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Abstract

Objectives. To explore the acceptability of screening for family-reported outcomes (FROs)
among cancer caregivers (unpaid family members or friends who provide support to patients
with cancer) and identify from their perspective the key components of a FRO screening
program.

Methods. Using a qualitative descriptive design, semi-structured interviews were undertaken
with 23 adult caregivers of people with cancer between 2020 and 2021. Interview questions
focused on acceptability of FRO screening, types of FROs, timing/frequency of screening, pre-
ferred resources following screening, and communication of FROs to patients and clinicians.
Participants were recruited in Canada. Interviews were audio-recorded, transcribed verbatim,
and analyzed using thematic analysis and constant comparison.

Results. Almost all caregivers welcomed FRO screening in usual care and viewed it as an
avenue toward obtaining more resources. Other potential benefits of FRO screening included
increased self-reflection and role acknowledgment. Caregivers prioritized screening for emo-
tional symptoms, and most preferred that the results be shared with the patient’s treating team
rather than their primary care provider. Caregivers did not want results to be shared with
patients, instead favoring learning how best to discuss results with patients. Many spoke of
a “one stop shop” containing all relevant information on caring for the patient (first) and
for themselves (second). Opinions regarding timing and frequency of FRO screening dif-
fered. Periodic administration of FRO measures, with each one not exceeding 20 minutes, was
deemed appropriate.

Significance of results. This study extends the concept of patient-reported outcome measures
to caregivers, and findings can be used to guide the development of FRO screening programs.

Introduction

High-quality cancer care in Canada relies on caregivers (Lambert et al. 2016). A caregiver is
defined as an unpaid person most involved in providing physical, instrumental, and/or emo-
tional support to patients (Soothill et al. 2001). With the shift toward community-based cancer
care (Institute of Medicine (IOM) 2008), caregivers play a vital role supporting and improving
the health of patients with cancer (Northouse and McCorkle 2010; Sinha 2013). Their key roles
include monitoring treatment side effects, assisting with activities of daily living (ADLs), coor-
dinating care, administering medication, liaising with the medical team, advocating for patients,
and providing emotional support (Lambert et al. 2016). Despite this, the work of caregivers is
frequently unacknowledged and undervalued. In undertaking this work, caregivers often receive
minimal formal support, resulting in poor caregiver or family-reported outcomes (FROs) such
as high anxiety and low quality of life (QOL) (Girgis and Lambert 2009; Hagedoorn et al.
2008; Kim and Schulz 2008; Lambert et al. 2014, 2013a, 2012a). Such impact has been shown
to limit caregivers’ ability to fulfil their roles (Lambert et al. 2013b) and to predict patients’
institutionalization (Cepoiu-Martin et al. 2016).

Cancer care has a long history of screening for patient-reported outcomes (PROs). The
systematic screening of PROs in usual care has been shown to improve patient satisfaction,
patient-centered communication, clinician recognition of symptoms, and workflow efficiency
as well as decrease symptom severity and utilization of health-care services and increase
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patient QOL and survival (Basch et al. 2016; Di Maio et al. 2022;
Graupner et al. 2021; Howell et al. 2015; Kotronoulas et al. 2018;
van Egdom et al. 2019). Despite an increased focus on family-
centered care, there has been less attention given to FRO screening
in usual cancer care (Aubin et al. 2021).

FROs are defined as the consequences of caregivers’ roles and
responsibilities on all spheres of their life and health, such as
their QOL or level of distress, as reported by caregivers. The term
“caregiver-reported outcomes or CROs” is purposefully not used,
to disambiguate from “clinician-reported outcomes” A Delphi
study of priorities for caregiver research found that screening to
identify caregivers at greatest risk of burden was a priority across
all 4 stakeholder groups who participated (caregivers, clinicians,
managers, and researchers) (Lambert et al. 2019). Several FRO
screening programs have recently been proposed (Aubin et al
2021; Hawkes et al. 2010; Howard et al. 2022), often relying on sim-
ilar measures, processes, and approaches as those used for PRO
screening programs, with mixed results in terms of acceptabil-
ity and efficacy. Few studies have examined how key processes
involved in implementing PROs in cancer care need to be adapted
to the particular context of FROs (Howard et al. 2022). The objec-
tives of this study were to explore from caregivers’ perspectives: (a)
the acceptability of screening for FROs; (b) key components of an
FRO screening program; and (c) the types of support needed to
manage FROs. This study was part of a larger program of research
focused on the electronic implementation of PROs and FROs
in cancer care in Quebec, Canada (e-IMPAQc.com) (Lambert
2022b).

Methods
Design

This was a qualitative descriptive study (Magilvy and Thomas 2009;
Sandelowski 2000) conducted from 2020 to 2021 (amidst initial
COVID-19 waves). Ethics approval was obtained. The consoli-
dated criteria for reporting qualitative research (COREQ) guided
reporting (Tong et al. 2007).

Number of individuals identified

1057

Sample

A convenience sample of 23 caregivers was recruited (see Figure 1).
Caregivers were family members, partners, or friends providing
unpaid support to someone with cancer for at least 3 months.
Other inclusion criteria were being 18 years and over and speak-
ing either English or French. Inclusion was not based on the type
of treatments or cancer diagnosis. Ineligible caregivers included
those who could not complete the consent process due to lan-
guage barriers or cognitive issues. Eligibility was determined based
on caregivers’ self-report during a screening recruitment interview
with a research assistant (RA).

Recruitment

Participants were recruited (a) with the help of clinicians at 1 cancer
center; (b) from the team’s 2 previous studies; (c) via social media,
including Facebook and the study’s website (e-impaqc.com);
and (d) through community organizations. Caregivers recruited
through clinicians gave permission for their name and phone num-
ber to be forwarded to the RA who then followed up with study
information. Patients or caregivers who participated in other stud-
ies and had consented to receive information about future studies
were phoned or e-mailed a study invitation. Those recruited via
social media or community organizations completed an online
form indicating their contact information for follow-up by the
team. The RAs assessed the eligibility of all caregivers and provided
detailed study information. Eligible caregivers were then sent the
consent form by mail or e-mail for their review. The RAs com-
municated with the caregiver to respond to any questions about
the consent form and to schedule the interview. Consent forms
were signed prior to the interview. Participants did not know the
interviewer prior to the study.

Data collection

Caregivers were invited to 1 interview, which lasted between 30 and
110 minutes and was conducted in either English or French by 1 of

(n=115)

Social media (n = 8)

Recruited from cancer clnic (n = 6)
Previous studies (n= 101)

{Number Not Working/No Answer (n = 20) |

[ Contacted@=95 |

{Refused (n = 59)

j————— [Not Interested (n = 52)

No Time (n=5)

Personal Issues (n=2)

No Caregiver (n=17)

[Not eligible (n = 12)

Outside of Quebec (n=3)

[ Consented (n = 24) |

Caregiver < 3 Months (n=2)

{Lost to follow-up (n = 1)

[ Interviews completed (n = 23) |

Figure 1. Recruitment flowchart.
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the 2 bilingual female RAs (including MM). Interviews were held
over the telephone or using Microsoft Teams, based on participants’
preferences. All interviews were audio recorded, and interviews
held over Teams were also video-recorded. Interviewers began with
a description of PROs and how their use might carry over to FROs.
The interview guide was used with flexibility to explore (a) appro-
priateness of screening for FROs; (b) types of FROs that should be
screened; (c) types of support needed in managing challenges of
caregiving; and (d) sharing of FRO results.

Data analysis

All audio-recordings were transcribed verbatim in the original
language in which they were conducted, and transcripts were de-
identified. The descriptive data analysis was completed in English,
using thematic analysis (Braun and Clarke 2006), based on a con-
stant comparison method (Leech and Onwuegbuzie 2007, 2008)
using NVivo 12 (QSR International 2018). Two experienced bilin-
gual RAs (including KL, different than those who conducted the
interviews) completed the coding. The RAs established a prelimi-
nary codebook independently after reading the first 3 transcripts.
They then met regularly to discuss the codes and resolve discrep-
ancies. Subsequently, they continued coding the same transcripts
independently, meeting to resolve discrepancies, until consistency
in coding was attained, which was after coding 5 additional tran-
scripts. Then, only 1 RA (KL) completed the analysis, revising the
codebook as needed and discussing coding at regular team meet-
ings. Data were coded inductively, with similar codes grouped into
categories, which subsequently formed themes. Excerpts in French
were translated into English.

Sample size

Recruitment continued until data saturation was reached, esti-
mated to have occurred at the 15th interview. Interviewing con-
tinued with caregivers with different demographic characteristics
to ensure no new themes were identified.

Results

Almost half of caregivers were between 50 and 59 years old. An
almost equal proportion of females and males participated. Most
caregivers were the spouse or partner of the person for whom they
provided care. Table 1 further details caregivers’ sociodemographic
characteristics.

Appropriateness of FRO screening

All but 1 caregiver, who felt the focus should remain on the patient,
supported the proposition of collecting FROs. For most, complet-
ing FRO measures was viewed, first and foremost, as a means
of accessing information and resources needed to provide care
to patients and, secondarily, for their own self-care. Caregivers
explained that although questions pertaining to patients’ condi-
tions might get answered, the main gap in health services was
guidance on how best to care of patients:

[...] At the medical level we were very well supported. But more at the level
of the other components. The issue of food, for example. I have cancer, 'm
undergoing chemotherapy;, I feel nauseated, naturally I have trouble eating,
I'm undergoing radiotherapy treatment, it burns, it hurts, what cream can I
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Table 1. Sociodemographic characteristics of participating caregivers (N = 23)

Sociodemographic characteristics N (%)
Age
<40 3 (13.0)
40-49 2(87)
50-59 10 (43.5)
60-69 5 (21.7)
>70 2 (8.7)
Unknown 1 (4.4)
Sex
Female 12 (52.2)
Male 11 (47.8)
Education
High school 3(13.0)
Post-secondary diploma 7 (30.4)
Undergraduate degree 7 (30.4)
Graduated degree 5(21.7)
Unknown 1(4.4)
Marital status
Married 13 (56.5)
Separated 1 (4.4)
Single 4 (17.4)
Common law 2 (8.7)
Widowed 2 (8.7)
Unknown 1(4.4)
Employment status
Full time 11 (47.8)
Part time 6 (26.1)
Retired 1 (4.4)
Sick leave 4 (17.4)
Unknown 1(4.4)
Relationship to patient
Spousal relationship 15 (65.2)
Non-spousal relationship 5(21.7)
Unknown 3(13.0)
Patients’ cancer type
Breast 11 (47.8)
Thyroid 1 (4.4)
Lymphoma 2 (8.7)
Pancreatic 1(4.4)
Brain 2 (8.7)
Colorectal 2 (8.7)
Multiple myeloma 1(4.4)
Kidney 1(4.4)
Lung 2 (8.7)
(Continued)


https://doi.org/10.1017/S147895152400035X

Palliative and Supportive Care 1059
Table 1. (Continued.) Table 2. Type of FROs identified (N = 23)
Sociodemographic characteristics N (%) Type of FROs N (%?)
Patients’ stage of cancer at diagnosis Emotional symptoms (mentioned by 21 participants)
Early stage 6 (26.1) Anxiety 10 (43.5)
Advanced stage 8 (34.8) Mental fatigue 10 (43.5)
Unknown 9 (39.1) Stress 8 (34.8)
Patients’ stage of treatment Isolation, feeling invisible 5(21.7)
In treatment 2 (8.7) Helplessness 4 (17.4)
Post-treatment 17 (73.9) Depression 2 (8.7)
Deceased 2 (8.7) Feeling guilty to take time for self 2 (8.7)
Unknown 2 (8.7) Practical and social issues (mentioned by 19 participants)
Patients’ cancer treatment Managing housework 8 (34.8)
Surgery 9 (39.1) Practical information and knowledge 6 (26.1)
Chemotherapy 15 (65.2) Transportation 4 (17.4)
Radiotherapy 7 (30.4) Access to resources 3(13.0)
Other 3(13.0) Communicating with family and friends 2 (8.7)
Unknown 1(4.4) Childcare 1(4.4)
Adjustment to changes in relationship role 1(4.4)
Cancer care (mentioned by 11 participants)

se ... all these little things, I find that it was limited in terms of information. Help patients with activities of daily living 7(30.4)

(female, 02010) (e.g., shower)

This lack of support resulted in caregivers not feeling they could EarT Eoordi”atm“/ communicating with 6(26.1)
address patients’ symptoms, or that they used a trial-and-error ealth-care team
approach in doing so. Not knowing how best to respond to patients’ Medication management 4(17.4)
needs coqtrlbuted to caregivers 1pcrea§eq dlstress. and burdgn. e —— 2(8.7)
Few caregivers asked questions during clinical appointments with radiotherapy)
patients: “If you do not ask the doctor, they will never volunteer Helo decioher P ; Liaa
the information” (female, 02016). But they acknowledged feeling PR el TG e (44
that oncologists either did not have time to address their concerns Access to more resources 1(44)
or did not wish to r.espc,)nd to additional questions because their Physiealo e malmentonedlbyla0iparGeipants]
focus was on the patient’s treatment.

Other perceived benefits of FRO screening included legitimiz- g9 el A
ing the caregiver’s role, feeling acknowledged, and decreasing iso- Physical fatigue 4 (17.4)
lation. One caregiver shared: Lack of appetite 3(13.0)

It would have been a nice acknowledgement and I bet for some people it Shortness of breath 1(4.4)

cou}d open floodgates of a lot of questions, the ability to share exactly what Financial stress (mentioned by 9 participants)

you're going through. (male, ID 02013)

Parking/transportation fees 5(21.7)

'.Ihese benefits were 1nextr1c.ab1}’7 hnked“to caregivers cqrreptly N —— 4(17.4)
feeling excluded from the patient’s care: “[...] at the beginning, e el
there is not much space for caregivers, really not. It’s like we don’t

Reduced salary 2 (8.7)

exist [...] the patient’s doctor, he doesn’t care about us” (female,
02018). This was exacerbated by the pandemic. Screening for
FROs was seen as a much-needed change in cancer care to legit-
imize their role. The last reported benefit of screening for FROs
was an opportunity for self-reflection, to pause and consider how
they were feeling and how the patient’s experience affected their
health.

Types of FROs

Data analysis identified 5 categories of FROs, summarized in
Table 2. FRO categories were not given the same importance.
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2Participants may have mentioned more than 1 symptom/challenge.

Emotional symptoms
Almost unanimously, caregivers prioritized screening for emo-
tional symptoms.

It was very, very stressful, in terms of distress and depression. I was (sigh)
almost clinically depressed for several months. 'm slowly coming out of it,
but this is something that perhaps could have happened, if perhaps at the
very beginning I'd ... well ... on the one hand it was perhaps inevitable that
I'd go through a phase like this. (male, 02003)
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In prioritizing patients’ needs, about half of caregivers reported
losing perspective of their own needs and feeling guilty for taking
time for themselves: “when you are a caregiver, you forget about
yourself [...] you feel guilty for taking care of yourself” (female,
02018).

Practical/social issues

Caregivers wanted to be asked about help needed for housework,
accessing more information and resources, transportation (espe-
cially if the caregiver did not drive), and communicating infor-
mation to family/friends. A few caregivers specified that practical
concerns fluctuated based on the patient’s state of health:

You have to do groceries and maybe your loved one’s not feeling well, and
so you don’t want to leave your house; so just to go out to do chores is a
challenge if nobody can stay with your loved one. (male, 02004)

Practical challenges were also exacerbated by a lack of pre-
paredness and knowledge of how to take care of their loved one.
Caregivers who did not get respite, those caring for young chil-
dren, and those who could not accompany patients to treatments
due to pandemic restrictions also reported highpractical concerns.
Conversely, these concerns were lower among caregivers who were
retired or who did not co-habit with the patient.

Cancer care

Most often this included helping patients with ADLs, coordinat-
ing care with health-care providers and facilitating communication
between the patient and providers, as well as managing medication
and treatment side effects:

You are the one who provides continuity between the pharmacy, the doctor
and sometimes I was even more aware of what medication he was taking
than the doctors. It becomes so overwhelming. (female, 02018)

Physical symptoms
Most caregivers described significant fatigue primarily due to
increased workload, lack of sleep, and not devoting sufficient time
to their own diet and exercise. This was in stark contrast to some
caregivers desire to remain in good physical and mental health to
maintain their role: “If the person is not in good health, it will be
difficult to be a caregiver” (female, 02018).

However, many caregivers felt that their physical symptoms
were a manifestation of their underlying emotional distress, which
is why emotional FROs were prioritized:

The stress was really a mental stress, a mental fatigue. Physically, you don't
feel tired. You don't feel like, “Oh, I don’t want to get up today.” You always
think, “OK, what do I do? What do I say? Do I ask how she’s doing? I think
it’s more of a mental stress, then it is a physical stress. (male, 02002)

Financial issues

Caregivers described the impact of parking and transportation fees,
struggles with insurance companies, and reduced family incomes.
The impacts were significant given the long-term and uncertain
course of the illness, with some participants in financial debt.

Financially not everybody is able to cope with what’s going to come because
it’s not short-term in some cases, it’s long-term. (02004, male)

Support needed following FRO measures

Screening for FROs was deemed to be insufficient on its own by
most caregivers. As 1 caregiver said, there should be “a living,
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breathing person” (male, 02008) at the other end responding to
results. Further, most caregivers spoke of needing a centralized
resource for “cancer 101” (female, 02021) that is always available
to which caregivers can refer as/when needed. Having such a “one
stop shop” for evidence-based materials would palliate feeling over-
whelmed by the amount of information available on the Internet
and not always knowing how to decipher which sources were trust-
worthy. One caregiver said: “A centralized resource is by definition
an excellent idea because we get lost in the details and you know
that disaster scenarios run through our heads, and then we go to
Google and it starts ... so there, it can get off to a bad start” (female,
02010). A few caregivers reported that having access to information
and support following FRO screening would have the added benefit
of making them feel less isolated: “To find resources, to find people
with whom I can discuss the situation. Either a professional or a
non-professional. You shouldn't feel alone in this” (female, 02023).

Key topics suggested by caregivers for this centralized resource
included (in order of importance):

(a) Practical information about the role of caregivers, what
effective caregiving entails (how best to take care of patients),
and what to expect.

(b) List of available resources to help them respond to patients’
needs. Of note, there was a preference for experiential informa-
tion grounded in the reality of those who have lived through
similar experiences. They wanted to hear what strategies had
been used by others in similar situations and what worked for
them.

(c) Tips on how to communicate with clinicians in a way that
would make them feel an integral part of the health-care team.
Related to this were tips on how to deal with medical infor-
mation overload (e.g., information processing aides, summary
sheets).

(d) Tips on how to manage communication with patients and
family/friends, including how best to manage requests for
information and offers of help. One participant used the anal-
ogy of a “bouncer” (female, 02010) to protect the patient.
Caregivers also stated that while they needed help, they did
not know what help to ask for from their social network.
Caregivers also wanted to receive tips on constructively sharing
their feelings with the patient.

(e) Self-care information on how to manage their own symptoms
and concerns (tailored to their FROs).

Logistical considerations in implementing FROs

Table 3 summarizes logistical considerations.

Timing

Most caregivers preferred a longer delay between the diagnosis
and FRO screening, because they felt overwhelmed initially and
they needed time to settle in their caregiving role. Fewer caregivers
wanted to be screened as early as diagnosis or shortly after, empha-
sizing that the first screening was a means to obtaining early access
to resources.

Most caregivers agreed that it would be appropriate to complete
the FRO measures at the time of the patient’s appointment. The very
few caregivers who objected to this felt that they needed to focus on
the patient (e.g., retain information shared by the physician) during
appointments:
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Table 3. Key logistical considerations

Key logistical

consideration Main finding

Timing No consensus on when to start FRO
measurement.
Generally acceptable to complete these at
the time of the patients’ appointments

Frequency Regularly, defined as daily to every
3 months

Length 15 and 30 minutes

Sharing results with No

patients

Sharing of results
with oncology team
and primary care
physician

Oncology team preferred

Summary report Quantitative and qualitative description

Preferably a health-care professional in
combination to an online resource

Follow-up care

When the patient has an appointment we have time, because we are waiting
so if it is done on a mobile application, we certainly have time to respond
at that moment. That would be the best solution. (female, 02014)

Frequency

The majority of caregivers stressed that the screening needed to be
done regularly, but what that meant specifically varied. Preferred
frequency ranged from daily to every 3 months. About a third of
caregivers thought it might depend on the severity of the patient’s
illness: “Every two weeks, but with an asterisk because it depends
on who youre caring for and what level of disease is” (male,
02017). More importantly, about half of participants suggested that
they needed to be able to determine the frequency based on their
circumstances:

We could give recommendations, but the person has to choose, because
there will be times when big changes will take place. There will be times
when it will be very important to seek help. (male, 02003)

Length

The ideal length of time for completing the FRO measures was
between 15 and 30 minutes. A few caregivers specified that this
would vary depending on frequency, the relevance of the FRO
measures, and on the time they had available to complete these:

One thing is to really adapt the questionnaire for caregivers, I understand
that you start from the patient, but we experience truly different things [...]
so it should be made more in line with the reality of the caregiver. (female,
02023)

Sharing results

Unanimously caregivers did not want to share FRO screening
results with the patient so as not to burden them. Instead, they
articulated a need for more information and support on how to
share their feelings and experiences with patients.

Generally, caregivers favored sharing results with a designated
member of the oncology team (often a nurse or social worker)
rather than their primary care physician. This was highlighted
because, as 1 caregiver said: “I think it’s important that the oncol-
ogist is aware of what’s happening within the family dynamic, a
person is more than just the result of blood tests” (male, 02008).
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Fewer caregivers wanted to share results with their family
physician. One caregiver explained: “the family doctor has nei-
ther the time nor the training, nor, in some cases, the interest”
(male, 02003). Other reasons included: family physicians were not
aware of the caregiver’s burden, no access to primary care, and lack
of trust in their family physician.

In essence, caregivers stressed that results should be sent to clin-
icians who were willing to receive them and who were equipped
to ensure appropriate follow-up. Caregivers acknowledged that the
clinicians’ scope of practice would have to be extended:

The pivot nurse is the nurse of the patient, she is not the nurse of the
caregiver [...] so her role would have to be expanded. (female, 02021)

FRO summary report

Most caregivers appreciated the opportunity to receive a summary
of their FRO results to track their progress. They also suggested that
the report needed to explain results and state how the results should
be used. One participant explained “the score is not necessarily the
way I prefer things to be communicated to me. I would prefer to
be told ‘according to your answers, we noted that, which could be
... we suggest this and that” (female, 02022). A few caregivers were
ambivalent about receiving the summary, arguing that a transient,
small issue could get exaggerated and cause additional worry for
them.

Discussion

The impacts of caregiving are well-documented; the focus is now
on screening for these to ensure caregivers have access to the
support needed (Lambert et al. 2016). This study explored accept-
ability of FRO screening from caregivers’ perspectives and what
they would want as part of an FRO screening program. Key find-
ings include: (a) priority was given to screening for emotional
FROs; (b) although common PRO measures are used with care-
givers, they do not capture all FROs identified; (c) FRO screening
is acceptable, but results need to be met with appropriate support;
(d) caregivers focus on patients, highlighting the ongoing challenge
of their engagement in interventions; (e) caregivers did not want
their FROs to be shared with patients, but rather they wanted help
communicating their concerns to patients; (f) caregivers preferred
sharing their FROs with the oncology team rather than primary
care physicians; and (g) there might be limited resources in cancer
care for real-world implementation of FROs and innovative ser-
vice delivery models might be required. Each finding is discussed
in turn.

Five categories of FROs were identified; however, emotional
FROs were prioritized. This finding corroborates the emotional
toll that caregiving has on individuals, particularly when it comes
to anxiety, mental fatigue, and stress (Lambert et al. 2016). A
study by Howard et al. (2021) exploring the conceptualization of
FROs similarly found that caregivers’ emotions are a central FRO.
Given some of the overlap between patients’ and caregivers’ needs
(Lambert et al. 2012a), common PRO measures have been vali-
dated among caregivers, including the Distress Thermometer (DT)
(Riba et al. 2019) and the Edmonton Symptom Assessment System
(ESAS) (Aubin et al. 2021; Hawkes et al. 2010; Heckel et al. 2018;
Rajeshwari et al. 2020; Watanabe et al. 2012; Wishart et al. 2021).
When these measures are given to both patients and their care-
givers (Hawkes et al. 2010; Rajeshwari et al. 2020), caregivers report
more family and emotional concerns than patients.
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Using the DT (Riba et al. 2019) and ESAS (Watanabe et al. 2012)
can facilitate comparison of patients’ and caregivers’ results and
potentially provide a starting point for developing FRO screen-
ing programs. These PRO measures are commonly implemented
in cancer care, potentially facilitating an extension to caregivers.
However, these measures do not fully capture some of the practi-
cal,social (e.g., managing housework, communicating with family
and friends), and cancer care FROs identified by caregivers in the
present study. Potentially, caregiver-specific measures such as the
Supportive Care Needs Survey — partners and caregivers (Girgis
etal. 2011) could be added to focus specifically on FROs.

The present study, and others (Aubin et al. 2021; Klagholz
et al. 2018; Shaffer et al. 2019), found that screening for FROs
was acceptable, but caregivers in our study emphasized that an
extension of the FRO screening process is to match caregivers’ con-
cerns with appropriate health-care services. In Aubin et al’s (2021)
randomized controlled trial (RCT), 54 caregivers of patients with
lung cancer were given the DT (Riba et al. 2019) and the ESAS
(Watanabe et al. 2012) and 55 were part of the control group. An
oncology nurse, hired for the study, followed up with caregivers
and family physicians were made aware of the FRO results. Despite
having a dedicated resource, the effects of the intervention were
not significant. One explanation was that FRO screening took place
every 2 months, and caregivers flagged that this did not correspond
to key transition points for them, potentially underestimating care-
givers’ distress. Another reason was that the nurse was not accessed
by caregivers as much as was anticipated, as caregivers tended to
put aside their own issues to concentrate on the patient. Fewer
than half of caregivers with distress seek help or accept referrals
to services (Heckel et al. 2018; Wishart et al. 2021). Therefore,
even if health-care resources are dedicated to FRO results, care-
givers’ engagement remains a concern. Wishart et al. (2021) found
that only 18% of caregivers were adherent to their FRO measures,
even if results then went to the oncology team. These findings, and
those of the present study and of others (Aubin et al. 2021; Shaffer
et al. 2019), emphasize a need to “market” the importance of FRO
measures and how they can contribute to caregivers maintaining
their role. None of the reviewed studies introduced FROs or had as
part of their on-boarding an explanation of how completing these
would ultimately improve patients’ outcomes.

In previous studies, our team found acceptability of self-
directed interventions (booklets and web-based intervention) was
high for caregivers (Lambert et al. 2020, 2022a). Providing care-
givers with these low intensity interventions, following FRO
screening, could increase their access to a (universal) minimal
level of support. This suggestion is consistent with a previous
study that found caregivers prefer to receive information from
health-care professionals when their burden is high, but they pre-
fer other information sources (e.g., internet) when burden is low
(Longacre 2013). High-intensity support might then be offered
within a stepped care approach (O’Donohue and Draper 2011),
after caregivers have tried low-intensity interventions and only for
those needing it. Stepped care might not only be more acceptable to
caregivers but also conserves scarce clinical resources (O’Donohue
and Draper 2011).

Unanimously caregivers preferred not to share their FRO
results with patients. A result consistent with Howard et al’s
(2022) qualitative study, which found that reasons centered on the
desire to protect patients from their struggles. However, Howard
et al. (2022) also found that some caregivers saw that sharing
FRO results was important for transparent communication with
patients. Caregivers need to be able to decide whether FROs are
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shared or not so as avoid compromising the manner in which
patients and caregivers have decided to cope. Perhaps more impor-
tantly, caregivers identified the need for interventions that can help
them improve their communication with patients. This corrobo-
rates findings from dyadic coping interventions (Lambert et al.
2022a, 2020) whereby caregivers often want to learn how to bet-
ter respond to patients’ emotions and in turn communicate their
own feelings.

Caregivers in the present study expressed preference for shar-
ing their FRO results with the patient’s oncology team, as opposed
to their family physician. One of the main reasons was uncer-
tainty about family physicians’ capacity and knowledge to address
their needs, which echoes other studies (Aubin et al. 2021; Adams
et al. 2012). Recognizing this, Mitchell et al. (2013) conducted
an RCT of a family physician-based toolkit to facilitate caregiver
support. The toolkit included a caregiver-reported needs check-
list and a compendium of resources to respond to caregivers’
needs. The intervention had mixed effects and seemed most effi-
cacious among caregivers who were anxious or depressed at the
outset of the study. Potentially, continuing to use this 2-prong
approach - support health-care providers in responding to care-
givers needs along with the low-intensity interventions previously
discussed might lead to even greater effects, without being overly
costly.

Real-world implementation of PROs has been the focus of
much research for over 2 decades, and despite this, implemen-
tation and spread remain limited (Basch et al. 2016; Di Maio
et al. 2022; Graupner et al. 2021; Howell et al. 2015; Kotronoulas
et al. 2018; van Egdom et al. 2019). Many cancer centers do not
have dedicated resources for caregivers, posing a unique barrier
to FROs implementation. Potentially, community-based models
of care could address this gap in health services. For instance,
Hawkes et al. (2010) explored the acceptability of using can-
cer telephone helplines to screen for PROs and FROs, based on
who called. Among 114 caregivers, 90% scored >4 on the DT.
This proportion might be higher than expected because this is
among caregivers who reached out for help. Operators then triaged
callers to follow-up care based on their DT levels. Operators did
identify challenges in administering the DT (e.g., awkward to
administer) and identified needs for training (Hughes et al. 2011).
In another study (Heckel et al. 2018), helpline oncology nurses
called caregivers recruited from cancer centers directly 3 times
over a 4-month period. Needs identified by the DT were then
addressed by the nurse who also facilitated navigation to other ser-
vices. Caregivers’ distress significantly decreased throughout the
intervention.

Strengths of this study include recruiting caregivers across dif-
ferent age groups as well as an almost equal proportion of males and
females. Interviews were conducted in either French or English,
and both data collection and analysis were conducted by experi-
enced RAs. A limitation is that we did not interview health-care
professionals to obtain their perspective on FROs. Second, partic-
ipants may have provided socially desirable answers, a common
challenge in self-reports. Third, this study was conducted in the
context of a publicly funded health-care system, limiting transfer-
ability to different health-care funding models.

In conclusion, despite increased focus on family-centered care,
the implementation of FRO measures in cancer care remains
scarce. This study provides foundational knowledge, from care-
givers’ perspective, on some of the key processes to consider in
real-world implementation of FRO measures (e.g., type of FROs,
response to these, sharing of results). Co-collecting PROs and
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FROs would provide a holistic understanding of the dyads’ chal-
lenges to further inform the service planning and delivery in a
way that optimizes the health outcomes of both. Future studies
would include piloting a FRO program that operationalizes care-
givers’ recommendations and explores clinicians’ perspectives of
FROs implementation.
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