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Abstract

The COVID-19 pandemic likely exacerbated caregiving
challenges for caregivers of parents diagnosed with a blood
cancer. Providing care during a public health crisis presents a
complex web of uncertainties regarding cancer care, personal
health, and COVID-19 risk. Identifying caregivers’ uncertainty
experiences during the COVID-19 pandemic can be a first step
in learning where to direct resources or alter policies to ensure
that they can not only perform their caregiver role but also

cope in health-promoting ways. Using uncertainty management
theory, this study explored how the pandemic has impacted
adult child caregivers’ experiences caring for a parent diagnosed
with a blood cancer, as well as their experiences of uncertainty
and uncertainty management. As part of a larger study on
blood cancer caregivers’ needs, a survey was administered from
March 30 to June 1, 2020, to recruit caregivers through the
Leukemia and Lymphoma Society. A qualitative and quantitative
content analysis was conducted on open-ended responses from
84 caregivers. Caregivers described changes illustrating the
complexity of providing care during a pandemic: (a) increased
fears and uncertainty-related distress, b) reduced in-person
care opportunities, (c) increased isolation, and (d) enhanced
family communication. Caregivers with parents diagnosed

with acute blood cancers used significantly more uncertainty
management strategies and had more sources of uncertainty
than caregivers with parents living with chronic blood cancer
types. Findings highlight the need for supportive services to
help caregivers manage uncertainty and improve their capacity
to provide care in an unpredictable global health crisis. Such
support may reduce poor psychosocial outcomes.

Keywords
COVID-19, Caregiving, Blood cancer, Uncertainty

INTRODUCTION

The coronavirus disease 2019 (COVID-19) pandemic
has presented multiple challenges for cancer patients
and their caregivers. Given the emergent need for
social distancing and risks associated with in-person
care, clinicians have become more dependent on
family caregivers to help maintain complex care
within the home environment [1]. This is especially
critical for those at an increased risk for COVID-19
and at heightened risk of mortality if COVID-19 is
contracted, which is particularly the case for older
adults with a blood cancer [2].

Implications

Practice: Findings highlight the need for sup-
portive services in an unpredictable global health
crisis to help caregivers manage uncertainty, im-
prove their capacity to provide care, and reduce
their risk of poor psychosocial outcomes.

Policy: The study results help identify directions
for new resources or policy adjustments to en-
sure that adult child caregivers of a parent diag-
nosed with a blood cancer can not only perform
their role as caregiver but also cope in health-
promoting ways during the COVID-19 pandemic.

Research: This study helps illuminate how the
COVID-19 pandemic has impacted caregivers’
ability to provide care to their parent diagnosed
with a blood cancer and exasperated their uncer-
tainty and distress related to their parent’s care,
personal well-being, and COVID-19 risk.

Midlife adult children commonly become the pri-
mary caregiver for their parent after a blood cancer
diagnosis [3]. The median age at diagnosis for the
most common types of blood cancer (leukemia and
non-Hodgkin lymphoma) is 67 [4, 5]. Caring for an
aging parent with blood cancer can involve signifi-
cant challenges, including an immediate need for
treatment, life-threatening as well as lengthy treat-
ments, extended hospitalizations, frequent and
stressful emergency department visits, and complex
side effects [6—11]. Given the unique challenges as-
sociated with blood cancer care, families facing this
cancer type can be at a higher risk for psychological
distress than those coping with other types of can-
cers [9, 10]. Midlife adult child caregivers report sig-
nificant burden and stress with family functioning,
which can be heightened when they are sandwiched
between generations. Therefore, many are juggling
multiple roles while being a caregiver to their parent,
including demands within their own families, homes,
and professional lives [3].
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Maintaining critical care regimens became even
more complicated as the world had to quickly shut-
down in response to the pandemic, forcing patients
and caregivers to shelter-in-place [1]. Clinicians in
palliative, chronic care, and oncology have called for
a research agenda that identifies the unique issues
facing patients and their caregivers during this pan-
demic [12] and the need to develop a multidiscip-
linary approach to palliative care [12]. There is an
immediate need to build resources and enact policy
changes to reduce or minimize suffering [12]:

As crisis standards and protocols are redeveloped and
refined during this pandemic, we must consider how
decisions will affect not only the care family caregivers
are able to provide but also the health and well-being
of caregivers themselves. [1] p. e66

The pandemic has likely exacerbated caregiving chal-
lenges. Caregivers already experience significant psy-
chological distress as well as social distancing, and
isolation to reduce the spread of COVID-19 could
further inhibit both caregivers’ mental health and
that of patients [1, 13]. Moreover, caregiving can in-
volve extreme economic insecurities. This can be
further amplified during a pandemic in which job or
financial security is threatened [1, 13]. Caregivers also
face challenges with ensuring their loved one’s phys-
ical care, as their care may be uncertain or restricted
during a public health crisis in which decisions might
prioritize COVID-19 risk reduction and public health
needs[1, 13]. The health care system needs to support
“frontline family caregivers,” thereby recognizing
that the care of seriously ill patients has become re-
liant on family members faced with providing care in
the midst of heightened uncertainty [1].

Uncertainty management and blood cancer caregiving
during COVID-19

Providing care during a pandemic presents a complex
web of uncertainties that are likely compounded by
the fact that caregivers must now find a way to juggle
their parent’s blood cancer care needs, their own
personal health, as well as their family’s health and
related risks of exposure within the realm of a global
public health crisis. Identifying caregivers’ needs
is paramount, which includes understanding care-
givers’ needs within an extreme context of ongoing
uncertainty. As Mishra et al. [13] noted:

Cancer has an unpredictable disease trajectory. Thus
caregiving role for cancer patients has its own share
of challenges. Pandemic and nationwide lockdown
has imposed more uncertainties to that. Thus it is im-
portant to prepare the caregivers beforehand to handle
a crisis situation effectively. (p. 206)

Uncertainty management theory (UMT) is a prom-
inent framework that researchers have used to
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explain the process through which individuals en-
counter, appraise, and cope with health-related un-
certainty [14-18]. Research using this framework
has helped to unveil the challenging sources of un-
certainty facing patients and caregivers and how
managing that uncertainty might differ based on
various contextual factors (e.g., age, risk perception,
family relationships, and disease type) [19-22].

According to UMT, uncertainty occurs “when
details of situations are ambiguous, complex, un-
predictable or probabilistic; when information is
unavailable or inconsistent; and when people feel
insecure in their own state of knowledge or the state
of knowledge in general” [14] p. 478. A key prop-
osition of UMT is that uncertainty may take several
different forms and stem from different sources,
including medical, personal, and social concerns
[19, 23, 24].

When an individual encounters uncertainty, he or
she assigns meaning to it through a process of ap-
praisal. Appraisals may be positive (e.g., optimism),
negative (e.g., fear or danger), neutral (e.g., inconse-
quential), or a mixed response [14]. Once appraised,
UMT predicts that individuals may engage in a
range of different behaviors in an attempt to manage
uncertainty. In some circumstances, individuals
may seek additional information or social support
to manage uncertainty [14, 15]. In other situations,
they may avoid information [25], particularly when
trying to maintain hope or deniability, resist over-
exposure, or when there is no action they could or
should take [26].

Identifying caregivers’ experiences of uncertainty
management during the COVID-19 pandemic can
be a first step in learning where to direct new re-
sources or alter policies to ensure that they can not
only perform their role as caregiver but can also
cope in health-promoting ways during an unpredict-
able public health crisis. To explore this further, we
posited the following research questions:

RQ1: How has the COVID-19 pandemic affected
the experiences of adult children caring for their
parents with a blood cancer?

RQ2: What is the relationship between the type of
blood cancer of a caregiver’s parent and the number
of sources of uncertainty during COVID-19, number
of information-seeking/avoidance strategies, types of
medical uncertainty, and types of other sources of
uncertainty related to COVID-19?

RQ3: What is the relationship between caregivers’
demographic variables and sources of uncertainty
during COVID-19, information-seeking/avoidance
strategies, types of medical uncertainty, and other
types of uncertainty related to COVID-19?

METHOD

Recruitment
After obtaining institutional review board approval,
caregivers were recruited through The Leukemia

TBM



ORIGINAL RESEARCH

TBM

& Lymphoma Society (LLS) to complete an online
survey for a larger study aimed at developing an
intervention for adult caregivers of a parent diag-
nosed with a blood cancer. The survey opened
March 30, 2020, and continued until June 1. The
study was advertised through direct emails to the
LLS’s constituent database and through a post in
LLS’s online community site for patients and care-
givers (the LLS community). Two reminders were
sent after the first invitation. To be eligible, care-
givers had to be: (a) at least 18 years old and (b)
caring for a living parent, step-parent, or parent-in-
law with a blood cancer who was still in treatment or
had completed treatment not more than 1 year ago.
Individuals were compensated $25 for participation
in the survey.

Measures

The survey took approximately 20 min to com-
plete and addressed caregivers’ parent—child com-
munication and provider communication in the
context of caring for a parent diagnosed with a
blood cancer. Participants were also asked to an-
swer questions to collect demographic information.
Given the global public health crisis developing at
the time the survey was first administered, prior to
dissemination, two open-ended items were added
to the survey that explored caregivers’ experiences
and concerns in the context of the COVID-19 pan-
demic: (a) How has the COVID-19 pandemic af-
fected your experiences as a caregiver? (b) How
has the COVID-19 pandemic affected your com-
munication with your parent, family members, and
health care providers?

Content analysis of survey data

We conducted a content analysis of responses to the
two open-ended questions addressing the pandemic
obtained in the survey [27, 28]. We employed both
qualitative and quantitative analysis to provide a
richer interpretation of the data. The inductive or
qualitative content analysis captures themes that
emerge from the data, whereas the deductive or
quantitative content analysis begins with predeter-
mined codes informed by theory and the qualitative
findings [29]. In line with an exploratory sequential
approach [30, 31], responses were first qualitatively
analyzed for emergent themes. Those findings then
informed the coding approach for the quantitative
content analysis.

Qualitative analysis

To answer RQI, a thematic analysis was con-
ducted by two authors using the widely validated,
rigorous constant comparative method (CCM)
[32, 33]. From this approach, data were constantly
compared for emergent themes and further ana-
lyzed to provide rich descriptions and properties

of those themes. Data were initially kept separate
for each survey item; however, analyses revealed
early on that participants’ responses to both
survey items overlapped significantly. As such,
data analysis was collapsed to explore changes
in caregivers’ experiences due to the pandemic.
Analytical steps for CCM included (a) immersing
oneself in the data by constantly reading and com-
paring participants’ responses, (b) identifying con-
cepts and assigning codes to text in responses, (c)
grouping categories of emergent themes, and (d)
collapsing categories based on shared characteris-
tics or thematic properties. Once a codebook was
developed by the first author (C.F.), another au-
thor (A.K.) conducted an analysis of the full data
set using the codebook to validate the themes and
further ensure rigor [34]. Both coders also inde-
pendently analyzed the data for severity in re-
sponse to more fully appreciate that participants’
experiences ranged in severity. This included
searching for words indicating severity (e.g., heart-
breaking, regret, panic, anxiety, and devastating)
to identify which themes used such language as
well as the frequency of responses within those
themes that included this language.

Quantitative analysis

To further understand caregivers’ experiences
of uncertainty, the quantitative analysis (RQ2-3)
was informed by UMT theoretical constructs.
Specifically, we drew upon several typologies
from the literature on UMT to develop the units
of coding/codebook for the current study (see
Fig. 1). The categories for sources of uncertainty
during COVID-19 were derived from work by
Brashers et al. [15, 17, 19]. The uncertainty man-
agement strategies category was developed using
typologies from previous work [18, 26], including
both information-seeking and avoidance strat-
egies. Sources of medical uncertainty were drawn
from UMT-related work by Dean and Street [35]
that examined uncertainty in clinical encounters.
Finally, the authors developed an “other sources
of uncertainty related to COVID-19” category to
code comments regarding uncertainty about the
duration of the COVID-19 pandemic and care-
giver/parent susceptibility to COVID-19.

Two graduate research assistants (C.H. and
T.V.) were trained on the code definitions. After
establishing the satisfactory pretest intercoder
reliabilities, they independently coded all the an-
swers to the two open-ended survey questions.
Krippendorf’s alpha was used to assess intercoder
reliabilities using the macro for SPSS [36]. All vari-
ables reached acceptable levels of intercoder reli-
ability (ranging from Krippendorff’s alpha levels
of 0.77 to 1.0), with the average Krippendorff’s
alpha = 0.84 for all comments.
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Sources of Uncertainty During COVID-19

Uncertainty related to reduced caregiving opportunities—caregiver expressed uncertainty or
frustration regarding inability to meet with provider face-to-face, limited in-person care
available, or not being able to remember what the doctor said in previous visits, etc. due to
COVID-19 restrictions.

Uncertainty related to patient’s health or well-being due to COVID-19—caregiver expressed
uncertainty about parent’s health or well-being due to COVID-19.

Expressed frustration over not having enough information or wanting more information—
caregiver expressed frustration over not having enough information or wanting more information
from medical team about COVID-19 in regard to the parent’s health or well-being.

Uncertainty about what their parent’s care is going to look like now or in the future given the
COVID-19 pandemic/shutdown—caregiver expressed uncertainty about what their parent’s care

will look like now or in the future given the COVID-19 pandemic/shutdown.

Uncertainty over whether treatment plan for parent will change due to social distancing
restrictions—caregiver expressed uncertainty over whether treatment plan for parent will change

due to social distancing restrictions.

Uncertainty Management Strategies

Information-seeking behaviors—caregiver mentioned engaging in information-seeking
behaviors to reduce uncertainty (e.g., such as searching information online, calling the provider,

etc.) during COVID-19.

Information avoidance behaviors—caregiver mentioned avoiding information about COVID-19

in regard to parent’s health or well-being.

Accepted limits of action—caregiver mentioned not seeking information regarding their parent’s
health/well-being when there was no action they could or should take, if they believed they
believed the information was not applicable (i.e., would not allow them to take action) to their
particular case, or if time constraints limited or prevented their ability to respond.

Resisted overexposure—caregiver mentioned avoiding information about COVID-19 due to
being overwhelmed by the information or tired of hearing about it.

Fig 1 | Codebook for the COVID-19 responses from caregivers.

RESULTS

Participants

The majority of survey respondents completed the
survey in April 2020 when most states were under
stay-at-home orders. Participants’ responses ranged
from 1 to 150 words per response, with an average
number of 26 words per response for each ques-
tion. A total of 84 individuals participated in the
study. The majority of these individuals identified
as White (n = 65, 73.9%), 8 as Black (9.1%), 10 as
Asian (11.4%), 1 as Native American (1.0%), and 1
as Pacific Islanders (1.0%). Eleven individuals identi-
fied as Hispanic or Latino (12.5%). The average age
of the participants was 43.88 (standard deviation

[$D] = 10.98). In terms of the participants’ relation-
ship to the parent with blood cancer, 69 (82.1%)
respondents mentioned they were a daughter or
daughter-inlaw, while 15 (17.8%) said that they
were a son or son-in-law. Thirty-six (42.8%) individ-
uals reported that they had a graduate degree, 27
(32.1%) participants reported having a 4 year col-
lege degree, 7 (8.3%) respondents stated a 2 year
degree, 7 (8.3%) individuals reported taking some
college courses, and 7 (8.3%) reported having a
high school diploma or equivalent. With respect
to marital status, 46 (54.7%) participants were mar-
ried, 23 (27.3%) were single, and 15 (17.8%) were di-
vorced, widowed, or separated. Sixty-four (76.2%)
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Types of Medical Uncertainty

Informational uncertainty—caregiver expressed uncertainty related to parent’s health/well-
being due to unavailable scientific evidence/information about COVID-19.

Ambiguity uncertainty—caregiver expressed uncertainty about parent’s health/well-being and
COVID-19 due to conflicting evidence or strength of evidence, missing or inconsistent data, or

conflicting clinical recommendations.

Stochastic uncertainty—caregiver expressed uncertainty about future outcomes or events related
to parent’s health/well-being due to COVID-19.

Disease-centered uncertainty—caregiver expressed uncertainty over scientific or data-centered

information about parent, including diagnosis, prognosis, causal explanations, and treatment

recommendations (e.g., risk information,
estimates of outcome probability).

Practical or system-centered uncertainty—caregiver expressed uncertainty regarding the type of
care the parent patient needs and/or how to get care during COVID-19.

Other Types of Uncertainty Related to COVID-19

Uncertainty about duration of COVID-19—caregiver expressed uncertainty or anxiety about the

duration of COVID-19 pandemic.

Uncertainty about caregiver susceptibility of contracting COVID-19—caregiver expressed
uncertainty or concern about his or her susceptibility of contracting COVID-19.

Uncertainty about parent susceptibility of contracting COVID-19—caregiver expressed
uncertainty or concern about parent’s susceptibility of contracting COVID-19.

Fig 1 |Continued.

participants were currently employed, 12 (14.2%)
were unemployed, and 8 (9.5%) were retired. For the
quantitative analysis, we collapsed specific blood
cancer types into two categories: acute blood can-
cers (e.g., acute myeloid leukemia) and chronic
blood cancers (e.g., chronic lymphocytic leukemia
and myeloma). Thirty-eight (45.2%) individuals re-
ported having a parent with an acute blood cancer,
and 41 (48.8%) had a parent with a chronic blood
cancer. The average age of the caregivers’ parents
was 72.45 (SD = 11.24). With respect to the parents’
marital status, 40 (47.6%) were married, 26 (30.9%)
were widowed, 11 (13%) were divorced, and 3 (3.5%)
were separated. In terms of where the parents lived
in the USA, 10 (11.9%) were from the Northeast, 33
(39.2%) from the South, 16 (19%) from the Midwest,
and 14 (16.6%) were from the West.

RQ1: qualitative findings

Caregivers reported four notable changes they en-
countered that complicated their caregiving role
and illustrated the complexity of providing care
during the COVID-19 pandemic. They described

personally experiencing (as well as their parent

encountering) interrelated changes: (a) increased
Jears and uncertainty-related distress, (b) reduced in-person
care opportunities, (c) increased isolation, and (d) en-
hanced family communication. Participants at times
used language that indicated severity (e.g., heart-
breaking, regret, panic, anxiety, and devastating).
The majority of responses using such language
(11 of 12) did so to describe the first emergent
theme (increased fears and uncertainty-related distress)
and a smaller subset described reduced in-person care
opportunities (4) or increased isolation (3), which typ-
ically intersected with the distress described in
the first theme. Findings are presented using the
caregivers’ written words to further illustrate how
these themes intersected.

Increased fears and uncertainty-related distress

Caregivers described both their parent and them-
selves experiencing increased distress, which varied
in severity. Caregivers at times used words that illus-
trated the severity of distress, using phrases like “I
lost faith in the healthcare system,” “insane amount
of anxiety all around,” “extremely hard,” “extremely
difficult emotionally and mentally,” as well as terms
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like “terrified,” “heartbreaking,” “devastating,” “ter-
rible,” and “scared.” They described an experience
of “increased anxiety and panic.” Although care-
givers indicated that their parent’s mental and emo-
tional well-being was negatively impacted (saying
they were more anxious, fearful, sad, or depressed),
caregivers’ responses focused primarily on their own
distress. Caregivers’ heightened distress was related
to (a) fears or uncertainty about COVID-19 risk
and (b) fears and uncertainty about their parent’s
current and future care.

First, caregivers expressed fears about getting
COVID-19 and how their exposure would then im-
pact their parent. As this caregiver stated: “I am very
concerned that if I get exposed I will not be able to
care for my mom and there is no one else to help
her.” Caregivers were fearful that they would also
be the one to expose their parent to COVID-19:
“My biggest fear was that I would bring something
home to her.” Caregivers also expressed uncertainty
about COVID-19 risk (e.g., what they could or could
not do):

It sucks! [I’'m] unsure how to be there for my parents.
They are 82 years old. Is it safer not to visit? Is it okay
to take my dad for a drive? Is it okay for my dad to go
to Starbucks drive-thru and bring it home?

Second, caregivers shared fears and uncertainty
about their parent’s current and future care. They
were concerned about how new policies and restric-
tions to promote social distancing would prevent
parents from getting the care they needed, as this
caregiver wrote:

We have had to move his treatment from 6 to 10 weeks
because he has to go to the main hospital to get a mid-
line on the first day of treatment. He was scared to go
because of all the COVID-19 patients at the hospital.
He already has a low WBC count. It is probably lower
now because of the delay in treatment. He has not
been able to have his weekly blood draw.

Caregivers also described having uncertainty
about how their own absence from their parent’s
medical visits could impact their parent’s care.
This caregiver explained, “I am frustrated that
we now have to re-live the ‘I can’t remember what
the doctor said.” ...[ugh] I have been instantly re-
moved as his advocate and no one else is doing
it.” Fears and uncertainty about their parent’s
care were tied to communication (or lack thereof)
from health care providers when quarantine or-
ders began. Some reported no communication,
some described receiving little information, and
another shared they “had to be very aggressive
to get any answers and information was not pro-
vided to keep me informed.” This caregiver ex-
pressed: “Healthcare providers I feel are giving

more information about what cannot happen due
to COVID-19 than what can happen as it relates to
his condition. It is very frustrating.” Thus, care un-
certainty or fear intersected with the next theme.

Reduced in-person care opportunities

With quarantine orders, changes in hospital and clin-
ical protocols, and social distancing requirements,
caregivers noted that their parent’s opportunities for
in-person clinical care were reduced for a number of
reasons, including “all appointments have been post-
poned,” “appointments were canceled as they were
deemed nonessential,” and regular appointments
were now less frequent (e.g., biweekly appointments
became monthly). Language sometimes indicated
the severity of their experiences (e.g., regret and
torture). Caregivers described fewer in-person care
opportunities that included (a) fewer in-person ap-
pointments for parents with providers and (b) fewer
or eliminated opportunities for caregivers to pro-
vide in-person care (at home or in clinic).

First, caregivers expressed concerns that because
they had fewer in-person appointments, their parent’s
care could be diminished. This caregiver wrote,
“There’s no physical communication. Everything is
done through video. It leaves a level of concern re-
garding [whether] symptoms are being seen right
away.” Similarly, telemedicine presented additional
challenges to parents, which as this caregiver described,
could exacerbate current care needs: “My mother had
no idea how to video conference for her appointment.
As a result, it was missed and rescheduled. This was
terrible because she has some symptoms and pain.”

Second, reduced in-person care included fewer
instances for caregivers to accompany their parent
in the clinical settings. This seemed to prompt care-
givers’ fears and uncertainty about their parent’s
current and future care (the first theme), as this care-
giver illustrated:

T'am not allowed back to [the] lab testing room. ... I am
concerned that my mom may need to be started on a
new medication and I won’t be allowed in [the] office
visit with her. She does not understand all the medical

jargon.

Caregivers also described fewer opportunities to
provide care to their parent in their home. This
caregiver explained, “It has brought up an insane
amount of anxiety all around, not being able to
travel to my mother to take care of her like I do is ex-
tremely difficult emotionally and mentally.” Distress
intersected with caregivers’ reduced in-person care
opportunities, as is evident in the two emotionally
demonstrative responses from participants:

This has been awful. My father moved from the hos-
pital to a rehab center the day COVID-19 hit. We have
not been able to see him during the past month. NO
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ONE from the facility has reached out or helped us
stay informed. This is torture!!!

It has been heartbreaking. I was not able to be with my
mother for over a month due to restrictions in visitors.
... I had the option of bringing her home or let her go
to a skilled nursing facility ... I decided to have her go
to a skilled nursing facility, despite it not allowing vis-
itors. ] WILL REGRET THAT DECISION FOR THE
REST OF MY LIFE.

Reductions in in-person care opportunities also con-
tributed to the next theme in which caregivers de-
scribed increased isolation.

Increased isolation
Caregivers explained how public health measures
to reduce COVID-19 contributed to increased iso-
lation for themselves and their parent. They shared
how isolation intersected with previous themes of
less in-person care and distress, with some care-
givers using language to indicate severity (e.g., trau-
matizing, terrified, and soul crushing). Increased
isolation was experienced as (a) fewer outings, (b) re-
duced number of visitors, and (c) decreased visits or
time between caregivers and their affected parent.
First, caregivers shared how they limited outings
for themselves and their parent to reduce exposure
to COVID-19. As this caregiver disclosed, “I need to
be more careful about my mother’s condition. That
is why we [are] both staying home and limited going
outside.” Some caregivers indicated that they also
limited or “do not allow people to visit”:

I am extremely more careful about her exposure to
people and stuff from the outside. ... The only place
I have taken her is to [her] doctors. I disinfect anything
that comes into our home that will be touched or used

by her and also me.

Second, caregivers restricted visits with loved ones
or family to reduce risk. This caregiver explained,
“[It’s] made us stay separate from [my] daughter be-
cause she works at a hospital. We do not let my mom
go into stores because she is 95.” Limiting visitors
also meant reduced help or fewer shared caregiving
responsibilities. As this caregiver stated, “We cannot
rely on anyone else to assist.” Caregivers linked
this increased isolation to more caregiving burden
and “anxiety” because “the amount of work has
increased.”

Third, some caregivers also described how they
themselves had to social distance from their parent,
such as this caregiver who disclosed, “I do not give
her hugs anymore.” Isolation was also tied to care-
givers seeing their parent less or not at all. As one
caregiver noted, “My dad can’t have visitors. It’s hon-
estly soul-crushing. Everyone should be allowed a
visitor. It’s very traumatizing.” Isolation also limited
caregivers’ ability to provide care (thus, intersecting
with caregivers’ experiences with reduced in-person
care opportunities) as well as distress (the first
theme). Some described how their parent seemed
very “lonely” or “depressed and sad,” and caregivers
also shared personal distress tied to isolation: “It ab-
solutely stinks not being able to go to her. I miss her
very much right now.”

Enhanced family communication

Interestingly, the previous experiences (themes)
centered around restricted in-person interaction as
well as caregivers’ distress. However, caregivers also
described how stay-athome orders (and, thus, less
in-person or face-to-face time with one another) were
also associated with healthy changes in family com-
munication and connections. They shared how their
family interaction was enhanced by (a) increasing
communication and (b) augmenting relational
closeness.

First, caregivers described that because they
(and family members) “are all homebound,” there
is “more time to talk.” This included more phone
conversations as well as using video functions on
Facetime or Zoom to increase communication
among family members. As one caregiver shared,
“[I] stay in touch with them more than I normally
would.” Virtual communication among multiple
family members also allowed families to jointly sup-
port each other or the diagnosed parent: “We set up
a group text and talk as needed to help put Mom at
ease and be a sounding board for her. It’s challen-
ging but she understands the severity and that the
stakes are very high for her.”

Second, caregivers shared that having more time
to communicate enhanced their relational connec-
tions. At times, this seemed tied to staying in touch
more. This caregiver explained, “It’s gotten us
closer, using FaceTime/Zoom more often, commu-
nicating more frequently.” Other caregivers noted
that the mode of communication was important.
Video communication seemed to be a key com-
ponent to heightening intimacy. As this caregiver

Table 1 | Contingency table for adult caregivers’ employment status and uncertainty regarding parents’ health/well-being due to COVID-19

Caregiver expressed uncertainty regarding parent’s

Caregiver did not express uncertainty
regarding parent’s health/well-being due

health/well-being due to COVID-19 to COVID-19
Not employed 8 12
Employed 43 21
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Table 2 | Frequency of reported uncertainty sources, uncertainty management strategies, types of medical uncertainty, and other types of

uncertainty related to COVID-19 (N = 84)

Sources of uncertainty during COVID-19 Yes No

Uncertainty related to reduced caregiving opportunities 24 (28.5%) 60 (71.4%)

Uncertainty related to patient’s health or well-being due to COVID-19 51 (60.7%) 33(39.2%)

Expressed frustration over not having enough information or wanting more 7 (8.3%) 77 (91.6%)
information

Uncertainty about what their parent’s care is going to look like now or in the 13 (15.4%) 71 (84.5%)
future given the COVID-19 pandemic/shutdown

Uncertainty over whether treatment plan for parent will change due to social 1(1.1%) 83(98.8%)
distancing restrictions

Uncertainty management strategies

Information-seeking behaviors 7 (8.3%) 77 (91.6%)

Information avoidance behaviors 4 (4.7%) 80 (95.2%)

Accepted limits of action 4 (4.7%) 80 (95.2%)

Resisted overexposure 4 (4.7%) 80 (95.2%)

Types of medical uncertainty

Informational uncertainty 1(1.1%) 83 (98.8%)

Ambiguity uncertainty 1(1.1%) 83 (98.8%)

Stochastic uncertainty 18 66

Disease-centered uncertainty 1(1.1%) 83 (98.8%)

Practical or system-centered uncertainty 18 (21.4%) 66 (78.5%)

Other types of uncertainty related to COVID-19

Uncertainty about duration of COVID-19 1(1.1%) 83 (98.8%)

Uncertainty about caregiver susceptibility of contracting COVID-19 11 (13%) 73 (86.9%)

Uncertainty about parent susceptibility of contracting COVID-19 42 (50%) 42 (50%)

disclosed: “We actually communicate a bit more as a
family, trying to use video tools to stay close.” Other
caregivers noted that changes in how they commu-
nicated cultivated closeness (e.g., “We are open with
each other.”). For instance, this caregiver reflected
on this, describing more openness in their relational
communication: “We’re communicating more and
I'd like to think our relationships are getting closer
because we’re talking about our emotions more
often and more openly.”

RQ2-3: quantitative results

Quantitative results provide further interpretations
about caregivers’ experience with uncertainty, a
caregiver experience that emerged in the qualitative
findings. RQ2 asked about the relationship between
the type of blood cancer diagnosis of the caregivers’
parents and the number of sources of uncertainty
during COVID-19, number of uncertainty manage-
ment strategies, types of medical uncertainty, and
other sources of uncertainty related to COVID-19
(see Tables 1 and 2). A ttest revealed that care-
givers who had a parent with an acute blood cancer
diagnosis used significantly more uncertainty man-
agement strategies (M = 0.16; SD = 0.37) than care-
givers who had parents with a chronic blood cancer
type (M = 0.02; SD = 0.15; ¢t = —=2.119, p < .05). In
addition, a #test found that caregivers who had a
parent with an acute blood cancer diagnosis had
significantly more sources of medical uncertainty

(M = 0.63; SD = 0.82) than caregivers who had
parents with a chronic blood cancer (M = 0.29;
SD = 0.55;t = 2.161, p < .05).

RQ3 asked about the relationship between the
participants’ demographics and sources of uncer-
tainty during COVID-19, uncertainty manage-
ment strategies, types of medical uncertainty, and
other types of uncertainty related to COVID-19.
A chisquare test revealed a statistically signifi-
cant relationship between employment status (em-
ployed or unemployed) and caregivers’ uncertainty
regarding their parent’s health and well-being in
general (chissquare = 4.722, p < .05; see Table 1).
Caregivers who were employed were more likely
to report uncertainty regarding their parent’s
health and well-being. Relationships between all
other demographic variables and sources of uncer-
tainty during COVID-19, uncertainty management
strategies, types of medical uncertainty, and other
types of uncertainty related to COVID-19 were
nonsignificant.

DISCUSSION

Collectively, the results bring to the forefront the crit-
ical role of uncertainty in blood cancer caregivers’
experiences during the COVID-19 pandemic.
Results demonstrate how public health mandates
have changed the landscape of both clinical care
and one’s home environment, thereby impacting
caregivers’ ability to provide care or function in
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their caregiving role. Caregivers described how new
health care environment restrictions due to social
distancing needs contributed to reduced in-person
care opportunities in the clinical setting and in-
creased isolation for patients, caregivers, and fam-
ilies. Restrictions could also contribute to fewer
in-person care opportunities for caregivers them-
selves. As the caregivers described, these challenges
intersected with their uncertainties and fears about
their parent’s well-being or care.

Caregivers’ written narratives also at times indi-
cated the severity of their distress using terms like
“traumatizing” and “torture” in the context of uncer-
tainty about COVID-19 risk and reduced in-person
care and in response to being separated from parents.
Some of their responses help illustrate that care-
givers could potentially experience posttraumatic
stress symptoms that can result from decision-making
occurring in the context of the pandemic [37]. While
great attention in the media has highlighted the sig-
nificant impact on being separated from loved ones
receiving care in the inpatient setting and, in most
devastating cases, being separated from loved ones
as those loved ones take their last breaths, data here
highlight another source of potential trauma recently
profiled by The New York Times [38]—being separated
over the long term from loved ones residing in re-
habilitation or nursing facilities.

The powerlessness emerging in the narratives of
caregivers here, combined with their significant
sense of uncertainty, particularly among caregivers
of patients with acute illness trajectories, highlights
the critical need for supportive services to assist care-
givers in managing these difficult emotions. Sitting
with uncertainty has been identified prepandemic
as a key task faced by caregivers [39, 40] and pro-
viding support to caregivers reporting high levels
of uncertainty could help protect them against the
emergence of anxiety, depression, and posttraumatic
stress disorder and poor bereavement outcomes.
Some caregivers described enhanced family commu-
nication in the midst of this crisis, noting that they
made more of an attempt to communicate and stay
in touch, talk through things, or be more open. It
is possible that for those families, those changes in
communication strategies could also be helpful for
managing distressing uncertainty. Yet, at the same
time, caregivers are likely encountering various com-
munication challenges not only clinically (as we saw
in these findings) but also within their family systems.

The findings further reveal how caregivers’ experi-
ences of uncertainty and attempts to manage it are
informed by two important factors. First, employ-
ment may inform caregivers’ uncertainty needs. The
finding that caregivers who were employed had more
uncertainty could be due to their own employment
settings, which we did not capture. A caregiver may
be concerned about a heightened risk for infection/
exposure if one does not have the ability to work from

home (and the possibility of transmission from care-
giver to parent), thus increasing the concerns identi-
fied earlier. Caregivers who cannot work from home
may also have reduced in-person care opportunities.
Second, the findings showed differences in caregivers’
uncertainty experiences based on their parents’ blood
cancer type. The finding that caregivers who had a
parent with an acute blood cancer diagnosis used
significantly more uncertainty management strat-
egies and had more sources of uncertainty than care-
givers with parents living with chronic blood cancer
types may be due to the more urgent nature of acute
blood cancer treatments and that these treatments are
often, at least initially, in hospital. These caregivers
and their parents may have been having more inter-
actions with the health care system, which, particu-
larly at the beginning of the pandemic, was wrought
with confusion about what was safe and often meant
that the caregiver was restricted from visiting the pa-
tient. Engaging these caregivers in supportive services
can improve caregivers’ capacity to provide care to
their parents in the uniquely challenging setting of
the COVID-19 pandemic and may help prevent poor
psychosocial outcomes.

LIMITATIONS

This study’s limitations should be considered in
future studies to identify ways to support care-
givers of cancer patients during a pandemic. First,
about 75% of the participants were White women.
Purposive sampling should be considered to better
ensure racial, ethnic, and gender differences can be
captured to identify variant supportive care needs.
Second, although quantitative and qualitative ana-
lyses helped to deepen our understanding of the
data, open-ended survey responses tend to be short
and less descriptive, which can limit quantitative
analysis. A qualitative approach involving inter-
views or diaries could deepen our understanding of
caregivers’ sources of uncertainty, communication
challenges they may encounter with managing their
uncertainty (both in the medical setting and with
family), as well as exploring what has been helpful
(or unhelpful) in helping them accept and learn to
cope with uncertainty during a pandemic. Finally,
caregivers opted to participate in the survey and, as
such, may not represent all caregivers’ experiences.
Given that LLS helped with recruitment, partici-
pants may differ in terms of access to information
from those not connected to LLS.

CONCLUSIONS

The findings from this study help illuminate how
caregivers’ experiences of uncertainty are magnified
during a public health crisis. Results also indicate
that caregivers’ uncertainty management needs may
be especially heightened when caring for a parent
diagnosed with an acute blood cancer. This study
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demonstrates the need for supportive resources that
can attend to cancer caregivers’ psychological burden.
Caregiver uncertainty about a parent’s blood cancer
diagnosis appears to stem from many sources during
the COVID-19 pandemic, including the degree to
which caregivers will be able to meet with providers,
changing treatment plans due to the pandemic, and
frustration over limited information from providers.
Moreover, caregivers appear to experience medical
uncertainty, such as conflicting information or the
ability to predict future medical outcomes related
to their parents’ blood cancer due to COVID-19.
Caregivers manage their uncertainty in a variety of
ways, including information-seeking behaviors as well
as avoidance. Factors such as employment status ap-
pear to influence caregiver uncertainty about their
parent’s health and well-being.
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