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Abstract

caregiving can be complex.

open versus private communication.

burden.

Background: The importance of patient-centered measurement in cancer care has led to recognition of the poten-
tial for caregiver-reported outcomes to improve caregiver, patient and healthcare system outcomes. Yet, there is
limited evidence to inform caregiver-reported outcome implementation. Our purpose was to generate evidence

to inform the meaningful and constructive integration of caregiver-reported outcomes into cancer care to benefit
caregivers, including exploration of the question of the extent to which these assessments should be shared with
patients. We focused on caregivers of patients with colorectal cancer (CRC) because CRC is common, and associated

Results: From our Interpretive Description analysis of qualitative interview data from 78 participants (25 caregiv-
ers, 37 patients, and 16 healthcare providers [HCPs]), we identified contrasting perspectives about the sharing of
caregiver-reported outcome assessments with patients with CRC. Those who preferred open communication with
both the patient and caregiver present considered this essential for supporting the caregiver. The participants who
preferred private communication without the patient, cited concern about caregiver- and patient-burden and guilt.
Recognizing these perspectives, HCPs described strategies used to navigate sensitivities inherent in preferences for

Conclusions: The integration of caregiver-reported outcomes into cancer care will require careful consideration
of caregiver and patient preferences regarding the communication of caregiver assessments to prevent additional
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Introduction

Primary informal caregivers of patients with cancer,
hereafter referred to as caregivers, are increasingly rec-
ognized as instrumental partners in healthcare. Among
Americans treated for cancer in the prior 3 years, 55%
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reported having an informal caregiver [1]. Caregivers are
key family members or friends who provide emotional
and functional support throughout the cancer trajectory,
including managing patients’ symptoms and side effects,
helping patients cope with emotional distress, assisting
with daily living, and coordinating with healthcare pro-
viders (HCPs) [2]. Despite their best efforts to manage
these demands, inadvertently exceeded capabilities may
result in high physical, emotional, social, spiritual, and
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financial burden — collectively termed caregiver burden
[3]. In an American study, 62% of cancer caregivers were
in a high burden situation and averaged 33 hours a week
providing care, with 32% providing 41 or more hours of
care weekly — the equivalent of a full-time job [4]. Con-
sidering the enormity of caregiving, it is not surprising
that caregivers experience psychological distress and
poor mental and physical health [5], with some research
suggesting that higher caregiver burden is associated
with increased risk of caregiver morbidity and mortal-
ity [6, 7]. Yet, caregiver needs are frequently overlooked
[8]. Moreover, assessment of caregiver outcomes is not
standard of care in many oncology settings, nor is the
offering of caregiver support. This is a remarkable gap
in care considering that the unmet needs of caregivers
might rival those of patients [8].

Evidence suggests that use of patient-reported outcome
measures in cancer care can improve patient outcomes,
quality of life, survival, and health system outcomes [9—
15]. With growing recognition of family-centered care,
a focus on caregiver-reported outcomes is also emerg-
ing. Caregiver-reported outcomes refer to a caregiver’s
assessment of their own health status and health-related
quality of life as a result of caring for a patient with can-
cer. A recent international study highlighted the need to
develop means of identifying caregivers at highest risk for
burden and integrating caregiver assessments into stand-
ard care [16]. In 2020, the Canadian Patient-Reported
Outcomes National Steering Committee similarly called
for the systematic integration of caregiver assessments
[17]. Preliminary studies suggest that eliciting caregiver-
reported outcomes is feasible [18, 19], yet evidence is
necessary to inform their implementation in cancer care.

Our overarching research objective was to identify
what caregiver-reported outcomes are important to
caregivers and how to integrate this measurement into
cancer care to meet caregivers’ needs. This research was
centered on caregivers of patients with colorectal can-
cer (CRC) because, in Canada, CRC is the third most
commonly diagnosed cancer [20] and is associated with
demanding caregiving given the complexity and involve-
ment of treatments such as surgery requiring an ostomy,
chemotherapy, and radiotherapy [2, 5]. The analysis we
report on here specifically focuses on one aspect of the
integration of caregiver-reported outcomes into cancer
care, the sharing of these assessments with the patient
with CRC, from the perspective of caregivers, patients
with CRC, and HCPs.

Methods

This qualitative, Interpretive Description [21], patient-
oriented research [22] was conducted virtually owing to
the COVID-19 pandemic. This was a change from the
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initially planned data collection that was primarily going
to consist of in-person interviews with study participants.
Patient- and caregiver-partners (individuals with lived
experience), clinicians, and multidisciplinary stakehold-
ers were equal team members throughout the research
[22]. The protocol was approved by the harmonized Uni-
versity of British Columbia, BC Cancer Research Ethics
Board. Further details of study methods have been pub-
lished elsewhere [23].

Setting and sample recruitment

We conducted this research in British Columbia, Canada,
where there is a publicly funded healthcare system serv-
ing a population exceeding 5 million. Caregiver-reported
outcome assessments are not part of standard care for
patients with CRC. Caregiver participants were > 19 years
of age, spoke English, and involved in providing care to
a relative (a spouse, unmarried partner, parent, sibling,
adult child), a neighbour, or a friend with CRC. Patient
participants were diagnosed with CRC, > 19 years of age,
and spoke English. Study information was distributed
via the online newsletters and social media pages of car-
egiver and oncology organizations, and through an email
listserv of individuals that consented to be contacted for
research purposes. Eligible HCPs, including those whose
current practice included care of CRC patients either in
acute or community settings were identified through the
research team’s professional networks and emailed an
invitation to participate. All individuals who contacted
the research team, who met eligibility criteria and agreed
to participate were included. All individuals who con-
tacted the research team spoke English and so no one
was excluded on this basis. We had intended to purpose-
fully recruit participants through oncology and commu-
nity healthcare settings to obtain a sample of individuals
who represented diversity in participant characteristics
and experiences. However, this purposive sampling was
not possible owing to the COVID-19-related restric-
tions and our online recruitment, and we were reliant on
a convenience approach to sampling. Thus, we included
more participants than initially planned in our aim for
maximal variation in the sample.

Data collection

We conducted in-depth, semi-structured participant inter-
views virtually via Zoom from 04/2020 to 11/2020 and
offered caregiver and patient participant pairs the option
of doing interviews separately or together as a dyad (car-
egiver and patient interviewed together). Interview guides
included questions about priorities for caregiver-reported
outcome assessments, the communication of these assess-
ments to HCPs and the patient, and recommendations for
the implementation of caregiver-reported outcomes into
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routine practice. Interviews lasted 30—90 min, were audio
recorded, transcribed verbatim, de-identified, and checked
for accuracy. Rather than aiming for theoretical saturation,
we focused on gathering interview data that was high in
information power [24]. Information power was enhanced
by interviewers possessing qualitative interviewing knowl-
edge and skills and all study participants having firsthand
experiences relevant to the research aims with wide varia-
tion in their in-depth accounts.

Data analysis

Using an Interpretive Description approach [21] and the
data management software NVivo'" Version 12, we iden-
tified all data relevant to assessment of caregiver-reported
outcomes. Next, we inductively identified patterns, diver-
sities, and initial categories within the assessment of
caregiver-reported outcomes data, which informed our
development and application of a coding frame to the
data by three coders. One team member then compared
and contrasted pieces of data within and across partici-
pants, a technique known as constant comparison [25].
We conducted the initial analysis on the caregiver and
patient interview data, analyzing the caregiver and patient
data simultaneously, and then compared the developing
findings with the HCP interview data. This resulted in the
grouping and regrouping of our analytic categories. As this
analytic process continued, our research team engaged in
ongoing deliberations, which informed subsequent refin-
ing of the emerging findings. Data analysis proceeded
until we were confident that our conceptualization of the
findings represented the considerations that were most
important to participants specific to the sharing of car-
egiver-reported outcome assessments with the patient.

Results

A total of 78 individuals (25 caregivers, 37 patients, and
16 HCPs) participated (see Table 1 for demographic
details). HCPs included 6 nurses, 1 nurse practitioner,
2 family physicians, 1 medical oncologist, 1 radiation
oncologist, 2 social workers, 2 registered dietitians, and 1
genetic counsellor.

Our findings identify and describe contrasting per-
spectives among caregivers and patients about the shar-
ing of caregiver-reported outcome assessments with the
patient with CRC. While some caregivers preferred open
and transparent communication about their caregiving
experiences with the patient present, others preferred
private communication without the patient. Comple-
menting these findings, HCPs described positive and
negative aspects of open versus private communication
and contingent strategies they used to navigate sensitivi-
ties inherent in caregiver and patient preferences.

Page 3 of 9

Contrasting preferences among caregivers and patients:
open versus private communication

Open communication

The willingness of caregivers and patients to have open
and transparent discussions together with their HCPs
about caregiver challenges was most evident among
the 12 participants who had agreed to a dyad interview
(a caregiver with a patient). That only 6 caregiver and
patient pairs (12 participants) chose to take part in a
dyad interview, demonstrates that most caregivers and
patients were not comfortable communicating their
views openly with each other present. The participants
who did express a preference for openness and trans-
parency tended to be couples and family members who
self-identified with the practice of open communication
and emotional sharing as a general feature of their rela-
tionship. A 74-year-old patient described how this capac-
ity for open communication is a skill that he and his wife
developed over the course of their marriage, and there-
fore, felt similarly comfortable doing so in the context of
learning about potential caregiver struggles.

We have conversations that we don'’t like having... It
took a long time to get here, but we have them - that
wouldn’t bother me. That’s why this [interview] is
easy enough for us to do with you together. Would it
bother other people? I'm sure. (Participant 30)

This patient continued to say that he expected most car-
egivers and patients would not voice honest opinions in
the presence of each other unless they had developed the
capacity for transparent communication and the ability
to identify and express their own emotional experiences.
Aligning with this dyad’s summation; few participants
overall voiced an interest in a candid discussion.

Those who expressed a preference for open and trans-
parent communication of caregiver challenges and car-
egiver-reported outcome assessments considered this
essential for understanding, appreciating, and provid-
ing reciprocal support. There were numerous instances
wherein patients conveyed their desire to know what
their caregiver was experiencing, thereby enhancing the
closeness of their relationship. This awareness was also
considered essential to either supporting the caregiver or
encouraging the caregiver to focus on self-care and seek
additional informal or formal support. For example, a
58-year-old patient who stated he would have the capac-
ity to respond to information that his non-binary car-
egiver was not doing well, added that he would instruct
them “to get some additional support” (Participant 6). He
framed his response with the caveat that they both might
need to find additional support elsewhere to ‘ease the
burden on each [of us]”
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Table 1 Caregiver and patient participant characteristics

Caregiver (h=25) Patient(n=37)

Characteristic Number Number
Mean age (years) 55 65
Gender

Woman 22 16

Man 2 21

Non-binary 1 0
Relationship to the patient (you are the patient’s...)

Husband/man partner 1

Wife/woman partner 15
Non-binary partner 1
Daughter 6
Son 1
Friend (woman) 1
Relationship to caregiver (you are your caregiver’s...)

Husband/man partner

Wife/woman partner

Mother

Father

Sister

Daughter

Cousin (man)

Friend (woman)

W N — = s s s o —

Listed more than 1 type of
relationship

Marital status

Married/common-law/living 20 27
together

Divorced/separated 1 4

Single 4 5

Widowed 0 1
Living arrangement

Living with the patient or their 16 29
caregiver

Living alone 5 7
Other

Employment status

~

Full-time
Part-time
No
Other
Cancer stage of patient
1
2
3
4

Unknown

- - ™

~N 0 O — W

Patient colostomy and/or ileostomy
Yes 11 18
No 14 19
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Despite these accounts, there also appeared qualifiers
or limits to openness and transparency. A 56-year-old
woman caregiver who characterized her friendship with
the patient as “pretty open,” said it would be fine for him to
know she faced difficulties as a caregiver. She said, “if I'm
stressed and trying to figure it all out, I would be open about
that... I would just talk aloud. This is what we're going to
do” (Participant 63). At the same time, she qualified her
openness by explaining that “the only thing I hid from him
was my concern,” referring to her concern about the speed
of receiving medical interventions. Similarly, a 27-year-old
caregiver (Participant 60) who described her relationship
with her mother (patient) as “very open,” qualified her pref-
erence for transparent communication by clarifying that
her mother was already acutely aware of the difficulty her
illness imposed on the daughter and husband. She said her
mother’s awareness of being a burden on others was more
painful than the disease itself. In this case, open communi-
cation and emotional closeness in the family had its limits.
The caregiver preferred to protect the patient from more
distress that could be caused by additional open communi-
cation with HCPs about caregiver well-being or caregiver
assessments.

Private communication

The majority of caregivers and patients (50 out of 62) in
this study preferred a private interview without the patient
present and, congruent with this choice, expressed a pref-
erence for private discussions with HCPs about caregiver
challenges and caregiver-reported outcome assessments.
Many caregivers were concerned that an open discussion
of their challenges and struggles might worry the patient
and provoke feelings of guilt. Thus, they did not feel it was
possible to be fully honest in front of the patient. For exam-
ple, a 40-year-old caregiver was asked how she expected
her mother (patient) would respond to information that
caregiving had its own struggles. ‘I think she would have
felt very guilty, and I just wouldn’t have told her” (Partici-
pant 4). Caregivers exhibited a desire to protect the patient
from any additional stress, preferring to shield them from
knowledge that the ongoing care they needed could be dif-
ficult for the caregiver. A 60-year-old wife-caregiver out-
lined the tasks her husband’s illness had imposed on her
life for years, but she said “I don’t complain. I try not to
even sigh heavily, [but] from time to time maybe it escapes”
(Participant 5). Many caregivers, immediately categorized
discussions about their struggles as potential sources
of stress for the patient and therefore required privacy.
Another 72-year-old wife-caregiver expressed a similar
view, wishing to protect her husband from any distress and
would prefer a private assessment of her own health status:



Howard et al. Journal of Patient-Reported Outcomes (2022) 6:13

I would probably [feel] more easy without him pre-
sent, mostly because I wouldn’t want him to be wor-
ried about me when he was the source of the medical
issues. I wouldn’t want him to worry about me. (Par-
ticipant 62)

The patients also confirmed why it would be difficult,
even distressing, to learn about their caregiver’s strug-
gles. Some caregivers and patients were not used to dis-
cussions that involved emotional sharing. A 79-year-old
patient recalled that he and his caregiver-daughter never
talked about how his illness impacted her life because
his attention was on his own health. “I was just focus-
ing on getting well, getting through this, so we didn’t have
any discussions around what we were feeling” (Participant
2). Other patients also expressed concern that if they
learned their caregiver was experiencing challenges, this
information could worsen their own precarious situation
coping with cancer. These patients believed discussions
about caregiver health and caregiver-reported outcomes
were important but should not be done in front of them
because, as one 74-year-old patient said when reflect-
ing on her son and daughter as caregivers, “when you're
a patient, you're very vulnerable” (Participant 7). Simi-
larly, another 68-year-old patient commented firmly that
a conversation between his caregiver-wife and a HCP
should be held in private, because if he were to learn
about any difficulties she faced, “I think that would upset
me, and I think it would upset a lot of people” (Partici-
pant 24). The patient commentary throughout this study
highlighted how caregiver-reported outcome assess-
ments could threaten the identity of highly independ-
ent patients to the extent that they could feel unable to
simultaneously focus on their own illness and the well-
being of their caregiver.

Healthcare provider perspectives: Open versus private
communication and contingent strategies

Open communication

The HCPs considered that open and transparent com-
munication with patients about caregiver challenges and
caregiver-reported outcome assessments, either through
a general discussion or with a measure, would help to
ensure that patients’ needs were met; to ease patients’
concerns about their caregiver; to reduce caregiver bur-
den; and to support ethical care. In prioritizing patient
well-being, HCPs commented that open communica-
tion made space for the patient to articulate whether
and how caregiver challenges might be inadvertently
affecting them and contributing to unmet patient needs.
Similarly, some HCPs considered caregiver-reported out-
come assessments to be helpful for easing patient worry
about the caregiver ‘“taking this off the patient’s plate
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reassuring the patient that the caregiver is being cared
for, and freeing the patient up to focus on their own
wellbeing. HCPs further portrayed open communica-
tion as a means to ease caregiver burden. One oncologist
explained that while a caregiver might be ashamed and
reticent to ask for assistance, a patient might be well-
positioned to reciprocate support or help redistribute
caregiver responsibilities:

The caregivers are providing a lot of care and if
they're struggling, maybe the patient could help play
a role in perhaps trying to redistribute some of that
burden on to maybe another child or something like
that. Because that designated caregiver... they might
feel a responsibility or an obligation to be that per-
son. If they can’t, then maybe they don’t want to
acknowledge it because they don’t want to disap-
point the patient. But if the patient was made more
aware that they're struggling then it might make it
easier to transition some of that burden to somebody
else. (Participant 75)

Some HCPs considered open and transparent commu-
nication to be in alignment with ethical care, with an
oncology nurse commenting that, “it’s ethically prob-
lematic to be initiating care for the caregiver or initiating
assessments for the caregiver without the patient’s knowl-
edge” (Participant 69), and a social worker endorsing
transparency, “because if all of a sudden someone doesn’t
know that they’re being assessed, it can definitely bring up
animosity. It can bring up, legal issues. It can affect trust”
(Participant 77).

Similar to caregiver and patient participants, the HCPs
attributed the preference for open and transparent com-
munication to the nature of the caregiver-patient rela-
tionship and their typical means of communication with
each other. HCPs raised concerns, however, that this
type of communication could inadvertently place addi-
tional strain on caregivers and patients “who are already
struggling a little bit in relationships” or whose typical
interactions do not include open discussions about their
challenges. Moreover, qualifiers to open communication
included connecting caregiver assessments to support
and resources to prevent amplification of caregiver or
patient guilt, as articulated by a family physician.

It’s not just about an assessment, it’s about an assess-
ment in the context of having solutions and supports.
Because if all you say is, well, we're going to find out if
this is going on and then that's it. Don’t bother because
then you're just opening up a can of worms. But if it's
in the context of we're doing this so that we can iden-
tify the needs and where we can try and help support
your family, your caregivers, that’s a totally different
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message to the patient. (Participant 51)

Private communication

Echoing caregiver and patient concerns, HCPs were aware
that patients often feel like a burden on their caregiver.
HCPs pondered how the patient’s knowledge that their car-
egiver is struggling could exacerbate patient distress and
guilt, as exemplified by one wound care/ostomy nurse.

Patients are already very concerned about the addi-
tional burden that they place on caregivers. I think
caregivers don’t want to acknowledge or reinforce that
in front of the patients. So, I don’t think that they feel
the ability to be honest or open about their emotions
or about the toll that it’s taking in front of the patient.
They don’t want the patient to feel guilty in addition to
having to deal with their disease. (Participant 68)

HCPs shared their observations that in their attempts to
protect the patient, caregivers ‘do not speak freely” nor
are they always honest about their struggles in front of
the patient. According to HCPs, caregivers tend to be
more willing and able to share their challenges without the
patient present. Thus, HCPs characterized private com-
munication as ‘crucial, almost fundamental” to supporting
caregivers. Similar to how HCPs considered open com-
munication as important for the ethical care of the patient,
HCPs also cited private communication as supporting ethi-
cal care for the caregiver. One nurse practitioner contended
that,

If the caregiver doesnt want the patient to know
there’s confidentiality in that too. I think that patients
can be aware that an assessment is going to be going to
happen. I don’t think that would be harmful, but the
results of the assessment might be. (Participant 53)

Despite recognition that the option for private communi-
cation about caregiver challenges and assessments is vital,
this rarely happens. Particularly in acute oncology care,
the HCP rarely interacts with the caregiver without the
patient present, which could prevent HCPs from assessing
caregiver burden and proactively arranging supports and
resources.

Healthcare provider contingent strategies to navigate
interactions with caregivers and patients

Without standardized approaches for assessing car-
egiver-reported outcomes and their ethical concerns,
the HCPs described the complexity they encountered
when deciding if and how to have a conversation about
caregivers’ challenges and needs. They overwhelmingly
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endorsed the need to individualize their approach to
the preferences and needs of both the caregiver and
the patient — that is, to support the caregiver’s choice
to share information about their challenges and car-
egiver-reported outcome assessments and the patient’s
choice to be made aware. Due to lack of an assessment
tool or a specific guideline, some HCPs relied on their
accumulated personal and professional wisdom to
develop strategies that were contingent on caregivers’
and patients’ preferences for open versus private con-
versations. For this, some HCPs mentioned that they
were attentive to caregivers’ and patients’ responses
and non-verbal communication, as shared by a general
practitioner:

Often in front of the patient, they’ll [caregiver] say,
“Oh, everything’s fine, I'm fine” But you look in the
eyes and you know, it’s not fine. And so you can get
hold of them privately without the patient. Then
you may get more of the truth.

An oncology nurse further indicated how the trust
that patients have in HCPs gives them some leeway for
“‘overstepping” to offer additional supports needed by
the caregiver but unacknowledged by the patient, stat-
ing “it’s always leaving space, you know, ‘if you don’t
want it today, let us know because you're going to come
back next week” HCPs described using “gentle prob-
ing questions” and looking for opportunities to see how
the caregiver is doing and to query deeper if they get
the sense they are struggling. The HCPs also created
opportunities to privately “check-in” with the caregiver
by encouraging the patient to go to the washroom, indi-
cating the caregiver can phone them with questions or,
at a home visit, suggesting the caregiver accompany
them to their car. One social worker went further in
describing their approach to finding opportunities to
initiate a conversation that can be conducive to assess-
ing caregivers’ wellbeing and needs while simultane-
ously keeping patients’ preferences in mind:

I would say to a patient: you know I'm going to
be speaking with your caregiver, is that OK? And
this is what I would like to be speaking with them
about. Is there anything that you don’t want me to
talk to them about? (Participant 77)

Other HCPs incorporate informal assessments of car-
egivers into their standard assessment of the patient by
asking the caregiver questions similar to those asked of
the patient, thereby including both the caregiver and
the patient in the discussion.
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Discussion

Our findings highlight the contrasting preferences of hav-
ing open versus private communication about caregiver
challenges and caregiver-reported outcomes with the
patient. Complementing these findings, HCPs described
positive and negative aspects of open versus private com-
munication, as well as contingent strategies they used to
navigate sensitivities inherent in caregiver and patient
preferences.

The fear of becoming a burden and desire to protect
the other from difficult emotions has been articulated in
research with cancer patients as well as caregivers [26].
According to Warren and Sakellariou [27], the distribu-
tion of caregiving roles is not unidirectional between
the patient and the caregiver, such that emotion work is
a mutual practice. That is, both the patient and the car-
egiver can work to alleviate the pressures that cancer
places on the relationship [28]. A UK study of caregiv-
ers of CRC patients reported tension between the need
for emotional expression and meaningful silences about
their struggles [28]. Caregiver silence served to contain
their suffering, protected the patient from difficult emo-
tions, and facilitated caregivers in attending to patient
needs and, thus, the caregiver’s relational commitments.
Moreover, concealing their struggles helped maintain the
idealized role of the selfless caregiver.

In our research, we found that while many caregivers
and patients were aware of the mutual practice of tend-
ing to the emotions of the other, there were contrasting
perspectives as to whether the patient should even be
supporting the caregiver. Preferences for not sharing car-
egiver struggles and caregiver-reported outcomes with
the patient can be interpreted as meaningful silences that
enabled caregivers to fulfill their relational commitments
and uphold the selfless caregiver ideal. Arteaga [28] chal-
lenged the ideas that the voicing of emotional distress
is the only healthy way of coping, and that silence is a
maladaptive coping strategy that represents a failure of
caregiver-patient communication. Arteaga argued that
concealing emotional struggles can be a form of produc-
tive emotion work that keeps lives going, with silence
aiding healing and representing a moral choice to look
after others, thus being a component of ordinary prac-
tices of care. In other words, choosing to share caregiver
challenges is a relational practice of moral work [28].
Thus, the sharing of caregiver-reported outcomes with
the patient in instances where this is not preferred by the
caregiver or the patient could inadvertently undermine
their functional manner of coping and, ultimately, their
close relationship.

Our findings remind us that caregiving is more than
an activity (caring for); it is a relationship wherein car-
ing about a person reflects concern for, and feelings of
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responsibility for a person in need of care [29, 30]. It is
these concerns that appear to influence whether the car-
egiver or the patient preferred openness or privacy. Fur-
ther, our findings highlight that open and transparent
communication about caregiver challenges between the
caregiver and the patient were not preferable unless they
had previously developed this type of communication
pattern. Indeed, the HCPs in this study raised concern
about causing harm to those in relationships where this
was not usual. These findings suggest that the integration
of caregiver assessments and formal caregiver-reported
outcomes will require careful consideration of patient
and caregiver preferences and, perhaps, their capacity to
communicate about their challenges. Caregiver-reported
outcome implementation would also benefit from care-
ful consideration of available supports and interventions
that target communication and interpersonal intimacy.
Such interventions, most often dyad-based, provide
coaching on how to communicate shared concerns and
overcome the isolation or avoidance common as caregiv-
ers and patients attempt to protect each other from their
own suffering [31]. After all, there is strong evidence that
communication is important to facilitate improved indi-
vidual psychological and physical health outcomes for
cancer patients and their caregivers, as well as dyadic
relationship-focused outcomes [2, 31].

Like other research [32, 33], some HCPs used infor-
mal and unstructured discussions to assess caregiv-
ers’ needs and concerns. However, many HCPs do not
feel they have the time [32, 33] and/or the skills to have
comprehensive discussions [34]. Thus, whether caregiv-
ers’ needs are assessed and identified, and to some extent
addressed, becomes more a matter of chance than a sys-
tem-level effort. A more structured approach to guide
communication about caregivers’ needs could work as an
intermediate step towards developing more standardized
instruments and procedures for caregiver-reported out-
come assessments.

The strengths of this research lie in the inclusion of
caregiver, patient, and HCP participants, the diverse
participant characteristics, and the depth of informa-
tion obtained during interviews. Since the overwhelm-
ing majority of caregiver and patient participants chose
an individual interview, we contend that we were able
to obtain perspectives that participants might not have
been comfortable voicing in front of each other. Of note,
the large majority (22/25) of caregivers in our study iden-
tified as a woman, and thus, the findings perhaps under-
represent the perspectives of caregivers of other genders.
Though we attempted to recruit caregivers of diverse
genders, we were unable to conduct purposive sampling
due to COVID-19 related public-health measures that
prevented in-clinic or in-person recruitment. Further,
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this research was conducted in Canada, via virtual inter-
views during the COVID-19 global pandemic, at a time
when there were intermittent limits on in-person health-
care assessments, and a real or perceived lack of access to
primary care, oncologic care, and home and social sup-
ports; these factors and this context may have impacted
participant responses, and ought to consider when apply-
ing insights to other settings.

Conclusion

It may be tempting to develop and implement caregiver-
reported outcomes without considering the preferences
of caregivers and patients themselves. However, the
integration of formal caregiver-reported outcomes will
require careful consideration of caregiver and patient
preferences, with accompanying support and strategies,
so as not to further caregiver burden. Clearly, supports
and resources that complement caregiver-reported out-
comes will be an important future research priority.
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