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OBJECTIVE: Communication among those involved

in a child’s care during hospitalization can mitigate

or exacerbate family stress and confusion. As part of

a broader qualitative study, we present an in-depth
understanding of communication issues experienced by
families during their child’s hospitalization and during the
transition to home.

METHODS: Focus groups and individual interviews
stratified by socioeconomic status included caregivers

of children recently discharged from a children’s hospital
after acute illnesses. An open-ended, semistructured
question guide designed by investigators included
communication-related questions addressing information
shared with families from the medical team about
discharge, diagnoses, instructions, and care plans. By
using an inductive thematic analysis, 4 investigators coded
transcripts and resolved differences through consensus.

RESULTS: A total of 61 caregivers across 11 focus groups
and 4 individual interviews participated. Participants were
87% female and 46% non-white. Analyses resulted in 3

rovision of high-quality, high-value medical care hing-
es upon effective communication. During a hospital-
ization, critical information is communicated between
patients, caregivers, and providers multiple times each
day. This can cause inconsistent and misinterpreted mes-
sages, leaving ample room for error." The Joint Commission
notes that communication failures occurring between medical
providers account for ~60% of all sentinel or serious adverse
events that result in death or harm to a patient.? Communica-
tion that occurs between patients and/or their caregivers and
medical providers is also critically important. The content and
consistency of this communication is highly valued by patients
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communication-related themes. The first theme detailed
experiences affecting caregiver perceptions of communication
between the inpatient medical team and families. The
second revealed communication challenges related to the
teaching hospital environment, including confusing messages
associated with large multidisciplinary teams, aspects of
family-centered rounds, and confusion about medical team
member roles. The third reflected caregivers' perceptions of
communication between providers in and out of the hospital,
including types of communication caregivers observed or
believed occurred between medical providers.

CONCLUSIONS: Participating caregivers identified
various communication concerns and challenges

during their child’s hospitalization and transition home.
Caregiver perspectives can inform strategies to improve
experiences, ease challenges inherent to a teaching
hospital, and determine which types of communication are
most effective. Journal of Hospital Medicine 2018;13:304-
310. Published online first January 18, 2018. © 2018
Society of Hospital Medicine

and providers and can affect patient outcomes during hospi-
talizations and during transitions to home.3* Still, the multifac-
torial, complex nature of communication in the pediatric inpa-
tient setting is not well understood.>¢

During hospitalization, communication happens continu-
ously during both daytime and nighttime hours. It also pre-
cedes the particularly fragile period of transition from hospital
to home. Studies have shown that nighttime communication
between caregivers and medical providers (ie, nurses and phy-
sicians), as well as caregivers’ perceptions of interactions that
occur between nurses and physicians, may be closely linked
to that caregiver's satisfaction and perceived quality of care.®’
Communication that occurs between inpatient and outpatient
providers is also subject to barriers (eg, limited availability for
direct communication)®'?; studies have shown that patient
and/or caregiver satisfaction has also been tied to perceptions
of this communication.’ Moreover, a caregiver’s ability to un-
derstand diagnoses and adhere to postdischarge care plans
is intimately tied to communication during the hospitalization
and at discharge. Although many improvement efforts have
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aimed to enhance communication during these vulnerable
time periods, "> there remains much work to be done."'0'?
The many facets and routes of communication, and the
multiple stakeholders involved, make improvement efforts
challenging. We believe that more effective communication
strategies could result from a deeper understanding of how
caregivers view communication successes and challenges
during a hospitalization. We see this as key to developing
meaningful interventions that are directed towards improving
communication and, by extension, patient satisfaction and
safety. Here, we sought to extend findings from a broader
qualitative study'” by developing an in-depth understanding
of communication issues experienced by families during their
child’s hospitalization and during the transition to home.

METHODS

Setting

The analyses presented here emerged from the Hospital to
Home Outcomes Study (H20). The first objective of H20 was
to explore the caregiver perspective on hospital-to-home
transitions. Here, we present the results related to caregiver
perspectives of communication, while broader results of our
qualitative investigation have been published elsewhere."” This
objective informed the latter 2 aims of the H20 study, which
were to modify an existing nurse-led transitional home visit
(THV) program and to study the effectiveness of the modified
THV on reutilization and patient-specific outcomes via a ran-
domized control trial. The specifics of the H20 protocol and
design have been presented elsewhere.'®

H20 was approved by the Institutional Review Board at
Cincinnati Children’s Hospital Medical Center (CCHMC), a
free-standing, academic children’s hospital with ~400 inpatient
beds. This teaching hospital has >800 total medical students,
residents, and fellows. Approximately 8000 children are hos-
pitalized annually at CCHMC for general pediatric conditions,
with ~85% of such admissions staffed by hospitalists from the
Division of Hospital Medicine. The division is composed of >40
providers who devote the majority of their clinical time to the
hospital medicine service; 15 additional providers work on the
hospital medicine service but have primary clinical responsibil-
ities in another division.

Family-centered rounds (FCR) are the standard of care at
CCHMC, involving family members at the bedside to discuss
patient care plans and diagnoses with the medical team.’” On
a typical day, a team conducting FCR is composed of 1 attend-
ing, 1 fellow, 2 to 3 pediatric residents, 2 to 3 medical students,
a charge nurse or bedside nurse, and a pharmacist. Other an-
cillary staff, such as social workers, care coordinators, nurse
practitioners, or dieticians, may also participate on rounds,
particularly for children with greater medical complexity.

Population

Caregivers of children discharged with acute medical condi-
tions were eligible for recruitment if they were English-speak-
ing (we did not have access to interpreter services during focus
groups/interviews), had a child admitted to 1 of 3 services (hos-
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TABLE 1. Participant Demographics

Focus Group and Interview Participants Demographics (N=61)

Gender N (%)
Male 8(13)
Female 53 (87)

Age range (years)

18-24 5(8)

25-34 28 (46)
35-44 22 (36)
45-54 6(10)

Marital status

Single 22 (36)

Single, living with partner 8(13)

Married 24 (39)

Separated, divorced, widowed 7(11)
Race

Black or African American 25(41)

White 33 (54)

Other 3(5)
Ethnicity

Non-Hispanic 59 (97)

Hispanic 2(3)

Socioeconomic status based on census tract
High socioeconomic status (<15% below poverty level) 27 (44)

Low socioeconomic status (>15% below poverty level) 34 (56)
Highest level of education completed
Less than high school 4(6.5)
High school/GED 31(51)
2- or 4-year college 18(29.5)
Graduate education 8(13)
Currently enrolled in school 12 (20)
Yes 49 (80)
No
Currently employed®
No 28 (46)
Full-time 22 (36)
Part-time 9(15)

*Data missing from 2 participants.

pital medicine, neurology, or neurosurgery), and could attend
a focus group within 30 days of the child’s discharge. The ma-
jority of participants had a child admitted to hospital medicine;
however, caregivers with a generally healthy child admitted to
either neurology or neurosurgery were eligible to participate
in the study.

Study Design

As presented elsewhere,”? we used focus groups and individ-
ual in-depth interviews to generate consensus themes about
patient and caregiver experiences during the transition from
hospital to home. Because there is evidence suggesting that
focus group participants are more willing to talk openly when
among others of similar backgrounds, we stratified the sample
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TABLE 2. Major Theme 1 and Associated Subthemes

Major Theme 1: Experiences that Affect Caregiver Perceptions of Communication between the Inpatient Medical Team and Families

Positive Experiences

Feeling like part of the
team

"1 thought it was above and beyond family-centric care, like |

Negative Experiences

Feeling left out of “But when they shut it [the door], it's like you're in there and

felt like they really took me as the expert on my child and they  the loop they’re out there. And in order for me to get information you have to cross
were like, ‘What do you think?"...You know, | really felt like they actually that threshold.”
‘Q/na(;t;daﬂl)cztrgi Eg;ﬁe}lmtefh’ he is back to normal and | don't have, you “I told them...I need to know what you're talking about. Some

! ) things | understand, so | won't ask about it, but some things that I don't
"They ask you if you think they're ready to be discharged. So, understand, I would like you to, you know, to also include me...I'm
you don't get sent home in a situation that you're not really ready for.” the parent... it's important for me to know where you are getting

all this information and how can it help me.”

“And they [nurses] actually would give us suggestions or ask  Insufficient face time ~ “...I was more frustrated. So because they [physicians] will say they'll

Nurses as interpreters and
navigators

helpful.”

"When the nurse would come in all by herself...We would
basically stop her and say, "Hey, they said this in this report, and
what does that mean and when can we go home? Or, do the fevers

this question...so you would know who was who and they would
make sure..."Now doctor so and so and he's a cardiologist today
and... And doctor so and so is your neurologist’ and so...the nurses
kind of helped us manage the care plan which was very

with physicians come back, but then they don't come back for 24 hours and stuff

like that.”

"There was one doctor, he was really nice, but he came in [and] | was
sleeping. And I actually woke up to him standing in front of me... So
you're asleep, you're exhausted, and he’s like, ‘Hi," and like started talking.
As soon as | opened my eyes, I'm like 'l need more time,” but he
told me so much. And like two hours later, | could not remember
anything we talked about.”

all have to be gone?’ And the nurse would take the time to say

exactly what [was] needed.”

Use of medical jargon "I think they shouldn’t assume that everybody has a strong
understanding of medical terms. | think they should just forget all their

training and explain it..."

"If you're not familiar with the medical field, you don’'t know the
terms.”

TABLE 3. Major Theme 2 and Associated Subthemes

Major Theme 2: Communication Challenges for Caregivers Related to a Teaching Hospital Environment

Confusing messages with a large
multidisciplinary team

Perceptions of family-centered rounds

Role confusion: who's in charge of the team?

"\Well, on one hand like, you know the guy who did the surgery said to do this, and on the other hand they're [the medical team] saying not
to, back and forth.”

"I mean | understand it's a teaching hospital, they [residents] have to learn, but that kind of can get frustrating as a parent. We were getting told
so many different things by different people.”

“And [the primary medical team] seemed to think, ‘Oh well, you know, I think it's this'--- and that specialist is like ‘No, we don't think it's that...
well there’s nothing else we can really do, stop treating the symptoms, you can go and then [the primary medical team] didn’t even call the medicines [into
the pharmacy] to treat the symptoms.”

“... They're talking amongst themselves with you in the room. You're trying to pick out what they're talking about...They did ask me if
| want to join a round in the room, but now | think | would round outside the room because they are confusing...that's what happens with all the
talking. Everybody talking at one time.”

"And that [FCR] we found frustrating as well because he had headaches and the light and sound bother him and all of a sudden he would have
15 doctors that were standing in your room asking questions....| mean the lights are off for a reason....he's asleep.”

“| got ambushed most of the time | was sleeping because [my daughter] would be up all night and | will get ambushed at 6 in the morning. There
would be like 10 to 15 doctors...And they're like, ‘'Oh we're just here hun, is this a good time?" And like, I guess, let's just get this, but it could be a
better time if they see me sleeping.”

"That was my confusion is there were so many different people. Like always so many people, who is the doctor, like | don’t know.”

"I basically figured out who was the chief of the whole group and | just pulled him to the side and ask him the questions to see what
was going on.”

"Because there's nobody really in charge. It's like one big team and so like one person is not responsible. So no one takes ownership.”

NOTE: Abbreviation: FCR, family-centered rounds.

by the family’s estimated socioeconomic status.?"? Socioeco-
nomic status was estimated by identifying the poverty rate in
the census tract in which each participant lived. Census tracts,
relatively homogeneous areas of ~4000 individuals, have been
previously shown to effectively detect socioeconomic gradi-
ents.?>? Here, we separated participants into 2 socioeconom-
ically distinct groupings (those in census tracts where <15% or
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>15% of the population lived below the federal poverty level).%
This cut point ensured an equivalent number of eligible par-
ticipants within each stratum and diversity within our sample.

Data Collection

Caregivers were recruited on the inpatient unit during their
child’s hospitalization. Participants then returned to CCHMC fa-
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TABLE 4. Major Theme 3 and Associated Subthemes

Major Theme 3: Caregiver Perceptions of Communication Between Medical Providers

Communication between inpatient medical
providers

Communication between inpatient and
outpatient providers

“Finally, one doctor came in and said that the test results that they were waiting for would be around four o’clock, we could probably go home around that
time ...but I have another doctor come in and say that there was a miscommunication. The results of her blood test couldn't come back until 10
o'clock that night...So that was kind of.. .kind of weird for me... Because I'm thinking, three different times, like three different messages about
her test results being back in..."

"1 guess my nurse switched in between the time at 11 or something...so the next nurse thought | was still waiting on the medicine and [child]
already had the medicine and like an hour goes by and I'm like standing at the window like waiting for anyone to walk by. And somebody was like, ‘do you
need help?’ And I'm like, ‘can you send my nurse in? | think the first lady left.”

"I wasn't really clear on was did my primary already know what was happening, do you know what | mean?...[child] comes in, he gets even worse,
he's on a drip, he's on all the stuff...and I'm thinking like, does he know everything that happened? Or am | going to call and be like, ‘Well he was in
the hospital for five days and on the first day. ..and then he had six other medicines and then now what do | do” and you know or does he already have it?
That's what | was unclear on. It's like, am I just calling any random person and say, hey, let me get some medical advice or does he have the

charts, does he have the stuff?”

"And because she was so little, we took her to our primary care, our normal doctor....and she read over [the discharge paperwork] so they sent over the
right paperwork and the dismissals to her, so it was necessary that she was informed and it helped out a lot..."

cilities for the focus group within 30 days of discharge. Though
efforts were made to enhance participation by scheduling ses-
sions at multiple sites and during various days and times of the
week, 4 sessions yielded just 1 participant; thus, the format for
those became an individual interview. Childcare was provided,
and participants received a gift card for their participation.

An open-ended, semistructured question guide,"” developed
de novo by the research team, directed the discussion for fo-
cus groups and interviews. As data collection progressed, the
question guide was adapted to incorporate new issues raised
by participants. Questions broadly focused on aspects of the in-
patient experience, discharge processes, and healthcare system
and family factors thought to be most relevant to patient- and
family-centered outcomes. Communication-related questions
addressed information shared with families from the medical
team about discharge, diagnoses, instructions, and care plans.
An experienced moderator and qualitative research method-
ologist (SNS) used probes to further elucidate responses and
expand discussion by participants. Sessions were held in private
conference rooms, lasted ~90 minutes, were audiotaped, and
were transcribed verbatim. Identifiers were stripped and tran-
scripts were reviewed for accuracy. After conducting 11 focus
groups (generally composed of 5-10 participants) and 4 individ-
ual interviews, the research team determined that theoretical
saturation? was achieved, and recruitment was suspended.

Data Analysis

An inductive, thematic approach was used for analysis.? Tran-
scripts were independently reviewed by a multidisciplinary
team of 4 researchers, including 2 pediatricians (LGS and AFB),
a clinical research coordinator (SAS), and a qualitative research
methodologist (SNS). The study team identified emerging
concepts and themes related to the transition from hospital to
home; themes related to communication during hospitaliza-
tion are presented here.

During the first phase of analysis, investigators independent-
ly read transcripts and later convened to identify and define
initial concepts and themes. A preliminary codebook was then
designed. Investigators continued to review and code tran-

An Official Publication of the Society of Hospital Medicine

scripts independently, meeting regularly to discuss coding de-
cisions collaboratively, resolving differences through consen-
sus.?® As patterns in the data became apparent, the codebook
was modified iteratively, adding, subtracting, and refining
codes as needed and grouping related codes. Results were re-
viewed with key stakeholders, including parents, inpatient and
outpatient pediatricians, and home health nurses, throughout
the analytic process.?? Coded data were maintained in an
electronic database accessible only to study personnel.

RESULTS

Participants

Sixty-one caregivers of children discharged from CCHMC
participated. Participants were 87% female and 46% non-
white; 42.5% had a 2-year college level of education or great-
er, and 56% resided in census tracts with >15% of residents
living in poverty (Table 1). Participant characteristics aligned
closely with the demographics of families of children hospi-
talized at CCHMC.

Resulting Themes

Analyses revealed the following 3 major communication-re-
lated themes with associated subthemes: (1) experiences
that affect caregiver perceptions of communication between
the inpatient medical team and families, (2) communication
challenges for caregivers related to a teaching hospital en-
vironment, and (3) caregiver perceptions of communication
between medical providers. Each theme (and subtheme) is
explored below with accompanying verbatim quotes in the
narrative and the tables.

Major Theme 1: Experiences that Affect Caregiver
Perceptions of Communication Between the Inpatient
Medical Team and Families

Experiences during the hospitalization contributed to caregiv-
ers’ perceptions of their communication with their child’s in-
patient medical team. There were 5 related subthemes identi-
fied. The following 2 subthemes were characterized as positive
experiences: (1) feeling like part of the team and (2) nurses as

Journal of Hospital Medicine Vol 13 | No 5 | May 2018 307



Solan etal | Caregiver Perspectives on Communication

interpreters and navigators. The following 3 subthemes were
characterized as negative: (1) feeling left out of the loop, (2)
insufficient face time with physicians, and (3) the use of medical
jargon (Table 2). More specifically, participants described feel-
ing more satisfied with their care and the inpatient experience
when they felt included and when their input and expertise as
a caregiver was valued. They also appreciated how nurses of-
ten took the time after FCR or interactions with the medical
team to explain and clarify information that was discussed with
the patient and their caregiver. For example, 1 participant stat-
ed, “Whenever | ask about anything, | just ask the nurse. And if
she didnt know, she would find out for me...”

In contrast, some of the negative experiences shared by par-
ticipants related to feeling excluded from discussions about
their child’s care. One participant said, “They tell you...as much
as they want to tell you. They don't fully inform you on things.”
Additionally, concerns were voiced about insufficient time for
face-to-face discussions with physicians: “l forget what | have
to say and it's something really, really important...But now, my
doctor is going, you can't get the doctor back.” Finally, partic-
ipants discussed how the use of medical jargon often made it
more difficult to understand things, especially for those not in
the medical field.

Major Theme 2: Communication Challenges for Caregiv-
ers Related to a Teaching Hospital Environment

At a large teaching institution with various trainees and mul-
tiple subspecialties, communication challenges were particu-
larly prominent. Three subthemes were related to this theme:
(1) confusing messages with a large multidisciplinary team, (2)
perceptions of FCR, and (3) role confusion, or who's in charge
of the team? (Table 3). Participants described confusing and
inconsistent messages arising from the involvement of many
medical providers. One stated, “When [the providers] all talk it
seems like it don't make sense because [what] one [is] saying
is slightly different [from] the other one...and then you'd be
like, ‘Wait, what?' So it kind of confuses you..."” Similarly, the
use of FCR was overwhelming for the majority of participants
who cited difficulty tracking conversations, feeling “lost” in the
crowd of team members, or feeling excluded from the conver-
sation about their child. One participant stated, “But because
so many people came in, it can get overwhelming. They come
in big groups, like 10 at once.” In contrast, some participants
had a more favorable view of FCR: “What really blew me away
was | came out of the restroom and there is 10 doctors stand-
ing around and they very well observed my child. And not only
one doctor, but every one of them knew was going on with my
kid. It kind of blew me away.” Participants felt it was not always
clear who was in charge of the medical team. Trying to remem-
ber the various roles of all of the team members contributed
to this confusion and made asking questions difficult. One
participant shared, “I just want the main people...the boss to
come in, check the baby out. | don't need all the extra people
running around me, keep asking me the same thing on that
topic. Send in the main group, the bosses, they know what the
problem is and how to fix it.”
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Major Theme 3: Caregiver Perceptions of Communication
Between Medical Providers

Caregivers have a unique vantage point as they witness many
interactions between medical providers during their child’s
hospitalization. Still, they do not generally witness all the inter-
actions between inpatient providers or between inpatient and
outpatient providers. This led to variable perceptions of this
communication. Specifically, the 2 subthemes described here
were (1) communication between inpatient medical providers
and (2) communication between inpatient and outpatient pro-
viders (Table 4). Caregivers assessed how well (or how poorly)
medical providers communicated with each other based upon
the consistency of messages they received or interactions they
personally experienced or observed. One participant described
how the medical team did not appear to be in consensus about
when to discharge her child, highlighting the perception that
team members did not have a shared understanding of the
child's needs: “One of the doctors was...nervous about send-
ing him home. It was just one doctor...the other doctors on her
team and everything and the nurses, they were like 'He's fine."”
Others shared concerns related to inadequate handoff and
messages not getting passed along shift-to-shift.

Perceptions were not isolated to the inpatient setting. Based
on their experiences, caregivers similarly described their sense
of how inpatient and outpatient providers were communi-
cating with each other. In some cases, it was clear that good
communication, as perceived by the participant, had occurred
in situations in which the primary care physician knew “every-
thing” about the hospitalization when they saw the patient in
follow-up. One participant described, “We didn't even realize
at the time, [the medical team] had actually called our doctor
and filled them in on our situation, and we got [to the follow
up visit]...He already knew the entire situation.” There were
others, however, who shared their uncertainty about whether
the information exchange about their child’s hospitalization
had actually occurred. They, therefore, voiced apprehension
around who to call for advice after discharge; would their out-
patient provider have their child's hospitalization history and
be able to properly advise them?

DISCUSSION

Communication during a hospitalization and at transition from
hospital to home happens in both formal and informal ways;
it is a vital component of appropriate, effective patient care.
When done poorly, it has the potential to negatively affect a
patient’s safety, care, and key outcomes.? During a hospitaliza-
tion, the multifaceted nature of communication and multidisci-
plinary approach to care provision can create communication
challenges and make fixing challenges difficult. In order to
more comprehensively move toward mitigation, it is important
to gather perspectives of key stakeholders, such as caregivers.
Caregivers are an integral part of their child's care during the
hospitalization and particularly at home during their child’s re-
covery. They are also a valued member of the team, particularly
in this era of family-centered care.’?? The perspectives of the
caregivers presented here identified both successes and chal-
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lenges of their communication experiences with the medical
team during their child’s hospitalization. These perspectives
included experiences affecting perceptions of communication
between the inpatient medical team and families; communi-
cation related to the teaching hospital environment, including
confusing messages associated with large multidisciplinary
teams, aspects of FCR, and confusion about medical team
member roles; and caregivers’ perceptions of communication
between providers in and out of the hospital, including types
of communication caregivers observed or believed occurred
between medical providers. We believe that these qualitative
results are crucial to developing better, more targeted inter-
ventions to improve communication.

Maintaining a healthy and productive relationship with pa-
tients and their caregivers is critical to providing comprehen-
sive and safe patient care. As supported in the literature, we
found that when caregivers were included in conversations,
they felt appreciated and valued; in addition, when answers
were not directly shared by providers or there were lingering
questions, nurses often served as "interpreters.”? Indeed,
nurses were seen as a critical touchpoint for many participants,
individuals that could not only answer questions but also be a
trusted source of information. Supporting such a relationship,
and helping enhance the relationship between the family and
other team members, may be particularly important consider-
ing the degree to which a hospitalization can stress a patient,
caregiver, and family.3"* Developing rapport with families and
facilitating relationships with the inclusion of nursing during
FCR can be particularly helpful. Though this can be challeng-
ing with the many competing priorities of medical providers
and the fast-paced, acute nature of inpatient care, making an
effort to include nursing staff on rounds can cut down on con-
fusion and assist the family in understanding care plans. This,
in turn, can minimize the stress associated with hospitalization
and improve the patient and family experience.

While academic institutions’ resources and access to sub-
specialties are often thought to be advantageous, there are
other challenges inherent to providing care in such complex
environments. Some caregivers cited confusion related to
large teams of providers with, to them, indistinguishable roles
asking redundant questions. These experiences affected their
perceptions of FCR, generally leading to a fixation on its over-
whelming aspects. Certain caregivers highlighted that FCR
caused them, and their child, to feel overwhelmed and more
confused about the plan for the day. It is important to find ways
to mitigate these feelings while simultaneously continuing to
support the inclusion of caregivers during their child’s hospi-
talization and understanding of care plans. Some initiatives
(in addition to including nursing on FCR as discussed above)
focus on improving the ways in which providers communicate
with families during rounds and throughout the day, seeking
to decrease miscommunications and medical errors while also
striving for better quality of care and patient/family satisfac-
tion.® Other initiatives seek to clarify identities and roles of the
often large and confusing medical team. One such example
of this is the development of a face sheet tool, which provides
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families with medical team members’ photos and role descrip-
tions. Unaka et al.* found that the use of the face sheet tool
improved the ability of caregivers to correctly identify providers
and their roles. Thinking beyond interventions at the bedside,
it is also important to include caregivers on higher level com-
mittees within the institution, such as on family advisory boards
and/or peer support groups, to inform systems-wide interven-
tions that support the tenants of family-centered care.? Efforts
such as these are worth trialing in order to improve the patient
and family experience and quality of communication.

Multiple studies have evaluated the challenges with ensur-
ing consistent and useful handoffs across the inpatient-to-out-
patient transition,®'%'2 but few have looked at it from the per-
spective of the caregiver.”® After leaving the hospital to care
for their recovering child, caregivers often feel overwhelmed;
they may want, or need, to rely on the support of others in the
outpatient environment. This support can be enhanced when
outpatient providers are intimately aware of what occurred
during the hospitalization; trust erodes if this is not the case.
Given the value caregivers place on this communication occur-
ring and occurring well, interventions supporting this commu-
nication are critical. Furthermore, as providers, we should also
inform families that communication with outpatient providers
is happening. Examples of efforts that have worked to improve
the quality and consistency of communication with outpatient
providers include improving discharge summary documenta-
tion, ensuring timely faxing of documentation to outpatient
providers, and reliably making phone calls to outpatient pro-
viders.¥% These types of interventions seek to bridge the gap
between inpatient and outpatient care and facilitate a smooth
transfer of information in order to provide optimal quality of
care and avoid undesired outcomes (eg, emergency depart-
ment revisits, readmissions, medication errors, etc) and can be
adopted by institutions to address the issue of communication
between inpatient and outpatient providers.

We acknowledge limitations to our study. This was done at
a single academic institution with only English-speaking partic-
ipants. Thus, our results may not be reflective of caregivers of
children cared for in different, more ethnically or linguistically
diverse settings. The patient population at CCHMC, howev-
er, is diverse both demographically and clinically, which was
reflected in the composition of our focus groups and inter-
views. Additionally, the inclusion of participants who received
a nurse home visit after discharge may limit generalizability.
However, only 4 participants had a nurse home visit; thus, the
overwhelming majority of participants did not receive such an
intervention. We also acknowledge that those willing to par-
ticipate may have differed from nonparticipants, specifically
sharing more positive experiences. We believe that our sam-
pling strategy and use of an unbiased, nonhospital affiliated
moderator minimized this possibility. Recall bias is possible,
as participants were asked to reflect back on a discharge ex-
perience occurring in their past. We attempted to minimize
this by holding sessions no more than 30 days from the day of
discharge. Finally, we present data on caregivers’' perception
of communication and not directly observed communication
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occurrences. Still, we expect that perception is powerful in and
of itself, relevant to both outcomes and to interventions.

CONCLUSION

Communication during hospitalization influences how care-
givers understand diagnoses and care plans. Communication
perceived as effective fosters mutual understandings and pos-
itive relationships with the potential to result in better care and
improved outcomes. Communication perceived as ineffective
negatively affects experiences of patients and their caregiv-
ers and can adversely affect patient outcomes. Learning from
caregivers’ experiences with communication during their
child’s hospitalization can help identify modifiable factors and
inform strategies to improve communication, support families
through hospitalization, and facilitate a smooth reentry home.
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