or
something while they were
there... now, it is difficult.
(16, Sister)

I want to know more about
like his condition what's
the next step for him (the
patient), you know, more
information on about him.
(21, Daughter)

And that was it. Up to now [
have been requested
through the care
coordinator to talk to the
doctor to find out medically
what is going on with my
mom. And I have not heard
from him after this
moment. (15, Daughter)

We don't like call every
single family member or
every single patient's
family in order to give an
update, it's more of just like
a requested basis (01,
Physical Therapist)

Well, COVID, obviously
was the biggest logistic
barrier because visits to
common means of
communication with a
patient was patient's family
was a phone call. (03,
Speech-Language
Pathologist)

So we have to correct a lot
of those misconceptions
because they're in their
[family's] head, Oh, my, my
dad should be getting up
and moving and all the
meanwhile the patient's
unresponsive. (01, Physical
Therapist)

But I do know, of many,
many examples where,
where families are not that
well informed, really. (05,
Psychologist)
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3.2. Qualitative findings from interviews with families and clinicians
3.2.1. The family perspective

3.2.1.1. Communication challenges. Participating families identified three
types of communication challenges (Table 2). First, family members
noted inconsistent communication from clinicians. Families typically
spoke to LTACH clinicians less frequently than they did with ICU clinicians,
leading to some dissatisfaction with communication at the LTACH. Families
also noted stress when trying to initiate communication with LTACH pro-
viders. Second, visitor restrictions related to the COVID-19 pandemic nega-
tively impacted communication. Families wished they could be present to
communicate directly with LTACH providers and to support and advocate
for their loved ones. Third, families felt that they did not receive enough in-
formation from LTACH clinicians to understand the issues facing their
loved ones.

3.2.1.2. Impressions of written communication. In general, participating fami-
lies appreciated that written summaries were a dependable form of commu-
nication and often looked forward to receiving a weekly written update.
The written summaries were understandable and included the appropriate
amount of detail.

Families reported that written communication helped address some of
the challenges they faced (Table 3). First, written communication helped
participants communicate with LTACH staff. Summaries helped partici-
pants understand information provided by clinicians and ask informed
questions. Some participants felt that the written summaries decreased
their need to speak with LTACH staff for updates. Second, written

Table 3
Impact of Written Summaries on the Family Experience. Subject numbers and rela-
tionship/role are in parentheses.

Benefit of Written Summary Family member quote

Helped participants communicate
with staff

And once I found out [from the summary],
then I call back and ask [the staff] more
questions like, okay, I didn't know that he was
getting visiting a psychologist. (19, Mother)
...we now are able to clearly see what's going
on and kind of have an idea of what's going
on, we were able to catch up with what the
nurses or the doctors are telling us. So it's [the
summary has] been very helpful, just because
like I said, it is kind of hard to get a nurse or a
doctor on the phone with us, just because I
completely understand RML is probably
pretty busy. (29, Daughter)

It's comforting in a way because at least you
receiving [sic] communication because now
with COVID, there's ... restriction on
visiting.” (23, Son)

[The summaries have] been very helpful, just
because ... it is kind of hard to get a nurse or a
doctor on the phone with us (29, Daughter)
[The summary] went more into detail about
things, you know, because on the phone with
the phone call, everything wasn't discussed. I
was just getting like different pieces of
information. But in the emails that I felt
relieved with the emails because I got more
information from the email. (08, Daughter)
Because I can go back and you know, look like
last week, okay. You know, this is what
happened, and then go to the, the, the week
that I'm in and be like, okay, it is getting
better, you know, things like that. (07, Sister)
It was nice to be able to give them [family]
something to read instead of trying to explain
itall. (17, Wife)

For some family members who maybe like...
is there any proof that he's [the patient is]
actually improving? And you can show him
the text (23, Son)

Help with stress of not being able to
visit

Helped understand patient's
condition, prognosis, and goals

Facilitated communication between
participants and other family
members
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communication alleviated some of the stress related to not being able to
visit the hospital. Third, written summaries helped participants understand
patient's condition, prognosis, and goals. Finally, written summaries facili-
tated communication between participants and other family members.
Some participants felt that written communication made it easier to pro-
vide patient updates to multiple other family members.

In regards to suggestions for improvements to the intervention, some
families believed that additional discipines should be incuded such as
wound care. Others suggested additional features for the summaries such
as embedded weblinks for additional information and an online portal
that allowed direct communication with clinicians.

3.2.2. The clinician perspective

3.2.2.1. Communication challenges. LTACH clinicians identified three
communication-related challenges. Similar to families, clinicians noted in-
consistent communication as a challenge. Due to time constraints, they typ-
ically would reach out to family members only by request. Clinicians also
found that visitor restrictions imposed during the COVID-19 pandemic neg-
atively impacted communication with families. They believed that prior to
the pandemic, communication was more frequent and less burdensome be-
cause family members could be present at the patient's bedside. Finally, cli-
nicians believed that many family members had unrealistic expectations for
patient recovery that would persist regardless of the quality or frequency of
communication with clinicians.

3.2.2.2. Impressions of written communication. Average scores on the AIM,
IAM, and FIM questionnaires were 4.2 (SD 0.7), 4.0 (SD 0.6) and 3.9 (SD
0.6), respectively, indicating positive appraisals of the intervention.
Qualitatively,

clinicians agreed that written communication could alleviate some of
the challenges experienced by both families and clinicians. Clinicians un-
derstood why families would find written communication useful. They be-
lieved that families members would likely feel less anxious about the
LTACH hospitalization if they were able to read about all the services
being provided to the patient and share the document with other family
members.

Clinicians agreed that in some circumstances, providing written sum-
maries might reduce the time generally spent communicating with families
through other means. However, most clinicians felt that completing written
templates on all LTACH patients would be too time consuming with their
current workflow and not equally beneficial for all families and patients.
Importantly, clinicians did not feel that the intervention addressed one of
their main communication challenges — overly optimistic expectations for
patient recovery among families.

Clinicians suggested providing summaries to select LTACH patients or
to use only in certain situations (i.e. to signify that important patient mile-
stones had been met). Clinicians understood the purpose of the templates
was to standardize information being presented. However, some clinicians
felt that the templates were too restrictive and did not adequately allow cli-
nicians to communicate nuances associated with patient conditions.

4. Discussion and conclusion
4.1. Discussion

In this study, we found that written communication addressed some of
the challenges faced by families and clinicians at an LTACH. Clinicians re-
ported that they typically communicated with family members who were
in the patient's room at the time of therapy or if an update was requested
by family. According to both clinicians and families, this standard commu-
nication approach was made more difficult when visitation was restricted
due to the COVID-19 pandemic. With written material, LTACH clinicians
were able to proactively initiate communication with families. This inter-
vention had definite benefits. Family members reported that written com-
munication increased awareness of the types of therapy patients were
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receiving and whether progress was being made. It also provided families
with a dependable update without the stress of having to initiate contact
with clinicians. Both families and clinicians agreed that this type of commu-
nication was particularly beneficial during times that families could not be
present at the patient's bedside.

Ensuring high quality communication with patients and families is an
important aspect of caring for patients with chronic critical illness (CCI)
[10,17,18]. Despite these recommendations, previous research has found
that patients with CCI and their families often do not receive the types of
prognostic information needed to make informed decisions, which may
contribute to overly optimistic expectations for recovery [19,20]. These
studies are typically set in ICUs; less is known about communication chal-
lenges at LTACHs, the institutions where many patients with CCI receive
care. In one previous study, Lamas et al. demonstrated the feasibility of im-
plementing goals of care discussions at an LTACH [21].

Our study demonstrates that a communication approach that was ini-
tially conceived to be used in the ICU can be adapted to be used in the
LTACH stetting. In our previous ICU study, families were enrolled during
the early phase of the patient's critical illness. Summaries were organized
by the types of organ failure that were the source of the patient's critical ill-
ness and were updated daily [12]. In contrast, in this study, LTACH clini-
cians first completed specialty-specific templates. To ensure consistent
communication after the first summary, clinicians edited the previously
completed templates. Finally, the process was overseen by a study investi-
gator, who used the clinician assessments as a basis for a narrative sum-
mary. Both families and clinicians approved of this communication
approach and believed that the process allowed for accurate communica-
tion of the patient's condition and progress towards rehabilitation goals.

Although families and clinicians reported some similar challenges with
communication at an LTACH, there were some notably differences. That is,
families believed that poor communication quality prevented them from
understanding the patients' condition, whereas clinicians believed that fam-
ily members' unrealistic expectations for patient recovery was what inter-
fered with their ability to understand and process information. This
observation aligns with studies of health-related expectations among CCI
patients, families, and clinicians at long-term care facilities in Canada
[22] and United States [23]. The fact that families and clinicians had differ-
ent opinions on the adequacy of the existing communication method in
conveying information to families may explain why they had different opin-
ions on the added value of the written communication approach. Further
refinement of the written communication approach in ways that help rein-
force realistic expectations for patient recovery may make its use more ap-
pealing to clinicians.

A strength of our study is that we made efforts to adhere to guidelines of
high-quality qualitative research [24]. To enhance the study's credibility,
we conducted data collection at RML LTACH over a six month period and
involved clinical experts at multiple points in the study. To establish de-
pendability, we provided a detailed methodological description of the pro-
tocol and ensured intercoder reliability when analyzing interview
transcripts. Finally, confirmability was enhanced through the use of inter-
view scripts and review of data by multiple study investigators.

This study has several limitations. First, its transferability was limited by
the inclusion of only family members who spoke English at a single LTACH
in an urban area. In addition, this study occurred during the COVID-19 pan-
demic, and the communication challenges described by families and clini-
cians may have been heightened by visitor restrictions. Second, family
members were not involved in development of the templates. However,
one of the objectives of this study was to gather family impressions to refine
the approach. In this study, we did not formally assess whether the summa-
ries affected family members' understanding of patient prognosis, satisfac-
tion with care, emotional distress. Finally, our approach to creating
written communication relied on a study investigator for compiling and
summarizing information for families. Future research may incorporate
an implementation science approach to evaluate methods of integrating
the written summaries into clinician workflows in ways that are are self-
sustaining.
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4.2. Innovation

Although previous investigators have described the issue of inadequate
consistency and quality of communication between clinicians and families
of patients with CCI, there are no standardized approaches to address these
shortcomings. Our study adds to growing evidence that written communi-
cation can be used to supplement traditional verbal communication
[25,26]. In this study, we describe a novel approach, using clinician-
initiated written summaries of care to augment standard communication
with family members of patients with CCI at an LTACH.

4.3. Conclusion

Families of LTACH patients experience communication challenges with
clinicians, which negatively affects their experience and contributes to
them feeling uninformed. Written communication has the potential to im-
prove the family experience by facilitating the initiation and consistency
of communication from clinicians and by helping families understand the
patient condition. For a written communication approach to be readily
adopted by clinicians, it must address the belief held by clinicians that
many families have unrealistic expectations for patient recovery. In addi-
tion, increased automation of the process for creating written communica-
tion would ease the burden on clinicians, thereby helping to overcome the
primary barrier for implementation. In the context of research that shows
that high levels of family engagement are hallmarks of high-performing
LTACHsS, this study suggests that providing personalized summaries of
care to patients and their family could be one way for LTACHs to add to
the value of the care they provide.
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