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Abstract

Caring for a family member with cancer is often associated with significant cognitive, emotional, and physical demands.
Although considerable research has explored informal cancer caregiver role burden, research has seldom focused on the expe-
riences of individuals who hold the dual role of informal caregiver and healthcare professional. This qualitative study begins
to explore this dual role experience. Participants (N=12) who had at least 1 year of prior professional experience and cared
for a family member with cancer were recruited conveniently from a large university-affiliated hospital in Montreal, Quebec.
Individual face-to-face semi-structured interviews were conducted. Using thematic analysis, key themes were developed from
verbatim transcripts: (1) salient dual role advantages, (2) significant challenges related to this role, (3) changes in professional
practice as a consequence of informal caregiving, and (4) important palliative and end-of-life care access issues. Whereas
professional knowledge helped advocate on behalf of patients, the dual role often came with over-solicitation from others,
enhanced sense of responsibility, increased burden, and significant distress. Further study of critical ramifications linked to
jointly enacting informal and professional caregiving across various health contexts should continue to inform supportive
care strategies for this understudied yet increasingly prevalent segment of the caregiver population.
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Introduction

Dual roles in healthcare refer to contexts whereby an indi-
vidual adopts at least two institutionally recognized roles
[1]. Dual roles such as being a formal and informal car-
egiver can blur formal professional boundaries exposing
the embedded, hidden assumptions associated with each
role. Moreover, this duality can foster a re-examining
of processes and practices that may not otherwise tran-
spire and yield critical insights into professional training
and supportive care strategies [2]. Previous research has
primarily focused on healthcare professionals’ roles as
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educators, managers, or patients [3, 4 and 5], with less
attention to healthcare professionals’ role as informal
caregivers for medically ill family members. Moreover,
due to the documented increased responsibility placed on
informal caregivers [6] of patients with serious illnesses,
cancer-related caregiving is particularly relevant to the
study of dual role experiences. This context is particularly
timely as healthcare and families face multiple challenges
related to the provision of cancer care during the COVID-
19 pandemic [7]. Thus, the present study aims to explore
the experiences of health professionals who also provide
informal support to a family member with cancer.
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Caregiving in the context of cancer: benefits
and challenges

Medical and technological advances such as more effec-
tive cancer treatment modalities have resulted in significant
increases in cancer survivorship post-treatment [8]. This occur-
rence, coupled with demands for more home-care workers and
services, has placed significant pressure on family members to
provide informal care to individuals diagnosed with cancer [8].
An estimated 7.8 million Canadians serve as caregivers for a
family member or close friend with a long-term health condi-
tion, disability, or aging-related issues [9], with cancer repre-
senting the second most common ailment requiring assistance
from a caregiver [10]. These informal caregivers are often
involved in multidimensional care while also taking on a wide
range of other daily occupational tasks [10]. Both benefits and
adverse consequences have been documented among informal
cancer caregivers. According to a systematic review conducted
by Li and Loke [11], informal cancer caregivers perceive vari-
ous positive experiences in their supportive role across the
cancer trajectory, including an enhanced relationship with the
affected individual, the feeling of being rewarded by caregiv-
ing, overall life satisfaction, and a sense of personal growth.
Similarly, Harvey and Berndt [12] identified multiple areas of
informal cancer caregivers’ perceived personal growth, such as
a greater desire to live in the moment and enhanced personal
and spiritual connections. In addition, de Camargos et al.B3
found that informal cancer caregivers (compared to the general
population) reported more happiness and satisfaction with life
despite also reporting lower positive affect and higher nega-
tive affect. These authors explain this counterintuitive finding
by suggesting that informal cancer caregivers have “changed
expectations about the future and increased valuing of simpler
aspects of everyday life” [13].%7

Additional studies highlight that caregivers often feel ill-
prepared to fulfill the caregiving role while experiencing
psychological distress and negative health consequences [14,
15]. In some instances, physical and mental health conse-
quences can be more significant for caregivers than patients
[15-17]. A study assessing the prevalence of depression and
anxiety in patients and their caregivers, for instance, found
that caregivers reported significantly higher clinical depres-
sion rates than community norms [18]. While examining
the long-term effects of depression and anxiety symptoms
due to caregiving, another study found that these symptoms
persisted or slightly decreased at 12-month post-diagnosis
[16]. Further, patients’ and caregivers’ mental and physi-
cal health were found to influence each other and evolve in
similar patterns. [19-24]

These findings prompted a call for cancer care teams to
treat patients and their caregivers as dyads instead of as indi-
vidual entities [23]. Consequently, Tolbert et al. [15] sought

@ Springer

to identify the needs and expectations of caregivers across the
cancer care trajectory. They found that caregivers were often
expected to (a) be physically present in cancer clinics, com-
municate with providers, obtain and process information, and
assist in decision-making; (b) provide medical care at home,
communicate and provide emotional support, while assist-
ing with unfamiliar or new tasks; and (c) adjust to a “new
normal” by checking in with providers regarding patient’s
needs, anticipate relationship changes, address emotional and
physical needs, and cope with caregiver-patient disagreements
on care needs and how to address them. These authors also
found that caregiver burden could be reduced when provided
with additional emotional, informational, and instrumental
support in daily care activities at home. Although such sup-
port is undoubtedly beneficial, caregivers must often contend
with co-existing and competing roles [25], adding to their
caregiving needs and expectations. Moreover, informal cancer
caregivers who are also healthcare professionals (ICC-HCPs)
represent a particularly important segment of the population
that may uniquely experience this duality in caregiving.

Healthcare-related dual role experiences
in the context of cancer

ICC-HCPs can bring knowledge and skills acquired through
their training and professional experiences that may buffer
burden and enhance the caregiver role—hence, also ben-
efiting patients [26]. These caregivers may be in a strategic
position to mobilize support, access specialized cancer ser-
vices, and obtain information that can further guide cancer-
related decision-making, physical and emotional care, and
follow-up [15]. However, this role duality may place addi-
tional pressure on them. Kim et al. [25] report that informal
cancer caregivers’ psychological distress can significantly
increase as a function of the number of social/occupational
roles held. Moreover, adverse physical and emotional con-
sequences have been documented among healthcare pro-
fessionals who cared for family members or close friends
[26-28]. However, this research has primarily focused on
nurses’ experiences with less attention to physicians’ experi-
ences. To our knowledge, the particular demand of cancer-
related informal caregiving in the context of also being a
healthcare professional has yet to be explored.

Using dual role experiences to inform formal
and informal training

Health professional education and training hold key com-
ponents that combine theory and practice with active clini-
cal service [29]. ICC-HCPs possess both an “insider” and
an “outsider” perspective as cancer caregivers. This duality
can prompt distinct challenges that must be accounted for in
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curriculum development [29, 30]. Specifically, [CC-HCPs
as “privileged informants” [2]®'!) with experiential knowl-
edge (i.e., learning by doing) may provide valuable insights
into the nature of caregiving practices and processes. [2, 31]

Study purpose

The overarching goal of this study was to begin to explore
participants’ views of their dual role as ICC-HCPs. The fol-
lowing questions guided this exploratory study:

(1) What perceptions do ICC-HCPs have regarding their
dual caregiving role?

(2) How can these perceptions be used to guide efforts to
support this increasingly prevalent group of caregivers?

Methods
Participants

Healthcare professionals were eligible to participate if they
reported at least 1 year of professional work experience as
a nurse or a physician and had cared for a family member
diagnosed with cancer who has received treatment (e.g.,
chemotherapy, radiation, or surgery) within the last 10 years.
They had to have been involved in informal caregiving at
diagnosis, during treatment, or post-treatment and speak
English or French fluently (the study was conducted in Que-
bec, Canada). Retired health professionals were also eligible.
Enrolled participants (N=12; 11 females and 1 male) were
between the age of 31 and 83 (x =47) and included 7 nurses
and 5 physicians. Participants’ relationships with patients
included being a partner (n=3), an adult child (n=4), a
sibling (n=1), a parent (n=1), in-laws (n=2), or being a
grandparent (n=1).

Design

An exploratory descriptive qualitative design was used [32].
This design is generally used to explore an understudied phe-
nomenon with the goal of providing detailed accounts [33].
This design is favored herein, given the scarcity of research
concerning the ICC-HCP dual role.

Exploratory design and research reflexivity

The concept of reflexivity refers to the capacity to examine
one’s beliefs and values during the research process and take
an analytical stance toward those beliefs and values in light
of study participants’ accounts [34]. Given the subjective
nature of qualitative research, reflexivity is essential in bet-
ter understanding how researchers are positioned relative to

the research questions. In the current study, all authors have
a background in health care. Specifically, AST was trained
in counseling psychology, TLB and AK are psychologists,
and CGL holds a doctorate in both nursing and psychology.
In addition, two authors have experience with informal and
formal cancer caregiving. Authors’ involvement in reflex-
ivity included open dialog regarding each other’s personal
and professional experiences and perceptions regarding the
study’s main topic.

Procedures

Between August 2018 and April 2019, potential participants
were primarily recruited via a volunteer-based organiza-
tion of a large university-affiliated cancer center in Mon-
treal, Quebec. Recruitment strategies included posting
flyers, social media announcements, information booths,
and word-of-mouth. Word-of-mouth was particularly effec-
tive. Interested participants were contacted by telephone to
explain the study in more detail, screen for eligibility, and
schedule a date, time, and place for the interview. Inter-
views lasted between 40 and 60 min and took place in the
hospital, in a private location, or at the participant’s home.
All interviews were conducted and transcribed by the sen-
ior author (AST). The McGill University Research Ethics
Board approved this study and all participants provided
written informed consent.

Based on pragmatic considerations and judgment, it
was initially estimated that twelve to fifteen participants
would be needed—a sample size consistent with an induc-
tive, exploratory methodology [35, 36]. A semi-structured
interview guide was developed by AST and CGL. Table 1
presents sample questions. In addition, socio-demographic
information was collected post-interview using a brief self-
report questionnaire.

Thematic analysis

Interviews were digitally audio-recorded, transcribed ver-
batim, and analyzed thematically [37, 38]. As per Braun
and Clarke [39], thematic analysis combines new knowledge
from the data (i.e., participants’ verbatim) with the existing
literature to enrich understanding and meanings attributed
to the phenomenon of interest. Initially, the senior author
(AST) prepared and reviewed the transcripts several times
to produce key content. Particular sentences or words were
highlighted and inductively coded according to their rela-
tionships to the dual role concept. Next, codes were com-
pared and contrasted to capture similarities and differences
among them and a preliminary coding structure was created
with key themes and sub-themes. AST then re-read the tran-
scripts and highlighted quotes that appeared to best capture
these themes. Subsequently, CGL and AK reviewed the
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Table 1 Interview guide

Questions

1.Please tell me about your experience as a family caregiver?

2.How did being a health professional affect your role as a family caregiver?

a.What would have been different about your experience as a family caregiver if you had not been a health professional?

b.What impact did you being a health professional have on your loved one’s health or medical care?

3.How did being a family caregiver affect your role as a health professional?

4.Did your loved one’s medical team know you were a health professional?

a. If so, how did they obtain this information (i.e., about you being a health professional)?

i. How did this information impact your loved one’s health or medical care?

ii. How did this information affect your communication with the medical team?

iii. What effect did this information have on the medical team’s expectations of you regarding care responsibilities?

b. If not, what was the reason for not sharing this information with the medical team?

5.Are there any other thoughts about your experience that you would like to share?

preliminary coding, themes, and comments. Last, all authors
discussed the findings and impressions and resolved poten-
tial interpretation discrepancies resulting in several inter-
preted themes and representative participant quotes.

Findings

Participants reported several benefits and challenges related to
the performance of their dual role. A salient advantage was that
they felt well prepared to provide direct, hands-on care while
drawing upon their professional knowledge and experience.
They also reported feeling confident in guiding the patient
as he or she navigated the complexities of the healthcare
system. Ready access to pre-existing professional networks
and contacts was reported to be beneficial to access the most
relevant services, inform treatment-related decisions, and
identify next steps in care. Already having medical knowledge
and related vocabulary was reported as essential for effective
communication with cancer care team members across the
cancer trajectory from diagnosis, treatment, survivorship, or
palliative care. When prompted about potential challenges,
all participants reported feeling pressured, at times, to enact
their professional roles while providing informal care. They
also felt compelled to remain hyper-vigilant through the
monitoring of their family member’s medical condition as
it evolved. Many also struggled with the perceived pressure
(internal and external) to provide sustained hands-on care.
Their own sense of professional responsibility was particularly
heightened when confronting care gaps or flaws in the health
care delivery system. In addition, participants often struggled
to find a balance between work and informal caregiving
demands. More details are provided below with representative
participant quotes.

@ Springer

Theme 1: salient dual role advantages

Participants reported that their professional experience con-
sistently helped carry out their informal caregiving role; they
felt well equipped to guide their affected family member
regarding topics such as where to seek information, which
healthcare profession to prioritize given a particular situa-
tion, what tests to request, and which medical steps should
come next. A participant recalled instructing her family
member who caught a cold a week before surgery to contact
her general practitioner (GP) rather than the surgeon:

“You don’t call the surgeon when you have a respira-
tory infection, it is not his/her job. (...). The GP knew
the surgery was planned in a week’s time. The GP told
her to come right away for a scan and get antibiotics
(P4).”

Another participant summed it up as follows:

“So you kind of take a role like explaining the health-
care system and honestly the initial challenges are
navigating the healthcare system. Who do you talk to?
What do you get? Who does what, you know? You will
get the scan, but they will not tell you the result as soon
as the scan is done (P13).”

Participants reported that having a network of contacts
within the healthcare system also provided valuable guid-
ance to their family member, such as obtaining referrals,
seeking cancer-related information, or benefitting from a
second opinion while contemplating treatment decisions.
A participant recalled having reached out to colleagues to
discuss a medication that the patient was prescribed:

“I can think of a few times that I would email physi-
cians with whom I had been working with: Does it
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make sense that we jump up to this level of fentanyl
(P4)?”

Participants all agreed that once their family member
entered the healthcare system and became formally a patient,
care became consistent and well-integrated, and the patient
experience with cancer care evolved quite smoothly. They
underscored that the real difficulty was health care system
access at the outset—something made easier by participants
already having access to a network of professionals and col-
leagues. Participants reported that their medical knowledge
and associated professional vocabulary facilitated commu-
nication with cancer care team members. Most participants
reported that they either readily disclosed their professional
background or it became quickly evident as they exchanged
medical terms and “jargon.”

“While discussing with the medical team, I felt like
they went further in their reflection because I chal-
lenged them a little (P11).”

Some participants underscored how appreciative they
were for having been included in tumor board meetings or
invited to contribute their own expertise. Participants also
reported having been welcomed within healthcare settings,
whether they were employed on-site or not.

They also felt that their dual role was of great benefit
when it came to providing direct, hands-on care for family
members, such as assessing health status, treatment-related
symptoms, and managing potential complications. They also
got involved in medication administration, injections, wound
care, and surgical stitch removal—circumventing time con-
suming visits to the hospital. One participant explains:

“... there was a small dosing problem with the tamox-
ifen she was taking. So rather than trying to set up
an appointment with the specialist, which would have
taken weeks and weeks, I was able to solve the ques-
tion of dosage. Surely, we talked to the physician
afterwards, but when we spoke to him it had already
been three months since I had solved the problem (...)
because I was able to look up how tamoxifen works
(P3).”

Moreover, participants described being asked by their
family member to advocate and make decisions on their
behalf, a request they attributed to patient trust in their pro-
fessional judgment. A participant recounted that her husband
with cancer asked her to “protect him” and advocate on his
behalf because he did not understand the medical terms used
and counted on her to enforce his decision not to undergo
treatment that would prolong his life (P9).

Some participants also recalled having a mediating role
between the patient and the cancer care team when it came
to interpreting medical information:

“My sister-in-law asked me to go with her. And when
we got there, she went in with her husband and I stayed
in the waiting room and then she came to get me. She
needed me to come in because she did not understand
[what the doctor was saying] (P5).”

Participants recounted that their role was not only lim-
ited to supporting the ill family member, but also included
members of the extended family who had questions and
wished to be kept in the loop in terms of the patient’s medi-
cal condition. All participants felt that their ICC-HCP role
had saved time and energy and created a “safety net” for both
the patient and extended family members.

Theme 2: significant challenges related to the dual
role

Participants discussed disadvantages linked to this dual
role. At times, they felt significant pressure from family and
health care professionals (explicitly or implicitly) to enact
their professional role. A participant recalled having recog-
nized the rapidly declining health condition of her family
member well ahead of anyone else:

“When I started to see signs of deterioration, signs of
shortness of breath, other signs that the disease had
progressed, that it had metastasized... I could see it
way before anybody else, even before any scans or
anything else, and thinking this is not good (...) So that
is very hard. Because of the knowledge that you have
as a healthcare provider, you know what is coming
up, you know the risks... of chemotherapy, signs and
symptoms of sepsis, risks of hospitalization, risks of
post-op complications. So, you are looking at all these
things and you are trying to keep the person calm, but
you are understanding the risks much more than they
are... (P5).”

Another participant, whose family member was nearing
death, remembered having to decide whether to share her
suspicions with other family members or let the medical
team communicate the information:

“I shared my relative’s condition with my family
because otherwise he could have died alone, but, on
the other hand, I was wearing my nurse’s hat, stay-
ing vigilant and alert, feeling like [I was] taking away
[their] hope (P8).”

A result of relying on their professional role in informal
caregiving, participants felt they had to remain hyper-vig-
ilant to detect potential changes in their family member’s
condition and inform the medical team and other family
members. For some, this type of vigilance hindered their
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ability to initiate the process of grieving the upcoming loss
of their loved ones.

One participant described having flashbacks for several
months after her family member’s death, remembering his
agony and questioning the medical decisions she had made
and whether she had done enough (P4). This often disrupted
the ability to “let things go” and let other healthcare workers
take responsibility for proving care to their family mem-
ber; this was potentiated by having witnessed “incidents”
or “errors” regarding their family member’s care. One par-
ticipant explained:

“I could see certain things that I felt could be improved
but then feeling like you cannot do everything for them,
you know what I mean. So that was hard (P13).”

Another participant described that her attitude had com-
pletely changed after her family member experienced an
allergic reaction to the medication:

“My attitude changed completely. Each time I was
like: OK what did you give him? Did you give him
that before? After that, I was there every time he had
to get chemotherapy (P12).”

Participants also underscored feeling pressure—from
themselves as well as members of the cancer care team—to
be more directly involved in their family member’s care. A
participant described that the medical team failed to refer
her husband to the community clinic for dressing changes
and medication monitoring. The team had assumed that as
an ICC-HCP, she would take on those tasks (P1). Another
participant recalled that the medical team expected her to
perform demanding care tasks (e.g., to turn a bedridden fam-
ily member) but refrain from performing other care tasks:

“It’s like, if it is convenient to them it is OK, but if they
have to work a bit more...it’s a different story (P12).”

Being confronted with gaps/flaws in the healthcare sys-
tem, paired with their own heightened sense of professional
responsibility, was challenging for some. The monitoring
of healthcare professional practices such as differing hand
washing procedures or the lack of professionalism in intro-
ducing themselves was discussed. One participant recounts:

“The number of times I saw nurses walk in not even
look at my father-in-law and write their names on the
board. Like no introduction, be like: Do you have any
pain? I am like: Who are you? What is your role, like
just the basics you know? (P13).”

Participants reported struggling to find a balance between
being a formal and an informal cancer caregiver. Many tried
to cope with the initial shock of the diagnosis and the ensu-
ing distress upon witnessing their family member’s decline,
all while attending to other important life demands, such as
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working/studying full-time, raising children, and caring for
other family members. Many reported not having any res-
pite from caregiving and they compared this to a grueling
marathon. One participant recalled:

“It is physically stressful. To be a caregiver, you
become aware of your helplessness (P7).”

Participants also described having difficulty setting aside
their professional role as they were constantly either working
or caregiving:

“That was hard, I was not able to escape (...) It was not
easy. You go outside and it is like the sun is brighter
than usual. Like you have to reconnect with a lot of
things, you had turned off (PS8).”

Another described: “Because I went with her to each
appointment...and they would tell her this news and I would
support her. So, in a way it was good because it was very
supportive for her, but for me it was detrimental (P5).”

Participants who worked at the same hospital where their
family member was being treated reported learning about the
family member’s new health issues during working hours,
making it difficult to cope and continue working. Also, some
said that this dual role made them more likely to be solicited
by another family member. One participant said:

“But then you think of yourself: I cannot go through
this again, I cannot do it again. Like if my husband
gets sick, I won’t be able, you know. So, you just hope
that it doesn’t happen... but you know it will happen
again and you will just have to deal with it. It is not
something you can run away from when you are part
of the system (P5).”

Theme 3: changes in professional practice
as a consequence of informal caregiving

Participants reported that the caregiving experience changed
their personal approach to professional practice, as well as
their relationships with patients and co-workers. On a per-
sonal level, participants reported having gained a deeper
understanding of patient and family’s contributors to burden.
One participant shared:

“When you live it, it’s different. You cannot say that
you understand what the person is going through, but
you understand a little. Not exactly everything, but you
can understand because you have been there. It is not
easy, especially for caregivers (P2).”

They described having realized how wait times, for
instance, can negatively affect patients and caregivers’
morale. Participants acknowledged that whereas delays are
often inevitable, demonstrating empathy and listening to
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concerns can be comforting. Participants reported that their
experience as a caregiver reminded them of the degree to
which “basics”—such as introducing themselves, repeating
information periodically, and conveying courtesy toward dif-
fering family values and beliefs is important.

One participant shared: “This experience allowed me to
see how patients and caregivers actually feel about what
might seem like harmless to a nurse (P11).” She also men-
tioned learning from the approach of her mother’s doctor:
“I learn a lot about how she [the doctor] treats her patients,
the way she approaches them, listens and talks to them, she
is really amazing. I think it will have repercussions [on my
practice] because it inspired me so much. (P11).” Another
participant recalled: “When you are a caregiver and the
nurse explains how to provide certain types of care and it is
not working, you feel lost. This feeling, I had. I understand
completely how families can feel. You try to do things and it
is not working (P2).” Yet another participant reported that
she now touches base with family caregivers and discusses
self-care with them: “I have to say I spend much more time
pulling caregivers aside and making sure not only that they
know the right things to do for the patient but also focusing
on the [caregiver] health (P4).”

Regarding changes in co-worker relationships, one par-
ticipant mentioned that she was able to recognize difficult
family situations and advocate on their behalf in multidis-
ciplinary meetings. Another mentioned that she was able
to share and discuss her experience with professional col-
leagues (P12). One participant noted that she uses examples
from her own caregiving experience when teaching medical
students (P13).

Theme 4: important palliative and end-of-life care
access issues

Participants who reported caring for a family member with
advanced cancer while also working in oncology commented
on the rarity of team discussions about palliative/end-of-life
within the team and with patients and family members. One
participant reported: “Except when it is time for palliative
or end-of-life care, people don’t talk about it. His doctor did
not tell him that he was in palliative care. Even the treating
doctor said nothing when we decided not to do the biopsy,
nor continue treatment (P8).”

Participants discussed the need for addressing palliative
care options early to help their family member navigate the
different services available and explore symptom manage-
ment options related to advanced cancer to ensure comfort
at end-of-life. A participant explained: “And, so that hurt
me, knowing that there was limited time... it doesn’t bother
them [cancer team members | because they don’t see it any
differently but I was like, maybe his last few months could
have been better. Pain-free, you know (P13).” Participants

expressed concerns regarding confusion over what palliative
care entails, when to talk about it, and patients’ rights: “I am
sure that 75% of the population does not know that they have
the right to have palliative care at home, to have a private
room at the hospital, that it is about control and ease the
pain, that you don’t have to endure pain symptoms and that
there are solutions.” They also talked about how difficult it
was to have access to palliative care services, particularly
when the patient condition was deteriorating rapidly: “/ won-
dered if he would have gotten more attention to his mental
health if he would have been in palliative care earlier, like
months prior to when he was. (...) So, my in-law received
no resources from the cancer center really. It was so quick
and such a decline that they were not able to tap into any
type of family counseling even though they said they were
interested in it (P13).” Participants also expressed concerns
regarding the negative undertones of the term “palliative
care,” suggesting that “supportive care” may serve as a more
accurate and less frightening term, given its primary goal is
to optimize quality of life, reduce physical and psychological
symptoms, help adjust to imminent death, and support fami-
lies through the process and following death. Participants
also shared that caring for a family member at end-of-life
altered their beliefs and values. One participant discussed
the importance of working toward “a good death” and that
decisions about extending a patient’s life should consider
quality over quantity of life.

Discussion

In exploring ICC-HCPs’ experiences, key insights, mean-
ings, and consequences were gained linking formal and
informal caregiving roles. ICC-HCPs’ knowledge of the
healthcare system, for instance, was often instrumental in
assisting patients to readily access care, saving time and
energy for both patients and caregivers, and informing
next steps in hospitalization, treatment, and follow-up care.
Reliance on their professional knowledge was construed
as a positive, providing them with a sense of control and
empowerment. This point is consistent with previous find-
ings whereby caregivers’ self-efficacy was increased when
symptom management training strategies were part of sup-
portive interventions. [40, 41]

The ICC-HCP dual role was also reported, at times, to
increase overall caregiving burden. Having the propensity to
do more, participants reported feeling internal and external
pressures to be more actively involved in caregiving tasks
and advocate for affected family members. Enacting their
professional role within the cancer care system often hin-
dered their ability to take time away from these demands. In
addition, some even felt that their professional background
prevented them from actively grieving, as they felt that they
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had to remain strong even during and post end-of-life. These
observations are consistent with previous findings indicating
that caregiver burden increases in response to co-existing
and competing roles [25]. Moreover, considering previous
findings that caregivers still experience unmet needs up to
24 months following a patient diagnosis [20], more attention
concerning ICC-HCPs’ needs is warranted. It is also critical
that greater awareness surrounding ICC-HCPs’ supportive
resources be promoted such as psychosocial oncology inter-
ventions offered by cancer care settings and community sup-
port services.

ICC-HCPs reported that the caregiving experience influ-
enced their professional practice (and vice-versa), particu-
larly with a renewed focus on patient-caregiver communi-
cation. They began paying more attention to caregivers (in
addition to patients) while encouraging the former to take
time away from their caregiver role and re-engage in self-
care. In addition, some reported being inspired by the cancer
care team and wanting to enact those behaviors and integrate
this new knowledge into their professional practice. Such
findings are consistent with the view that clinical skills are
context-specific and best learned over time in authentic and
supportive settings [42, 43]. As this study shows, these set-
tings can extend to ones where boundaries between the per-
sonal and professional domains are imprecise. Such findings
also illustrate the value of immersion and perspective taking
in healthcare education and practice and the need for emerg-
ing digital technologies to support experiential learning. [44]

Some ICC-HCPs also reported important access issues
pertaining to palliative and end-of-life care. For instance,
service gaps were particularly salient at crucial transition
points on the cancer care trajectory with definitional uncer-
tainty about what palliative and end-of-life care entailed.
Likewise, Ryan et al. [45] argue for a redefinition of pallia-
tive and end-of-life care to “reduce misconceptions, facili-
tate clinical and academic development, and promote effec-
tive communication.” [45]®Y, particularly around end-of-life
discussions. A recent systematic review [46] found that end-
of-life discussions were associated with significantly lower
likelihood of being admitted into an acute or intensive care
unit, more reliance on hospice care, and more likelihood of
death outside hospitals. Some of our participants reiterated
the need for better integration of palliative and end-of-life
care to more readily address patients’ and caregivers’ needs
and preferences.

Overall, the study findings bring forth key aspects of
ICC-HCPs’ experiences and suggest that even if profes-
sional knowledge is beneficial, there is a higher risk of
being over-solicited by close and extended social net-
works. Therefore, caregiving can be a significant burden
even for individuals familiar with the health care system
who possess extant professional experience and knowledge.

@ Springer

Consequently, with the current health care system putting
increased responsibilities on family members to care for
patients, addressing informal and formal caregivers’ poten-
tial distress and burnout should be a priority [47]. In sum,
caregivers may need professional support during and after
caregiving episodes, regardless of their professional back-
ground. This support is paramount as research shows that
in the year following diagnosis, caregivers’ physical and
psychological health tends to significantly decline even if
the patient’s health improves. [48]

Implications for healthcare professional
education and training

The present study’s findings can shed insight into profes-
sional education and training priorities and opportunities.
Trainees can be encouraged to reflect on their personal and
professional caregiving experiences (e.g., using deliberate
introspection activities). This practice is essential as burnout
significantly contributes to staff absenteeism and turnover
[49, 50]. Moreover, through greater dual role awareness,
healthcare professionals may be better equipped to iden-
tify and respond to distress in family caregivers, fostering
an increased capacity to relate to and engage with them as
whole persons. [51]

Furthermore, professionals in training should be provided
with more palliative and end-of-life curriculum content. This
focus aligns with the World Health Organization’s asser-
tion that the integration of palliative care services has been
hindered due to a lack of health professional education and
training [52]. From a clinical perspective, Hawley [53] states
several reasons for low referrals to palliative care services.
The author cites “ignorance [among healthcare profession-
als] regarding what palliative care is.” [53]® ? Likewise,
Artioli et al. [54] have pressed for the need to systematically
assess palliative care knowledge and skills among healthcare
professionals in training.

Limitations

There are a few limitations to this study. First, the sample
consisted mainly of women, with only one male participant.
Hence, the findings may reflect, in large part, a female per-
spective on the phenomenon of interest. Second, because
of its cross-sectional nature, investigators did not return to
participants to clarify or deepen the meaning of the verbatim
collected. Third, exploration of the dual role was restricted
to nurses and physicians only. A broader perspective would
extend to the experiences of psychosocial oncology profes-
sionals such as psychologists and social workers.
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Future research

Future work would further address the specific support-
ive unmet needs of ICC-HCPs according to more varied
contexts. In addition, how ICC-HCPs’ experiences evolve
throughout the cancer trajectory, including during the sur-
vivorship phase, advanced cancer stages, and post-death
among bereaved caregivers. With this new knowledge, per-
son-centered supportive interventions could be developed,
tested, and implemented for this unique caregiving group.
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