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ABSTRACT

PURPOSE Despite concerted actions to streamline care transitions, the journey
from hospital to home remains hazardous for patients and caregivers. Remark-
ably little is known about the patient and caregiver experience during care tran-
sitions, the services they need, or the outcomes they value. The aims of this study
were to (1) describe patient and caregiver experiences during care transitions and
(2) characterize patient and caregiver desired outcomes of care transitions and
the health services associated with them.

METHODS We interviewed 138 patients and 110 family caregivers recruited from
6 health networks across the United States. We conducted 34 homogenous focus
groups (103 patients, 65 caregivers) and 80 key informant interviews (35 patients,
45 caregivers). Audio recordings were transcribed and analyzed using principles of
grounded theory to identify themes and the relationship between them.

RESULTS Patients and caregivers identified 3 desired outcomes of care transi-
tion services: (1) to feel cared for and cared about by medical providers, (2) to
have unambiguous accountability from the health care system, and (3) to feel
prepared and capable of implementing care plans. Five care transition services or
provider behaviors were linked to achieving these outcomes: (1) using empathic
language and gestures, (2) anticipating the patient’s needs to support self-care at
home, (3) collaborative discharge planning, (4) providing actionable information,
and (5) providing uninterrupted care with minimal handoffs.

CONCLUSIONS Clear accountability, care continuity, and caring attitudes across
the care continuum are important outcomes for patients and caregivers. When
these outcomes are achieved, care is perceived as excellent and trustworthy. Oth-
erwise, the care transition is experienced as transactional and unsafe, and leaves
patients and caregivers feeling abandoned by the health care system.

Ann Fam Med 2018;16:225-231. https://doi.org/10.1370/afm.2222.

INTRODUCTION

espite concerted actions to streamline care transitions, the jour-

ney from hospital to home remains hazardous and frustrating for

many patients and caregivers, suggesting gaps still exist between
the services provided and services needed for a person to successfully
navigate a care transition. In research trials, multifaceted care transition
interventions have been shown to improve patient experiences and reduce
avoidable readmissions.'” However, efforts to disseminate these programs
to real world settings have achieved mixed results.®'® One reason may be
the tendency for health systems to modify evidence-based interventions
by clustering components from different protocols.'"'* These modified
care transition protocols may be effective in conserving resources, but
may be misaligned with essential needs of patients and caregivers. Little
research has focused on the patient and caregiver experience during care
transitions; consequently, the outcomes most important to them and the
care transition services that best meets their needs remain unclear.

To address this knowledge gap, we implemented Project ACHIEVE
(Achieving Patient-Centered Care and Optimized Health In Care Transi-
tions by Evaluating the Value of Evidence)'* in 2015, a study funded by
the Patient-Centered Outcomes Research Institute to compare the effec-
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tiveness of different clusters of evidence-
based care transition services in achieving
the outcomes most relevant to patients
and caregivers. To do this we designed a
pilot study to identify the care transition
outcomes most important to patients and
care givers and used that information to
create a conceptual model for how care
transition services and provider behaviors
are linked to achieving these outcomes.
We report the findings of our pilot study
that will serve as the foundation for
Project ACHIEVE's national survey. The
national survey will be administered to
more than 10,000 patients, family care-
givers, and health providers to determine
which clusters of care transition services
are most effective in achieving patient
and caregiver desired outcomes.

METHODS

We conducted a qualitative study using
focus groups and individual interviews
with patients and their family caregivers.
All participants provided informed con-
sent and the institutional review boards
for each of the sites approved the study
protocol. Data were collected between
March 1, 2015 and March 1, 2016.

Sample and Recruitment

We enrolled a total of 248 participants
(138 patients, 110 family caregivers),

of whom 168 participated in 34 homo-
geneous focus groups (103 patients,

65 caregivers) and 80 participated in key
informant interviews (35 patients, 45 care-
givers) (Table 1). Focus groups averaged
5 participants each.

Eligible participants were those with
experience as a patient or as a primary
caregiver who had experienced a care
transition within 90 days of enrollment.
Care transition was defined as an acute
hospitalization followed by discharge to
post-acute care at home or to a nursing
facility for stabilization and/or recovery.
Adult patients and family caregivers were
recruited from 6 health care networks in
6 geographic regions of the United States
(California, New England, Pennsylvania,
Louisiana, Kentucky, Colorado) through
electronic medical record queries, tele-

Table 1. Participant Demographics

Patient Caregiver
(n=138), (n=110), P
Characteristic No. (%) No. (%) Value
Age <0.0012
Range 20-90 19-81
Average (Mean + SD) 61.23 + 1454 55.67 + 11.88
Sex (missing = 1) <0.001
Male 59 (43.07) 18 (16.36)
Female 78 (56.93) 92 (83.64)
Non-Hispanic racial breakdown 0.832°
(missing = 3)
African American/black 47 (34.31) 41 (37.96)
White 67 (48.91) 52 (48.15)
White and African American/black 0 (0.00) 1(0.93)
Native Hawaiian/Pacific Islander 1(0.73) 0 (0.00)
American Indian/Alaskan 3 (2.19) 1(0.93)
Other 19 (13.87) 13 (12.04)
Hispanic/Latino/Spanish origin 25 (18.25) 22 (20.00) 0.727
(missing = 1)
Education level (missing = 1) <0.001
Did not start or finish high school 59 (43.07) 16 (14.55)
High school graduate or GED 29 (21.17) 36 (32.73)
Trade or vocational school 5 (3.65) 8 (7.27)
Some college or associates degree 28 (20.44) 20 (18.18)
College graduate (BA, BS) 7 (5.11) 15 (13.64)
Post-graduate degree 9 (6.57) 15 (13.64)
Employment (missing = 1) <0.001®
Full time 3(2.19) 36 (32.73)
Part time 5 (3.65) 8 (7.27)
Retired 50 (36.50) 29 (26.36)
Disabled 73 (53.28) 10 (9.09)
Unemployed or laid off 3 (2.19) 15 (13.64)
Other (homemaker, student, etc) 3 (2.19) 12 (10.91)
Qualifies as low health literacy 60 (43.80) 26 (23.64) 0.0009
(missing = 1)
Marital status (Missing = 2) N/A
Married 41 (30.15) N/A
Divorced or separated 31 (22.79) N/A
Single without partner 30 (22.06) N/A
Single with partner 11 (8.09) N/A
Widowed 23 (16.91) N/A
Health insurance (missing = 1) N/A N/A
Has Medicare 135 (98.54) N/A
Has Medicaid 93 (67.88) N/A
Has Medicare & Medicaid 91 (66.42) N/A
Has 3 or more chronic conditions 103 (75.18) N/A N/A
(missing = 1)
Screened positive for depression (miss- 40 (29.20) 17 (15.45) 0.011
ing = 1) (Score >10 on PHQ8)
Screened positive for anxiety (miss- 35 (25.55) 23 (20.91) 0.393

ing = 1) (Score >10 on GAD7)

GED = general equivalency diploma; BA = bachelor of arts; BS = bachelor of science; PHQ = per-

sonal health questionnaire; GAD = general anxiety disorder.
N/A indicates responses only provided by patient group.
P values calculated using the x? method unless noted.

22 sided t-test
bFisher’s exact test
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phone calls, and referrals. Snowball sampling was used
to identify additional patients and caregivers. Low
health literacy was confirmed based on responses to a
2-item validated question set: How confident are you
in filling out medical forms by yourself> and Do you
usually ask someone to help you read materials you
receive from the hospital?”® Low socioeconomic status
was determined based on Medicaid eligibility.

Data Collection

Trained qualitative researchers conducted semis-
tructured focus group interviews and key informant
interviews in English and Spanish. Each focus group
had a facilitator and a note taker.'® Researchers inter-
viewed participants via telephone or at the patient
bedside to increase participation among frail elders
and those with physical disabilities. Interviews aver-
aged 45 minutes duration while focus groups averaged
75 minutes in length and followed a semistructured
interview guide. The guide questions (Table 2) were
designed to elicit the outcomes of care most important
to patients and caregivers and to identify the services
that best supported achievement of these outcomes.
Focus group discussions and individual interviews were
audio recorded and transcribed. Interviews conducted
in Spanish were transcribed in both Spanish and Eng-
lish. Data analysis was ongoing throughout the study
period, and ended when new salient themes ceased to

surface and data saturation was attained.'”'

Management and Analysis

The core analysis team consisted of a family physician
(S.E.M.), a medical anthropologist (L.L.), and a quali-
tative researcher (V.L.). Ten trained research assistants
participated in data coding and analysis. We used

an inductive approach to the data analysis to allow
unanticipated themes and relationships to emerge.
Data were deidentified and analyzed with NVivo 9
software (QSR International) using a multi-phased
coding approach consistent with grounded theory.'
Focus group data were analyzed first and used to

Table 2. Interview Guide Questions

How were you prepared for going home? Please describe how
your needs were addressed.

How did you feel when providers were preparing you to leave the
hospital?

What was it like for you during the first few days at home after
leaving the hospital?

In your mind, what do people care most about when they are
going home from the hospital?

What helped you most once you returned home, and what was
difficult?

What could have made your transitional care experience better?

create an initial codebook using the grounded theory
strategy of coding transcripts line by line, using code
labels closely resembling participants’ own words and
phrasing, and adding new codes as needed.'®'"2° Each
transcript was coded by 2 independent researchers
using the code book.?° Coding discrepancies were
resolved through negotiation with an expert qualita-
tive researcher present. All coders wrote detailed
analytical memos which were discussed to identify
emerging themes and categories. A total of 194 initial
codes were created and consolidated into 42 parent
concept codes. These were then organized into 21
broader category codes and finally into 8 themes by
group consensus using an axial coding approach."
Commonalities and differences in perspective
between patients and caregivers were analyzed using
a constant comparative analysis approach. Parent and
category codes were consolidated to create a concep-
tual model of care transition outcomes prioritized by
participants and the processes of care aligned with
each outcome (Figure 1). We considered alternative
models to describe the relationship between themes.
We validated our findings and conceptual model by
presenting them to the Project ACHIEVE Stakeholder

Advisory Group for their comments and suggestions.

RESULTS

Among patient participants, the average age was 61
years (range 20 to 90 years), 57% were female, 30%
married, 18% Hispanic with 49% non-Hispanic white
and 34% non-Hispanic black, 44% were low health lit-
eracy, 29% screened positive for depressive symptoms,
all were Medicare beneficiaries, and 66% were insured
by both Medicare and Medicaid. Caregiver participants
were predominantly female (84%) with an average age
of 56 years (range 19 to 81 years), 24% were low health
literacy and 15% screened positive for depressive symp-
toms. Additional details are found in Table 1.
Participants identified 3 outcomes they believed to
be integral to safe and manageable care transitions: (1)
feeling cared for and cared about by medical providers,
(2) having unambiguous accountability on the part of
the health care system, and (3) feeling prepared and
capable of executing the care plan upon discharge.
Five themes related to key processes of care, defined as
care transition services and/or provider behaviors, were
identified: (1) using compassionate, empathic language
and gestures when communicating with patients and
families; (2) anticipating patient and caregiver needs to
support self-care at home; (3) engaging in collaborative
discharge planning; (4) providing actionable informa-
tion; and (5) providing uninterrupted care through
the point of the patient's recovery. When participants’
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Figure 1. Conceptual model of relationship between care transition outcomes desired by patients and
caregivers and care transition services and provider behaviors across the care continuum.
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desired outcomes were realized, participants charac-
terized care as excellent and trustworthy, caregivers
experienced less distress, and reported adherence to
discharge plans was increased. When desired outcomes
were unmet, patients and caregivers felt deserted by
the health care system, and they perceived medical
care as transactional and unsafe.

We synthesized the views of patients and caregiv-
ers regarding the key elements of care transitions into a
conceptual model. Figure 1 illustrates this model of how
care transition services and provider behaviors (pro-
cesses of care) support the desired outcomes. Overall,
patients and caregivers shared similar perspectives on
desired care transition outcomes. There were, however,
key differences between patients and caregivers in the
processes of care that were identified as essential within
the themes of collaborative discharge planning and antic-
ipating needs. With respect to collaborative discharge
planning, caregivers reported that health professionals
often devised discharge plans that required caregiver
cooperation without eliciting caregiver input regard-
ing the feasibility of the plan. Caregivers described the
resulting transition experience as fraught with risk and
distress because caregivers were unable, unwilling, or
inadequately trained to carry out the plan. While this
same scenario was sometimes raised by patient par-
ticipants, overwhelmingly, caregivers emphasized the
importance of engaging them in discharge planning.

Caregivers stressed the importance of eliciting
and anticipating caregiver needs so they would be
prepared and confident to deliver home care and
have the resources to needed to successfully imple-
ment the discharge plan. Perspectives of patients and
caregivers commonly differed on the requirements for

home-based support such as home health nursing and
personal care assistance. Caregivers often described
how the patient declined offers from care managers

to arrange for a visiting nurse or home health aide to
assist with personal care or medical care at home, pre-
ferring instead that their caregiver perform those tasks.
For the patient, the preference was noted as a matter of
personal comfort, dignity, or to avoid having strangers
in the house. Yet, according to the caregiver, the fam-
ily did indeed need these additional supports and with-
out it, the caregiver was left poorly prepared and with
inadequate resources to manage safely alone.

Feeling Cared For and Cared About

Through the Care Transition

Fundamental to a successful care transition is the
universal need for compassionate communication and
empathy, characterizing both the patient’s and care-
giver's experience of how care is delivered (bottom of
Figure 1). This element of the care transition experi-
ence is tightly linked to the overarching goal of feeling
cared for and cared about (top of Figure 1). Patients
and caregivers reported poor experiences when health
care teams failed to act with empathy and compas-
sion or to work collaboratively for safe care transition.
Participants unanimously expressed a wish for health
professionals to sincerely convey their concern for,
and commitment to, the patient's recovery and care-
giver's well-being. Participants who felt a strong sense
of concern from their health professionals described
their doctors and nurses as attentive, supportive,
compassionate, and dependable. Doctors and nurses
who knew participants by name and sat down when
talking with them created a feeling of presence and
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demonstrated patience and compassion. More often,
however, participants reported that their need for sup-
port and empathy was overlooked, causing doubt and
mistrust and causing families to step in to advocate on
the patient's behalf. According to one patient (ID 036),
“If it weren't for family at my hospital, you would not
be cared for...because the nursing staff is not gonna
[sic]...go out of their way to do anything for you and
when you call for them, they may or may not come.”
Participants revealed that when health care is delivered
without care and compassion, sick people are made to
feel like an inconvenience to the very individuals upon
whom they rely for medical care, pain relief, nutrition,
and ultimately, survival. Health care delivered in the
absence of empathy is experienced as transactional.
The typical consequences of dispassionate medical
care were high levels of caregiver distress, deteriora-
tion in the patient’s condition, nonadherence to care
plans, and animosity toward the health care system.
For those patients and caregivers treated by teams that
delivered care transition services with caring attitudes,
however, the outcomes were positive, and included
trust in providers and better care plan adherence.

Unambiguous Accountability From the

Health Care System

Participants desired unambiguous accountability from
the health care system through the point of recov-
ery or to a stable state of health. This outcome was
described as knowing who on the health care team (ie,
physician) was responsible for overseeing their care
plan, and to whom they could turn for advice or medi-
cal care at any point during a care transition. When
evident, this clear channel of responsibility and access
to care provided needed reassurance and cultivated
trust. Lack of accountability was underscored when
participants were unable to name their physicians, did
not have a reliable mechanism to access services or
advice following discharge, and experienced clumsy
transfers between hospital and community providers.
The uncertainty precipitated by these experiences
resulted in participants feeling unknown by their care
teams, anxious about their wellbeing, and alone as they
navigated between locations of care. One participant
(ID 015) described the sense of abandonment when a
problem arose at home with her loved one and there
was nobody to call for advice, “...it's like being thrown
out in the middle of a lake and [you're] expected to
swim to shore and [you're] frantically searching for
somebody on the other side of the lake to help you.”

Feeling Capable of Executing the Care Plan
Participants felt a sense of caring from health pro-
fessionals when staff took time to ensure they were

prepared and capable of carrying out the care plan on
their own. Participants reported a need for hospital
staff to prepare and educate patients and caregivers on
care plan implementation. When fully prepared, par-
ticipants reported increased confidence and ability to
adhere to care plans and a stronger trust in providers.
Participants wished to be prepared to handle poten-
tial complications in order to avoid emotional distress
and worry. Caregivers were especially concerned
about being properly trained to provide home care,

as described by this participant (ID 022), “[sJomebody
should've advised me on what the aftercare was gonna
[sic] be. If you're gonna [sic] hold me accountable to

be the nurse, then you need to train me to be the
nurse.” One caregiver (ID 034) likened the care transi-
tion experience to "being in the wilderness,” a feel-
ing that stemmed from the recognition that patients
and caregivers “"don't know what they don't know”
about managing medications, providing wound care,
and monitoring for worrisome signs of deterioration.
This uncertainty about self-care and caregiving often
resulted in anxiety among patients and caused a peak
in caregiver stress resulting in an overwhelming fear of
inadvertently doing harm to a loved one.

Anticipating Care Needs

Participants reported it was difficult to anticipate

their needs for home-based care, supplies, transporta-
tion, medications, and medical equipment following

a hospital stay. One caregiver (ID 034) described her
experience, “[i]t's not until you get into the wilder-
ness at home that you realize, '[o]h my gosh, this isn't
working out well.'.. it's at that moment that you end up
discovering the vastness of what you don't know.” Par-
ticipants wanted medical providers to anticipate what
they will need to manage the care plan outside of a
medical facility. One participant (ID 043) described
how her health care team effectively anticipated her
needs, “[t]hey set up the doctor's appointments [a]nd
they filled the prescriptions in the pharmacy down-
stairs for me...they explained it line by line to me,...
that all helped.” Participants described anticipating
needs for successful transition to home as a fiduciary
responsibility, to ensure the patient would avoid
complications or adverse events, as well as prevent-
able returns to the hospital. One patient (ID 012)
expressed feeling helpless when hospital staff failed

to arrange for home services he felt were critical to
recovery, “[I was] sicker than | have ever been in my
life...[a]nd they did not give me any type of home ser-
vices. I didn't have a nurse. [ didn't have a home health
care aid. [ didn't have anything...[a]nd then [ got sick
again, [and an] ambulance had to come take me [back
to the hospital].”

ANNALS OF FAMILY MEDICINE + WWW.ANNFAMMED.ORG *+ VOL. 16, NO. 3 + MAY/JUNE 2018

o 22 di



CARE TRANSITIONS

Collaborative Discharge Planning

Involvement in discharge planning was described as
crucial and made participants feel supported by clini-
cians. A caregiver (ID 055) explained, "l was very glad
that they included me...my involvement in the [dis-
charge] decision making was crucial.” When patients
and caregivers were not involved, they felt disregarded
by hospital staff and that care plans did not reflect their
preferences or needs. One patient said, (ID 027) “I felt
that the hospital [staff]...made decisions for me that |
didn't want made and they never consulted me...it just
really upset me that they made all these arrangements
without asking me."

Providing Actionable Information

Participants valued timely communication about the
patient’s illness, diagnosis, planned treatments, and
progress toward recovery. They reported feeling capable
of carrying out complex discharge plans when provided
actionable information, characterized as tailored and
easily understood, and training on clinical skills with
supervision. If staff did not provide actionable informa-
tion and care training, patients and caregivers struggled
to adhere to discharge plans, experienced overwhelming
stress, and ultimately felt deserted by the health care
team. A caregiver (ID 026) described haphazard com-
munication with the care team, relaying “[w]e struggled
for information every single day...I had to piece all of
this together. ..l would've liked more guidance.”

Uninterrupted Care

Uninterrupted care was characterized as seamless care
across the care continuum, from physicians to home
care providers known to the patient and caregiver. For
many, continuity in care cultivated a sense of being
known as a person and created greater confidence,
engagement, and trust in the medical care. Participants
reported that the many handoffs and lack of familiarity
with patients and their caregivers that occurred dur-
ing a care transition compromised the sense of feeling
known by medical providers. One (ID 015) voiced his
concerns, stating "hospitalists are not familiar with you
whatsoever...you can't deal with your regular doctor,
you have to deal with the hospitalists, and [ hate that
because...they're not familiar with you, they don't
know your health history, anything.” Overall, partici-
pants wished for fewer handoffs and preferred the same
providers to be involved in their care from hospital to
the outpatient and home setting.

DISCUSSION

Our study is the most comprehensive examination
to date of the patient and caregiver care transition

experience. Participants depicted their experiences
across the care transition continuum as challenging
and flawed. The positive experiences reported were
characterized by continuity, compassionate care, and
accountability in the health care system. Negative
care transition experiences involved care perceived as
transactional and anonymous, leaving participants feel-
ing fearful and abandoned. Our findings suggest that
the consequences of poor care transition experiences
are substantial in that they create mistrust, anxiety,
and confusion; often precipitate family conflict; and
ultimately lead to inefficient care delivery, avoidable
health system use, and delayed recovery. Meanwhile,
the potential benefits of effective communication, con-
tinuity of care, and anticipation of patients’ needs are
considerable and include patient satisfaction, caregiver
self-confidence, and better adherence to care plans.

Shared decision making, compassionate communi-
cation, health literacy precautions, and language trans-
lation services are well documented in the literature
as integral components of care."?!"?* Reviews of best
practices during care transitions already emphasize
the importance of organizing follow-up care and home
services, addressing financial and psychosocial barri-
ers during care, providing teach-back communication,
ensuring medication reconciliation, and coordinating
between physicians.?*?® Participants interviewed in this
study repeatedly cited these transitional care compo-
nents as severely lacking or inconsistently delivered,
suggesting our health care system continues to strug-
gle with demonstrating accountability to the patient
and delivering satisfactory transitional care.

The diversity of our study sample constitutes a
major strength of this study. The main limitation is
that we were unable to directly compare the transi-
tional care components received from the participants
perspective to those actually delivered. This will be
addressed in the full Project ACHIEVE analysis. None-
theless, our findings are evident—clear accountability,
care continuity, and caring attitudes are essential
health care needs of patients and caregivers navigat-
ing care transitions. Serious gaps exist between the
services needed and the services provided during these
transitions. Health systems must learn how to better
prepare patients and caregivers for care at home and
design accessible channels for ongoing support in order
to ensure the journey from hospital to home is safe and
supports each person's recovery.

To read or post commentaries in response to this article, see it
online at http://lwww.AnnFamMed.org/content/16/3/225.

Submitted February 15, 2017; submitted, revised, October 26, 2017;
accepted November 18, 2017.
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