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OBJECTIVES: To describe trends in caregiver stress
and stress-related symptoms (anxiety, depression,
fatigue, and sleep disturbance) across 12 weeks
post-transplantation.

SAMPLE & SETTING: 11 caregivers were recruited from
a National Cancer Institute-designated comprehensive
cancer center’s bone marrow transplantation (BMT)
outpatient clinic in the southeastern United States.

METHODS & VARIABLES: A visual case-oriented
analysis was conducted on data from 11 caregivers’
weekly self-reported data to identify trends after
allogeneic BMT.

RESULTS: The authors identified three primary
trends as follows: U-shaped (highest symptoms at
start of transplantation and end of study; n = 3),
negatively sloped (highest symptoms at beginning of
transplantation and decreasing over time; n = 2), and
V-shaped predischarge (highest symptoms at start of
transplantation and right before discharge home; n =
4). Two caregivers did not have postdischarge data
because of patient death prior to study completion.

IMPLICATIONS FOR NURSING: Caregivers
may benefit from additional support to manage
their stress-related symptoms at the start of
transplantation and just before discharge.
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amily and friend caregivers are increas-

ingly relied on to care for patients re-

ceiving an allogeneic bone marrow

transplantation (BMT) during the per-

itransplantation period (just before
transplantation and 12 weeks after transplantation).
Caregiving during the peritransplantation period is
often accompanied by caregiving-related stress and
downstream effects on caregivers’ health (e.g., high
risk of anxiety, depression, fatigue, and cardiovascular
disease) (Schulz & Beach, 1999; Stenberg et al., 2010;
Trevino et al., 2017). Patients undergoing BMT are be-
ing discharged earlier to ambulatory and home care,
with clinical care responsibilities shifting to caregivers
and likely increasing the burdens that caregivers expe-
rience (Applebaum et al., 2016). In more recent care
models, BMT recipients have been discharged to the
responsibility of their caregivers as early as a few days
after transplantation. Caregivers’ experiences with
transition from inpatient to outpatient and home care
when their stress levels are likely heightened have not
been well described (Applebaum et al., 2016; Kisch et
al,, 2021).

Background

Caregivers are crucial in the care of recipients of
allogeneic BMT, and their ability to provide care
is directly affected by the caregivers’ own health.
Because caregivers are so essential, BMT programs
require patients to identify at least one primary care-
giver before initiating transplantation (Applebaum
et al., 2016; Foster et al., 2005). The caregiver must
be committed to providing care 24 hours a day, seven
days a week during the peritransplantation period
(Applebaum et al., 2016; Foster et al., 2005). Patients
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are usually hospitalized until they are deemed med-
ically stable, they are able to maintain their weight
and nutritional status, and there is consistent evi-
dence that the patient’s white blood cells have
returned and the BMT has engrafted. At that point,
if their permanent residence is distant from the BMT
center, patients will move to temporary housing for
as long as one year and are followed on an outpatient
basis. Outpatient care consists of daily clinic visits
and caregiver-driven, round-the-clock monitoring
for transplantation-related side effects and toxic-
ities (e.g., graft-versus-host disease, mental status
changes, psychosocial issues) (Atilla et al., 2017;
Bergeron, 2017; Maffini et al., 2017). Although patients
are receiving outpatient follow-up, their caregivers
are solely responsible for managing medications,
transporting to and from clinic visits, monitoring for
signs and symptoms of BMT-related complications,
and deciding whether to contact the healthcare team
(Von Ah et al., 2016; Williams, 2007). Little is known
about how care setting transitions from hospital to
outpatient care and subsequent changes to caregiving
demands affect caregiver stress experiences.

Caregivers typically are screened prior to trans-
plantation to ensure that they are capable of
physically and mentally caring for patients undergo-
ing BMT (Gemmiill et al., 2011). Follow-up monitoring
of the caregiver can range from informal check-ins
during a patient’s clinical visit to formal assessment
through distress screening (Wulff-Burchfield et al.,
2013). The latter is often a rare occurrence because
the visit typically focuses on the patient. Longitudinal
work done by Kisch et al. (2021) highlighted that the
greatest needs of caregivers of allogeneic BMT recipi-
ents included dealing with their feelings and knowing
what to expect in the future, and that these needs do
not always diminish over time.

Several factors may place caregivers at increased
risk for caregiving-related stress, including being
younger (aged younger than 35 years) (Kent, 2020)
and having multiple caregiving roles (Bevans &
Sternberg, 2012; Simoneau et al., 2013). Younger care-
givers (aged younger than 35 years) may have less life
experience in managing demands of caregiving than
their older counterparts (Kent, 2020). Competing
responsibilities for children (aged o-17 years) or
older adult family members may detract time and
attention from patients undergoing BMT (Bevans &
Sternberg, 2012; Simoneau et al., 2013). More inten-
sive caregiver monitoring and psychosocial support
may be needed for caregivers with multiple risk fac-
tors at pretransplantation screening. In addition, past
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research has demonstrated that, despite seemingly
burdensome situations, caregivers of patients with
cancer are still able to experience positive emotions
(Li & Loke, 2013). However, it is unknown to what
extent caregivers of allogeneic BMT recipients are
able to experience positive emotions throughout the
peritransplantation period.

The literature lacks an in-depth examination of
the psychological and stress-related symptom expe-
riences of caregivers transitioning from caring for
patients as inpatients to caring for them in the ambu-
latory setting. Using a visual case-oriented approach,
the authors aimed to describe the caregiver’s experi-
ence during an 8- to 12-week period after the patient’s
allogeneic BMT. The authors will (a) describe trends
in caregiver stress and psychoneurologic (PN)
symptoms (anxiety, depression, fatigue, and sleep
disturbance) 8-12 weeks post-transplantation and (b)
describe contextual themes that explain trend pat-
terns in PN symptoms. The authors also examined
an exploratory aim focused on identifying whether
caregivers of recipients of allogeneic BMT experience
positive emotions throughout the peritransplantation
period. Results from this study will be used to identify
specific times when monitoring for caregiving-related
stress and stress-related symptoms should be initi-
ated and completed.

Theoretical Framework

A synthesis (Tan, Santacroce, et al., 2022) (see
Figure 1) of the psychoneuroimmunology-based
paradigm (McCain et al., 2005; McCain & Smith,
1994) and the Broaden-and-Build Theory of Positive
Emotions (Fredrickson, 2004, 2013) guided the
primary study. The synthesized theory, “Theory of
Chronic Stress Responses and Positive Emotions in
the Context of Cancer Caregiving” (Tan, Santacroce,
et al., 2022), informed the study design (semistruc-
tured interview guide) and analysis. This theory
describes the complex psychological and physiologic
processes that occur during chronically stressful
caregiving, such as caring for an individual receiv-
ing an allogeneic BMT. When caregivers experience
stressors, they subsequently appraise the stressor
(benefit, threat, neutral appraisal), which then trig-
gers the brain to produce interacting psychological
(emotions) and physiologic (biologic changes and
PN symptoms) changes. In this article, the authors
focus on the psychological processes (self-reported
positive and negative emotion), stress-related
health outcomes (self-reported stress-related symp-
toms), and caregiving context (demographics and
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FIGURE 1. Theory of Chronic Stress Responses and Positive Emotions in the Context of Caregiving for Adults
With Advanced Cancer
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Note. A dashed line indicates an upward spiral.

qualitative interviews); a forthcoming article will
report biologic data from this study.

Methodology

A 12-week longitudinal case-oriented design was used
to examine the stress and stress-related symptom expe-
riences of 11 primary caregivers of patients undergoing
an allogeneic BMT (Tan et al., 2021). The University
of North Carolina (UNC) at Chapel Hill Institutional
Review Board (IRB) and the Lineberger Comprehensive
Cancer Center Protocol Review Committee provided
ethical approval prior to study initiation. In this arti-
cle, the authors report on the quantitative trend results
and contextual details from qualitative data (monthly
interviews and research field notes).

The authors used maximum variation sampling
(Patton, 2002) to identify participants being treated
at a BMT outpatient clinic at the UNC Lineberger
Comprehensive Cancer Center in Chapel Hill.
Participants were recruited using maximum varia-
tion sampling based on characteristics suggested by
the literature to affect caregiving-related stress (i.e.,
age, gender, and employment). The authors collected
data at the UNC Hospitals BMT outpatient clinic,
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intermediate-stepdown BMT unit, and home or tem-
porary housing after discharge.

Eligible patients were identified from the BMT
program schedules based on the following criteria:
(a) scheduled to receive an allogeneic BMT in the
next month, (b) aged 18 years or older, and (c) pro-
ficient in English to provide informed consent and
authorization for abstraction of specific demographic
and clinical data from their electronic health record.
Eligible caregivers had to be (a) a designated care-
giver of an eligible patient, (b) an adult aged 18 years
or older, and (c) proficient in English well enough to
provide informed consent and participate in study
activities. Full recruitment procedures can be found
in an associated protocol manuscript (Tan et al.,
2021).

Survey Measures

Demographics: Caregiver demographic and socioeco-
nomic items were collected using a modified version
of the BRICS NINR (Biomedical Research Informatics
Computing System National Institute of Nursing
Research) Demographics survey (National Library
of Medicine, 2016). Four additional context-related
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items were also included (relationship to patient,
duration of relationship, multiple caregiving respon-
sibilities, and shared caregiving).

Stress: Weekly self-reported perceived stress
was collected using the National Institutes of Health
(NIH) Toolbox Perceived Stress Fixed Form Age 18+,
version 2.0 (Kupst et al., 2015). Participants were asked
to rate their stress experiences in the past week using
a five-point Likert-type scale ranging from o (never)
to 4 (very often) (e.g., “How often have you been
upset because of something that happened unexpect-
edly?”). A total score (range = 0—40) was calculated by
summing item responses; higher scores indicate more
perceived stress (Kupst et al., 2015). Reliability for the
NIH Toolbox Perceived Stress Fixed Form Age 18+ is
o = 0.91 (Kupst et al., 2015).

Stress-related symptoms: Stress-related symp-
toms were measured via the Patient-Reported
Outcomes Measurement Information System-29
Profile (PROMIS-29 Profile). The PROMIS-29
Profile consists of the four-item short-form versions
of eight domains. The following four domains were
measured in this study: anxiety, depression, fatigue,
and sleep disturbance (Bjorner et al., 2014; Flynn
et al,, 2015; Merriwether et al., 2017). Participants
were asked to indicate how often they experienced
a particular symptom in the past week on a scale
from 1 (never) to 5 (always). Each domain score was

TABLE 1. Caregiver Sample Characteristics
(N=11)

Characteristic X SD Range
Age (years) 57.8 13.3 30-76
Characteristic n
Gender

Female 8
Male 3
Race

Non-White 2
White

Ethnicity

Hispanic 1
Non-Hispanic 10
Education level

Associate degree 3
Bachelor's degree 4
Master’s degree 4
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calculated by averaging items; a higher average score
indicates more symptoms experienced (Bjorner et
al., 2014; Flynn et al., 2015; Merriwether et al., 2017).
A single total stress-related symptom score was gen-
erated by summing the totals of each domain score
(range = 0-16).

Semistructured Interview

The semistructured interviews explored caregiving-
related experiences. Interviews were conducted every
four weeks, audio recorded, and transcribed verbatim.
Aliases were assigned to each participant for report-
ing purposes.

COVID-19-Related Changes

Because of the COVID-19 pandemic, in-person data
collection stopped in March 2020 to reduce commu-
nity spread. The three remaining participants were
asked to continue in the study remotely. IRB approval
was granted for the modification. No data were miss-
ing for the remaining three participants, monthly
interviews were completed via telephone and audio
recorded, and surveys were emailed or text messaged
weekly.

Data Analysis
R statistical software was used to calculate descrip-
tive statistics for each variable. For every continuous
variable, the mean, standard deviation, median, and
range were calculated. For each categorical vari-
able, frequencies and percentages were calculated.
The first author analyzed trends in person-reported
data using a case-oriented visual analysis to describe
trends during the 12 weeks post-transplantation. The
first author graphically assembled weekly survey
data along a days-since-transplantation timeline and
visually searched for trend patterns (Docherty et al.,
2016). The survey symptom data were plotted across
time (days since transplantation) as a line chart of
symptom scores for anxiety, depression, fatigue,
and sleep disturbance; contextual information was
included in text boxes along the graph (e.g., days since
transplantation, clinical events, day of discharge).
Qualitative themes provided insights into expe-
riences of caregiver stress and psychological states
and influencing factors, as well as contextual ground-
ing for each case. Monthly interviews were coded for
patient events, such as patient transitions in care (e.g.,
discharge from hospital, medical emergencies), and
caregiver events, such as accessing social support (e.g.,
talking with a pastor). From the list of coded events,
a case summary was created for each participant that
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included information about other contexts of care-
giving, such as shared caregiving responsibility, other
caregiving responsibilities for children or other family,
work status, and other life circumstances. Each partic-
ipant’s trend graph was examined with the associated
case summary and across similar trend types to iden-
tify common themes that may explain trend changes.
Common trends were named by their visual appearance
(e.g., U-shaped), and each case was organized into trend
type; the resulting trend types and categorization were
reviewed by another member of the research team.

Results

Sample Characteristics

Caregivers’ ages ranged from 30 to 76 years (X = 57.8
years, SD = 13.3); patients’ ages ranged from 35 to 75
years (X = 61.3 years, SD = 11.1) (see Tables 1 and 2). Of
the 11 patients, the majority were diagnosed with acute
myeloid leukemia (36%) or myelodysplastic syndrome
(36%). Most patients were male (73%), almost all were
White (91%), and all were non-Hispanic. Of the 11 care-
givers, all had at least some college, and most were
female (73%), White (82%), and non-Hispanic (91%).

Caregiver Stress Response Trends

Across 8-12 Weeks Post-Transplantation

For each caregiver, scores were plotted against days
since transplantation for perceived stress, PN symp-
toms, anxiety, depression, sleep disturbance, fatigue,
and total symptom (see Figure 2). Notations were
made with vertical lines on each graph indicating
patient-related condition and environment changes,
such as intensive care unit transfers, discharge from
the hospital, and return to their own home. Mean
score and standard deviation for each self-reported
psychological process are reported in Table 3.

Perceived Stress

Caregivers’ perceived stress varied over time. Across
time and cases, the mean perceived stress score was
11.6, which demonstrated an average low to moderate
level of stress (range = 0-40). The highest perceived
stress was typically experienced at the beginning of
transplantation (X = 12.55, SD = 6.11) and at the end of
study follow-up at week 12 (X = 12, SD = 5.86). During
the week following discharge (week 6), caregivers
had the lowest perceived stress (X = 10, SD = 8.07).
Baseline interviews with caregivers highlighted that
caregivers felt stressed about “not knowing what to
expect when [the patient] received transplant” and
often had experiences during the admission process
that were stressful.

WWW.ONS.ORG/ONF

Total Symptom Score

Symptoms varied across time for caregivers’
self-reported anxiety, depression, fatigue, and sleep
disturbance. In caregivers who completed the full
12-week study, three main symptom trend line types
were identified as follows: U-shaped, negatively sloped
(downward over time), and V-shaped predischarge.
In U-shaped trends (e.g., Harriet, Jessica, and Emma)
(see Figure 2A), caregivers experienced their highest
stress-related symptoms at the start of transplanta-
tion and at week 12. Caregivers with U-shaped trends
had worsening symptoms after discharge. This may be
because of the caregiver having additional demands
caring for the patient related to returning home. For
example, two caregivers began working full-time again
(Harriet and Jessica), and one began caring for her chil-
dren and the patient at home by week 12 (Emma). Of
note, one participant who had a low symptom score on
weeks 10 and 11 had gone on vacation with her family
(Jessica).

Negatively sloped trend line patterns were iden-
tified in two caregivers; in these trends, the highest
stress-related symptoms were experienced at the
beginning of transplantation (e.g., Lily, Becca). These
caregivers reported fewer stress-related symptoms as

TABLE 2. Patient Sample Characteristics (N = 11)

Characteristic X SD
Age (years) 61.3 11.1
Characteristic

Gender

Male
Female

Race

Non-White
White

Ethnicity
Non-Hispanic
Cancer diagnosis

Acute myeloid leukemia
Myelodysplastic syndrome
Acute lymphoblastic leukemia
Other

Type of allogeneic transplantation

Matched unrelated donor
Haploidentical related donor
Matched related donor

Range
35-75

10

11

=N BB
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FIGURE 2. Participants’ Stress, Psychoneurologic Symptoms, and Emotion Trends
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Note. Perceived stress scores range from O to 40; a higher score indicates higher perceived stress. Psychoneurologic symptom scores range from
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tigue, and sleep disturbance) score ranges from 0 to 4; a higher score indicates more symptom experienced. Positive and negative emotion scores
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time went on. Lily and Becca often described that they
were “getting used to a new normal” and were feel-
ing more “confident in [their] ability to care for [the
patient].” Of note, Becca’s symptom scores were low
after discharge, and in interviews, she rarely described
feeling stressed (see Figure 2B). During interviews
after discharge, Becca often described the time with
the patient as a “second honeymoon” and that she was
“really enjoying [her] time with [the patient].”

V-shaped predischarge trends were identified in
four caregivers. In V-shaped predischarge trends,
stress-related symptoms were highest at the begin-
ning of transplantation and right before discharge.
After discharge, their stress-related symptoms were
either stable (e.g., Mark, Gretchen) or decreased over
time (e.g., Leanne, Amelia). In scenarios where the
patient died or went to the intensive care unit emer-
gently, caregivers had higher levels of stress-related
symptoms before the event (e.g., Victor, Eli). In one
case, Victor’s wife died suddenly, and Victor had
steadily increasing stress-related symptoms up until
the patient’s death. Caregivers’ symptom trends after
transplantation mirrored how the patient was doing
clinically. For example, caregivers described that
when patients’ energy levels improved, it “lessen[ed]
the workload” because the patient was able to be
more independent.

Anxiety Symptom Trends

Atbaseline, caregivers stated they felt anxious about the
unknown, including not knowing what would happen,
worrying about the transplantation not working, wor-
rying about their ability to provide care, and worrying

KNOWLEDGE TRANSLATION

m Case-oriented visual analysis is a useful method in identifying
symptom and experience trends in caregivers.

m Caregivers’ experiences and symptoms change throughout the
time after transplantation.

m Caregivers may be at higher risk for stress-related symptoms (anx-
iety and depression) at the start of transplantation and when wait-
ing for the patients’ blood counts to return.

about the patient dying. Three caregivers stated that
the reality of caregiving came prior to transplantation;
one stated that when the doctors were “talking about
the graft versus host, and we had to sign the papers and
everything. At the end was, ‘And this could end with
infection, and this leads to death.” Caregivers often
mentioned feeling anxious that “nothing was moving
up” when referring to the patient’s blood counts and
reported having anxiety in the weeks prior to discharge.
In some cases, caregivers said that they were anxious
to “get the patient home” and were “worried about if
something bad were to happen at home.”

Depression Symptom Trends

Nine caregivers whose patients were discharged to
outpatient follow-up and home care described feel-
ing more depressive symptoms while waiting for
recovery of the patient’s blood counts. Often, care-
givers described feeling depressed and impatient
that “things were not kicking in.” For example, Lily
stated that she was “starting to get a little depressed”

TABLE 3. Descriptive Statistics of Pooled Self-Reported Psychological Processes

Variable Scale Range X

Psychological states

Negative emotions 0-40 5.8
Perceived stress 0-40 11.6
Positive emotions 0-40 27.8

Psychoneurologic symptoms

Anxiety 0-4 0.9
Depression 0-4 0.5
Fatigue 0-4 1.4
Sleep disturbance 0-4 1.7
Total symptom burden 0-16 4.5

2Cronbach’s alpha

SD Range Reliability®
3.63 0-16 0.76
6.2 0-23 0.86
8.2 13-40 0.96
0.7 0-2.8 0.87
0.6 0-2 0.86
0.7 0.3-3.3 0.9
0.8 0.3-3.8 0.84
2.4 0.5-10.5 -

Note. Higher score indicates greater degree of emotion, symptom, or stress experienced.
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because there was a possibility that her husband
would have to stay at the hospital for another 28 days.
Lily stated, “If there’s no engraftment, plan B is like
kind of doing more chemotherapy backing almost
to the beginning.” Mark, Eli, and Jessica similarly
described that their depressive symptoms occurred
when they perceived that the patient’s white blood
cell count was not returning as they expected.

Sleep Disturbance and Fatigue Symptom Trends
Frequently, sleeping in the hospital was reported as
negatively affecting the caregivers’ ability to sleep.
Emma described her experience sleeping in the hos-
pital as follows:

Terrible . . . ‘cause you’re in the hospital and when
somebody’s comin’ in, you know, to check vitals
or do this and that . . . but it would get to where
you’re so tired you didn’t care. . . . You’d get used
to people comin’ in and out.

When patients and their caregivers returned to
their own homes, their sleep disturbance symptoms
were typically lower. In addition, caregivers who
described having anxiety or worry also tended to
report during interviews and self-report that they
had more sleep disturbance. For example, Gretchen
reported experiencing problems with sleep during
the 12 weeks after transplantation. She stated that
she could fall asleep but would “wake up very early,
and then [she] couldn’t go back to sleep” because
she would “wake up worrying about things.” Eli
often reported experiencing “bad dreams start up”
and that it was “driving [him] nuts” because he
would lay there and “try to rest and just have all
these bad thoughts going through [his] head of what
might happen.”

Discussion

Using a multimethod case-oriented approach,
the authors described the stress-related symp-
tom experiences of 11 caregivers of allogeneic
BMT recipients during the 12 weeks after trans-
plantation. The authors found the following three
primary stress-related symptom trends in care-
givers: U-shaped, negatively sloped, and V-shaped
predischarge. Although caregivers had overall low
to moderate stress-related symptom scores, they
still described having depression, anxiety, sleep dis-
turbance, and fatigue symptoms during interviews,
reported elsewhere (Tan, Fredrickson, et al., 2022).
The disconnect between qualitative descriptions

ONCOLOGY NURSING FORUM  NOVEMBER 2022, VOL. 49, NO. 6

and survey scores may be evidence that caregivers
still experience stress-related symptoms but below
the “clinical” threshold typically used in patients
who are chronically ill. The results of this study
identify specific time points when caregivers are
likely to experience more stress-related symptoms
and cases where positive emotions experientially
buffered stress-related symptoms in caregivers with
negatively sloped symptom trends. Specifically,
stress-related symptoms were highest in all trend
types before transplantation or just at the start of
transplantation, which could indicate the need
for earlier psychosocial or symptom management
interventions for these caregivers. Some caregivers,
specifically those with U-shaped trends, with higher
symptoms at the end of follow-up, may benefit from
additional support in comparison to caregivers
whose symptoms subside over time. Interventions
such as well-timed psychotherapy and psychoed-
ucational interventions could benefit caregiver
psychological health (for systematic reviews, see
Ferrell & Wittenberg, 2017; Lee et al., 2021).

The current findings provide further support
that caregivers of patients receiving BMT experience
caregiving-related stress (Applebaum et al., 2016). In
addition, some caregivers’ stress-related symptoms
(anxiety, depression, sleep disturbance, and fatigue)
showed increases over time after patient discharge.
In three unique cases, caregivers returned to work
full-time (n = 2) or resumed care of their young chil-
dren (n = 1). In these cases, increasing stress-related
symptoms were seen after discharge. Their qualitative
data demonstrated that a return to normal life after
discharge was accompanied by a return to normal life
demands. In comparison to other caregivers in this
study, these three caregivers were younger, with ages
ranging from 30s to 40s. Evidence has demonstrated
that younger adult caregivers are at unique risk for
caregiving-related stress because of their competing
life and role demands (Kent, 2020). In comparison to
caregivers who were already retired or who did not
have other caregiving responsibilities, caregivers who
work full-time or have additional caregiving respon-
sibilities for young children or parents may be at
increased risk for caregiving-related stress.

The current findings also provide initial descriptive
evidence for the “Theory of Chronic Stress Responses
and Positive Emotions in the Context of Cancer
Caregiving” (Tan, Santacroce, et al., 2022), in which
the authors hypothesize that cumulative experiences
of positive emotion can buffer the negative effects of
stress. The authors found that in the current sample
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of caregivers, participants experienced positive emo-
tions throughout the weeks post-transplantation,
despite the high intensity of care provided and uncer-
tainty surrounding allogeneic BMT.

Limitations

The current study focused on the experiences of
primary caregivers of allogeneic BMT recipients;
therefore, after the patient receiving a BMT died, they
were unable to continue the study with bereaved care-
givers. In addition, the authors note that the start of
the COVID-19 pandemic may have added additional
worry about caregiving because of risk of exposure for
the patient. The current study was also limited by the
lack of diversity of the sample.

Implications for Nursing and Future
Research

Caregivers are essential to cancer care. Despite being
heavily involved in the care of patients receiving alloge-
neic BMT, their health is not routinely followed during
the patient’s cancer care journey. Caregivers are typi-
cally screened for distress at baseline as an assurance
that the patient has someone available to provide “suf-
ficient support.” Support services for caregivers often
are not used even when they are available (Applebaum
et al., 2014). The authors highlight that although some
caregivers do better than others initially, certain situa-
tions may increase a caregiver’s need for support (e.g.,
emergent clinical changes like sepsis). The authors
recommend that health clinicians assess caregivers
beyond initial assessment before transplantation
(Gemmiill et al., 2011; Shaffer et al,, 2019). Nurse cli-
nicians are uniquely positioned to identify caregivers
who are at risk and provide holistic care.

Few studies have longitudinally examined care-
giving experiences. Additional exploration of the
experiences of different types of caregivers caring for
medically complex patients is needed, particularly as
care continues to transition to earlier discharge to
home and outpatient care. Research on younger adult
caregivers and historically marginalized or excluded
caregiving populations, such as marginalized sex
and gender caregivers, is needed. The current study
included one nonspousal caregiver, three younger
adult caregivers, and two caregivers from an under-
represented racial or ethnic group.

The authors sought to identify time points during
the peritransplantation period that may require tar-
geted intervention. Based on the current findings,
the authors identified that during the start of trans-
plantation and when waiting for BMT engraftment
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before discharge are two times that caregivers may
need additional support to manage their stress.
Interventions may be necessary before transplanta-
tion begins because caregiving for the patient often
begins before transplantation is even considered.

Conclusion

The current study’s findings provide a detailed
description of self-reported post-transplantation
symptoms and emotions of 11 caregivers of allogeneic
BMT recipients. This study is an initial step to better
understanding caregivers’ experiences and identi-
fying times when they may be at increased risk for
caregiving-related stress.
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