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Abstract
Purpose Caregivers of people with cancer represent a large, overburdened, and under-recognized part of the cancer care work-
force. Research efforts to address the unmet needs of these caregivers are expanding with studies focused on caregivers’ skill sets,
physical and psychological health, and integration into healthcare delivery. As this field of research continues to expand,
integrating caregivers’ input is vital to studies to ensure that research aligns with their experiences.
Methods This is a focus group study of 15 cancer caregivers conducted during a cancer caregiving workshop at the University of
Pittsburgh in February 2020. During the workshop, caregivers reviewed, critiqued, and proposed priorities to support caregivers
of adults with cancer.We used amultistage consensus building approach to identify priority areas of research and clinical practice
to address caregivers’ experiences and needs. We used descriptive content analysis to summarize caregivers’ priorities.
Results Caregiver-identified priorities included (1) training and information about cancer and treatment, (2) caregiver integration
into the patient’s healthcare delivery, (3) assistance with navigating the healthcare system, (4) focus on caregiver health and well-
being, and (5) policy reform to address caregiver needs.We identified ways in which these priorities can inform cancer caregiving
research and practice.
Conclusion These recommendations should be considered by researchers, clinicians, cancer center leadership, and policymakers
interested in creating caregiver-focused research protocols, interventions, and support systems.
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Background

Family caregivers are increasingly recognized as instrumental
partners in the cancer healthcare experience [1–3]. While care-
givers vary in their relationship to patients—spouses, partners,
adult children, parents, siblings, relatives, friends, and
neighbors—the work they do follows similar patterns. Cancer
caregivers manage patients’ symptoms and side effects, assist
with daily living skills, perform wound care, manage medica-
tions, provide emotional support and companionship, assist
with transportation, and coordinate with healthcare providers
and support networks [4, 5]. This work is in addition to their
previous or usual roles and responsibilities which may include
full- or part-time employment outside the home, caring for
young children, and/or caring for other household members.

The demands that cancer caregivers undertake often lead to
their distress, both of which evolve throughout the patient’s
cancer experience [6, 7]. A 2018 systematic review and meta-
analysis found that roughly 42 and 47% of informal cancer
caregivers experience depression and anxiety, respectively
[8]. Much of the caregiver experience remains unrecognized
by the cancer care delivery system, though the needs of cancer
caregivers are increasingly being documented and prioritized
in research and clinical agendas [9].

A 2015 report by the National Alliance for Caregiving and
the AARP estimated that there are over 2.8 million people in the
United States providing care for someone whose primary illness
is cancer. This report estimated that cancer caregivers on average
spend 32.9 h a week providing care over 1.9 years. Many care-
givers have to either cut down onworking hours or quit working
entirely due to the time needed to help care for their patients [5].
Other caregivers must continue working to maintain health in-
surance through their employer, especially if their patient is
ensured through the caregiver’s policy. Compared with care-
givers for patients with non-cancer-related illnesses, cancer care-
givers are more likely to report feeling high levels of distress,
with 40% reporting a need for help managing their emotional
and physical stress—a finding increasingly being reported in
cancer caregiving research [10, 11].

Several national organizations and researchers have recent-
ly convened groups to prioritize the research and clinical
needs of cancer caregivers (Table 1). Their reports highlight
the deficiencies in our current healthcare system to assess and
treat caregivers while also offering guidance on the most ur-
gent research topics. Common priority research areas identi-
fied were (a) integrating caregivers into the clinical setting, (b)
assessing caregivers for distress to identify those at risk for
poor health outcomes, (c) developing technology-based inter-
ventions to support caregivers in their care duties, (d) address-
ing the needs of diverse caregivers, and (e) prioritizing the
most relevant caregiver outcomes for research. Only one of
these reports included the participation of caregivers within
the identification of priorities [12], while the others mainly

relied on expert clinicians, researchers, and organizational
leaders.

This study addresses the lack of caregiver-identified prior-
ities to address the challenges and unmet needs of cancer
caregivers. Research that is based on the perspectives of stake-
holders is thought to yield results that are more relevant and
meaningful to the target population [13]. Research and clinical
programs that proactively engage caregiver stakeholders can
help ensure that initiatives align with caregivers’ interests and
needs. We convened a group of caregivers of adult cancer
patients to learn more about their perceptions of research pri-
orities and to develop group consensus about the direction of
cancer caregiving research. The purpose of this report is to
summarize caregivers’ recommendations for research and
clinical priorities in cancer caregiving.

Methods

The research team organized the Inaugural Cancer and
Caregiving Research Conference and Caregiver Workshop
held at the University of Pittsburgh. The first day was a re-
search conference in which a national group of leading cancer
caregiving researchers presented their work and identified re-
search priorities. The second day’s workshop convened care-
givers and community advocates to review, critique, and pro-
pose priorities for cancer caregiving research. Leaders of local
advocacy organizations attended the workshop to provide in-
formation and resources to caregivers. Most caregivers who
participated in the workshop did not attend the research
conference.

We recruited informal, adult caregivers of patients with
cancer to participate in the Caregiver Workshop. These were
our only inclusion criteria; we did not specify the patient’s
current status (e.g., receiving treatment, in survivorship, time
since diagnosis, etc.) but primarily targeted our recruitment
toward caregivers supporting patients actively receiving treat-
ment. We used multiple channels to recruit caregivers. We
shared posters and informational brochures with the area’s
National Cancer Institute-designated cancer center clinicians,
principal investigators of NIH-funded caregiver research stud-
ies, community organizations, and advocacy groups who
serve cancer caregivers. We also called caregivers known to
the Family Caregiver Advocacy, Research, and Education
(CARE) Center within the Gynecologic Oncology Clinic.
Finally, we circulated social media announcements about the
workshop. We received human subjects’ approval for this
study from the University of Pittsburgh Institutional Review
Board before the commencement of the conference.

At the beginning of the workshop, we introduced caregivers
to the purpose and procedures of developing caregiver-
identified research priorities. Participants completed a brief de-
mographic questionnaire capturing their characteristics and
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Table 1 Summary of reports discussing caregiver priorities for research and clinical care

Name of report or study
and organization/
authors

Priority area Additional details explaining research priority provided within
the report

Caring for caregivers and patients: research and clinical priorities for informal cancer caregiving [14]
Organizers: National Cancer Institute and the National Institute of Nursing Research
Workshop participants: researchers, clinicians, advocates, and representatives from national funding agencies

Assessment of the prevalence and burden of informal
cancer caregiving

• Infrastructure for comprehensive caregiver surveillance
• Create risk stratification for patients and caregivers

Interventions targeting patients, caregivers, and
patient-caregiver dyads

• Prioritize and define health outcomes of interest with particular
measures

• Evaluate the effects of tailored, interactive caregiver or dyadic
interventions

• Replicate potentially beneficial interventions and closely
monitor intervention fidelity and dose

Caregiver integration into healthcare settings • Develop standardized recommendations for integrating
informal caregivers into clinical settings

• Evaluate caregiver capacity and establish expectations for
caregiver responsibilities

Maximize positive impact of technology • Connect stakeholders to develop and test evidence-based,
patient and family-centered technologies

• Develop technologies to support caregiving (e.g., improved
communication, monitoring, coaching, and wearable
technologies)

Research priorities in family caregiving: process and outcomes of a conference on family-centered care across the trajectory of serious illness [15]
Organizers: Gordon and Betty Moore Foundation
Conference participants: researchers, policy advocates, public and private sector funding organizations, and experts in caregiving services

Evaluate technologies that facilitate choice and shared
decision-making

• What is the impact of choice and shared decision-making on
caregivers’ ability to provide care and their quality of life?

Determine where technology is best integrated across the
caregiving trajectory

• How can technologies including smart phones, security
devices, and smart speakers be used to support caregivers?

•What additional features should be added to these technologies
to support and protect caregivers?

Evaluate interventions that are adaptive to and attuned with
families' unique situations, needs, preferences, and
resources

• How do the preferences and needs of diverse families and
family caregivers impact the efficacy of interventions across
the caregiving trajectory?

Explore caregivers’ attitudes, values, and preferences
toward caregiving, services, and supports

• What assessments of caregivers can be developed, tested, and
implemented?

•What is the best timing and frequency of caregiver assessments
of their attitudes, willingness, and readiness for the role?

Evaluate caregiver interventions attuned to real-world
complexity, translation, scalability, and sustainability

• What assessments and outcomes are most meaningful in
caregiver interventions?

• What is the business case for caregiver interventions?

Develop a conceptual framework of caregiving for
interventions

• How can a conceptual framework and typology of the
caregiving experience assist in informing and guiding the
development of caregiver interventions?

Conduct risk and needs assessments of caregivers to
understand their needs over time

• What internal and external factors influence caregiving?
• What health, economic, and social factors are associated with

increased risk over time among caregivers?

Conduct implementation research on caregiving
interventions for diverse populations

• What are the most effective methods in adapting
evidence-based interventions for diverse populations?

• What are the best strategies for identifying adaptation to
interventions for diverse populations?

Develop outcome measures that are relevant to caregivers
from diverse social and cultural groups

• How do we know that an intervention worked from the
perspective of diverse caregivers?

•What is considered a meaningful outcome from the perspective
of diverse caregivers?

Develop research methodologies that account for the
complex structures of family caregiving

• How do different family structures affect outcomes?
• How do caregivers from complex structures communicate

healthcare information to each other?
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relationship to their patients with cancer. We interspersed self-
care activities during the workshop to teach caregivers accessi-
ble ways of reducing their stress including meditation, aroma-
therapy, and sitting yoga demonstrations.

We conducted a focus group study using a multistage con-
sensus building approach to define cancer caregivers’ priori-
ties (Fig. 1) [14]. We selected this methodology because we
aimed to uncover the unique experiences, beliefs, and values
of cancer caregivers in a way that allowed for caregivers to
interact and co-create a list of priorities [15]. Our goal was to
develop meaningful group agreement on how cancer care-
givers’ top concerns could be addressed by researchers and
clinicians. The multistep process is detailed in the following
sections and involved sharing the research priorities presented
during the previous day’s research conference, followed by
small-group discussion (4–5 caregivers), full-group discus-
sion, determination of a summary of a key set of priorities,
and stakeholder verification of priorities after the workshop.
We used a conversational approach to assessing caregivers’
priorities because it allowed participants to share their experi-
ences openly, as many were unaccustomed to discussing their
needs. Moderators, who had participated in two training ses-
sions regarding the focus group protocol, facilitated the focus
group discussions by asking the group broad questions, clar-
ifying responses, and documenting group ideas. We did not
audio-record focus group discussions to (a) ensure caregivers
felt comfortable sharing their experiences and (b) encourage
participants to contribute toward the overall goal of a mutually
agreed upon set of priorities rather than individual viewpoints.
Scribes sat with each group of cancer caregivers and modera-
tors and took detailed notes that were later used for analyses.

First, the workshop organizers shared a summary of the re-
search presented during the first day of the conference. We
strongly cautioned that, while these findings represented the
latest research in cancer caregiving, they did not necessarily
reflect the needs of cancer caregivers, underscoring our desire
to discuss their priorities during theworkshop. In the second step
(45 min), caregivers worked in small groups of round tables
with a moderator to discuss and critique priorities in cancer
caregiving relative to caregivers’ personal experiences.
Caregivers were encouraged to brainstorm freely without any
limitations to the types of priorities. Moderators encouraged
more reticent participants to share their ideas by requesting their
input. This also served as a way to ensure group agreement
regarding priorities. In the third step (45 min), the small groups
reported their ideas to the larger group and collectively discussed
common and divergent ideas. In the fourth step (30 min), the
large group worked together to finalize a set of key research and
clinical priorities to support cancer caregivers. This final step
forced caregivers to explicitly list a final set of priorities that
they most wanted to have addressed. As caregivers shared the
most consistent priorities, moderators wrote them on large writ-
ing boards in the front of the room.Moderators asked caregivers
to reflect on the final set of priorities to ensure they adequately
captured their needs and no ideas were left out. Caregivers re-
ported agreeing with the final set of priorities.

We used a descriptive content analysis approach to sum-
marize and categorize participants’ priorities [16]. After the
workshop, we first reviewed the notes from the large-group
discussion and then corroborated them with notes from the
small-group discussions to ensure that the final list of priorities
reflected the majority of discussions and no major ideas were

Table 1 (continued)

Name of report or study
and organization/
authors

Priority area Additional details explaining research priority provided within
the report

Priorities for caregiver research in cancer care: an international Delphi survey of caregivers, clinicians, managers, and researchers [8]
Sylvie D. Lambert et al.
Study sample: researchers, clinicians, managers, and caregivers

Home care interventions No recommendations provided

Caregiver perspectives on how support and information
can best be provided to them by healthcare professionals

Screening to identify caregivers at greatest risk of burden

Financial impact of “burnout” for caregivers and society

Impacts of financial demands on caregivers

Direct costs of caregiving for caregivers

Characteristics of caregivers at high-risk of burden or
burnout

Training for healthcare professionals working with
caregivers

Resources and support for caregivers about death and
dying
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missed. To ensure transparency in our data analysis process,
we maintained an audit trail describing our steps reviewing,
summarizing, and synthesizing the qualitative data. Our goal
was to organize the information caregivers shared during the
workshop by creating categories that encompassed similar
ideas. We attempted to limit our transformation of the data,
opting to stay close to the words and meaning caregivers pro-
vided during the workshop, thus limiting the interpretation of
the words they used [17]. The first author (T.T.) labeled these
categories as topic areas of caregivers’ priority unmet needs.
This set of priorities was shared with co-authors (including all
moderators) for critique based on their experience during the
workshop, resulting in a final set of themes.

After the conference, we conducted member-checking to
ensure that the final priorities resonated with all workshop
caregivers [18]. This was accomplished by sharing our sum-
mary of caregiver-identified priorities with all participants and
requesting their feedback. Caregivers could indicate support
of the final list and/or modify the final priorities to reflect their
own experiences. This also served as a way for any caregivers
who were more reserved during the focus group to share any
differing opinions. We integrated caregivers’ suggestions,
which were minor, to yield the final set of consensus priorities
and confirmed that no new ideas were generated.

Results

The Cancer Caregiver Workshop was held on February 14,
2020, in a private event space on the University of Pittsburgh
campus. Participants included fifteen cancer caregivers caring
for an adult with cancer. Table 2 reports the demographic
characteristics of the caregiver participants. Seven members
of local advocacy organizations also attended and joined in the
group discussions. Six caregivers who had registered were
unable to attend due to last-minute conflicts. Of the caregivers
who did not attend, three were parents of young adults with
cancer, one was the daughter of a woman with cancer, and two

were husbands of women with cancer. Participants ranged in
age from 41 to 79 years old (65 ± 10 years). They reported a
range of income and educational levels, though all participants
wereWhite and non-Hispanic. One participant was supporting
a parent who did not live with them; all other participants were
supporting a spouse who lived with them. On average, partic-
ipants reported providing care for 24 ± 34 months and 8 ± 7 h
a day. Eight participants reported being retired, unemployed,
or disabled; seven reported working either full-time, part-time,
or as a homemaker.

Caregiver-identified priorities fell within five main topic
areas: (a) information and training about cancer and treatment,
(b) caregiver integration into the patient’s healthcare delivery,
(c) assistance with navigating the healthcare system, (d) a
focus on caregiver health and well-being, and (e) policy re-
form to address caregivers’ unmet needs. Table 3 summarizes
each priority along with specific comments provided by par-
ticipants during the workshop.

Information and training about cancer and treatment
Participants reported wanting more effective mechanisms to
receive clear, up-to-date information about the patient’s can-
cer diagnosis and treatment. Their primary interest was in
receiving vetted, trustworthy information about the diagnosis
and treatment, but they also noted needing information on a
range of issues related to the patient’s cancer. These concerns
included information to help interpret lab results, differentiate
between urgent symptoms requiring immediate medical care
versus non-urgent symptoms and side effects, and assess the
potential applicability of integrative and complementary ther-
apies in the patient’s care. Participants also wanted help in
determining if advertisements (e.g., television commercials)
for promising cancer treatments are applicable to their patient
so that they could better cope with the disappointment of
realizing that an advertised treatment may not apply to the
patient. Additionally, caregivers identified the time after hos-
pital discharge as a particularly intensive and anxiety-
provoking period when they lacked adequate information

Presentation 
summarizing 

cancer 
caregiving 
research 

conference

Small group 
discussion of 

caregiver 
priorities

Large group 
discussion of 

caregiver 
priorities 

Summary of 
caregiver 
priorities 

Member-
checking: 

Feedback on 
priorities 

after 
workshop

Fig. 1 Steps taken to build
consensus of cancer caregiving
priorities

2427Support Care Cancer (2021) 29:2423–2434



and training to meet the demands of patient care. Given their
high informational needs, participants suggested that cancer
centers organize “caregiver boot camps” in which information
and training could be provided in an intensive, condensed
format at the beginning of the cancer experience.

Caregiver integration into the patient’s healthcare delivery
Participants called for a change in practice to ensure that care-
givers are actively engaged in the patient’s clinical care. They
discussed experiences in which they felt dismissed and for-
gotten by clinicians during clinic visits. This occurred despite
the caregiver having useful and intimate knowledge of the
patient’s status and needing to understand how to support
the patient based on the plan discussed during the clinic visit.
First, participants needed clinicians to ask questions that
would allow the clinician to understand the unique aspects
of the caregiver/patient relationship. They wanted clinicians
to approach the caregiver and patient as a single unit, allowing
caregivers to enter the conversation and provide assessments
of the patient’s health. Participants described a strong desire to
feel an alliance with the entire healthcare team, especially
when the caregiver lived separately from the patient.
Participants consistently reported a need for caregivers to be
given access to the patient’s medical record with a list of
information that had been shared with them. Finally, partici-
pants wanted to be given a very specific “to do” list at the end
of each clinic visit as a method for improving communication
and prioritization of caregiving tasks.

Assistance with navigating the healthcare system Participants
repeatedly mentioned needing support to navigate the
fragmented healthcare system. They suggested offering care-
givers an orientation to the cancer center to familiarize them
with how the center works, expectations of patients and care-
givers, and explicit persons and points of contact. Participants
wanted to have a single point of contact at the cancer center
but also wanted to know the process for reaching out to the
cancer center and to whom they should address specific ques-
tions. Having physical spaces within the cancer center desig-
nated for caregivers was another priority mentioned by partic-
ipants, such as a lending library or activities specifically de-
signed for caregivers (e.g., books, videos, stress reduction
activities). Another need related to navigation was around
managing the financial aspects of cancer care including un-
derstanding insurance policies and claims and finding cost-
effective ways of purchasing medications.

Focus on caregiver health and well-being Participants shared
a need for addressing their health concerns. Longer-term care-
givers or those providing more intense care reported being
desperate for respite care to allow them personal time to attend
to their own needs, including when such care is needed with
short notice. Several caregivers expended a great deal of time
searching, often without success, for available and affordable
respite care. Participants described needing a way to release
the mounting stress they felt and often experienced the need to
conceal this stress from the patient. One participant indicated
that a “crying room” would help her release her distress away
from her loved one in a private space. Recognizing the volume

Table 2 Cancer caregiver demographic characteristics (N = 15)

N (%)

Age M (SD) 65 (10)

Gender

Male 7 (47)

Female 8 (53)

Race

White 15 (100)

Ethnicity

Non-Hispanic 15 (100)

Education

High school degree or GED or less 3 (20)

Associate’s degree 1 (7)

Bachelor’s degree 5 (33)

Master’s degree 4 (27)

Professional degree (JD, MD, PhD) 2 (13)

Annual household income

$20–40k 2 (13)

$40–60k 5 (33)

$60–80k 2 (13)

$80–100k 1 (7)

> $150k 5 (33)

Relationship to patient

Spouse/partner 14 (93)

Adult child 1 (7)

Living with patient 14 (93)

Employment status

Retired 5 (33)

Working full-time 1 (7)

Working part-time 5 (33)

Full-time homemaker 1 (7)

Unemployed 2 (13)

Disabled 1 (7)

Months spent as caregiver M (SD) 23.7 (34)

Average hours per day providing care M (SD) 7.6 (7.0)

Patient cancer type

Endometrial 4 (27)

Lymphoma 3 (20)

Leiomyosarcoma 2 (13)

Esophageal 1 (7)

Laryngeal 1 (7)

Melanoma 1 (7)

Pancreatic 1 (7)

Not disclosed 2 (13)
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and complexity of challenges they experience, participants
wanted to learn how to advocate for themselves within the
cancer healthcare system and more broadly within their social
environments. Some suggested creating peer-mentoring or
matching programs to allow caregivers to support each other.

Policy reform to address caregivers Participants were attuned
to the broader sociocultural factors impacting their experience
as cancer caregivers and pointed to ways in which policy
reform could address their needs. They recommended that
policymakers examine patient and caregiver outcomes

Table 3 Cancer caregiver recommendations of priorities in caregiver research

Topic Priority Key examples of a priority (when expressed by caregivers)a

Training and information about cancer and treatment
Share diagnosis, treatment, and medical information with

caregiver
• Include caregiver in discussions of diagnosis and treatment decisions with the patients’

permission
• Recommend Internet websites and cancer center resources with reliable information
• Provide basic information about lab results in writing
• Provide tailored information about integrative and complementary treatments including

interactions with cancer treatments in writing
• Evaluate the applicability of “promising” advertisements for treatments/centers

Teach skills for caring for loved one when patient is
discharged to home

• Teach how to properly assist walking, moving in bed, managing side effects
• Provide ongoing support to the caregiver once patient is at home

Offer a “caregiver boot camp” to train caregivers on their
new role and what to expect

Caregiver integration into the patient’s healthcare delivery
Clarify caregiver(s) and patient relationships • Identify total network of people

• Verify caregivers’ location relative to the patient
Approach patient and caregiver as a unit • Include caregiver concerns as a part of the agenda

• Ensure that the caregivers’ concerns are acknowledged and discussed independent of the
patient

Include caregiver assessments of patient into clinical
discussions

• Ensure that the caregiver is respected and acknowledged as a key member of the team by
healthcare providers whomay hesitate to include caregiver due to patient privacy concerns

• Allow disclosure of information to caregivers based on caregiver and/or patient preference
Build caregiver alliance with healthcare team, especially

doctor and nurse
• Accommodate caregivers who provide care from a distance (e.g., using teleconferencing

during patient appointments)
Inclusion in the medical record • Include the caregiver in the medical record of the patient including name, relationship to

patient, pertinent information
• Provide a record of information that has been shared with caregiver (e.g., caregiver

discharge summary, checklist of caregiver tasks)
Provide caregivers with a report at the end of a visit • Provide a summary after clinic visits including “to do,” “to remember,” and “to

communicate”
Assistance with navigating the healthcare system

Offer an orientation to the cancer center, how the center
works, general expectations, and key contacts

• Provide names, phone numbers, and emails of people to contact tailored to the patients care

Provide a point-person at cancer center to contact with
questions

• Check in with caregiver soon after starting treatment to review main points of contact

Clarify the process and expectations for reaching out • Provide a description of individual roles within healthcare team
• Clarify who to call with questions and when
• Clarify points at which caregiver should contact healthcare team (e.g., specific symptoms

and side effects of cancer and treatment)
Provide physical space and resources within the cancer

center
• Provide a safe space for expressing emotions, a “crying room”
• Create a lending library of resources
• Facilitate opportunities to engage in resources and activities at the cancer center

Assistance with understanding insurance claims and
financial resources

• Identify efficient and cost-effective ways to access and purchase medications

Focus on caregiver health and well-being
Respite care including short-notice relief
Release valve from stress
Caregivers becoming advocates for themselves
Caregiving mentoring and peer matching programs

Policy reform to address caregivers
Identify and implement models of healthcare that include

caregiving
• Develop best practices of integrating caregivers into the healthcare system
• Examine patient and caregiver outcomes between countries with “universal” healthcare and

those without
Including the caregiver within medical, nursing, and

health-related school curricula

a Empty cells indicate that caregiver participants did not discuss specific examples of a topic
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between countries with different healthcare models to identify
and implement models of healthcare that expressly include
caregivers to improve outcomes. Recognizing the need for
clinicians to be educated in the psychosocial aspects of family
caregiving, participants wanted medical, nursing, and other
health-related fields to develop and integrate a family caregiv-
ing curriculum into their training programs.

Based on the topics and priorities shared by caregiver par-
ticipants during the Cancer Caregiver Workshop, we propose
several possible research and quality improvement questions
(Table 4). Addressing these questions through rigorous,
caregiver-oriented scholarship can begin to mend the current
lack of caregiver support and integration in cancer care. While
not comprehensive, these questions are intended to stimulate
researchers and clinicians wishing to translate caregivers’ stat-
ed priorities into impactful, responsive programs of research
and practice.

Discussion

This study provides insights into how cancer caregivers can
facilitate the prioritization of research questions and clinical
care to address their needs. Caregivers’ priorities centered on
the barriers they encounter while trying to support someone
with a cancer diagnosis and undergoing treatment. For each
overarching topic, caregivers shared multiple priorities that

often included tangible examples of how they could be better
equipped to be a supportive, informed, capable caregiver.

Major themes included needing (a) information and train-
ing on cancer diagnosis and treatment, (b) recognition from
clinicians and inclusion within the medical setting, and (c)
assistance with understanding how the cancer clinic functions
so that they can effectively navigate the cancer care delivery
system. These three themes underscore how current cancer
care delivery systems are not designed to include caregivers’
critical involvement in the patients’ care and decision-making
with regard to treatment. Although caregivers interact with
clinicians and perform many essential duties, caregivers re-
ported feeling unprepared to support their patient. Caregivers
desired increased acknowledgment, information, and support
within the cancer care delivery system so that they can com-
petently complete their caregiver responsibilities.

While caregiver well-being was included as an additional
major theme—including providing respite care, peer-
mentoring, and self-advocacy—caregivers did not expand on
additional ways in which their well-being could be addressed.
Rather, they primarily focused their priorities on improving
their role in supporting someone with cancer. Finally, care-
givers shared a major theme of policy-level concerns
impacting caregiving, pointing to more systematic ways to
support cancer caregivers. They wanted to investigate existing
models for including caregivers within the healthcare system
and see if those models could be used within the cancer care

Table 4 Research questions by caregiver-identified topic

Topic Potential research questions

Training and information about cancer
and treatment

•What modes of delivering health information (text, video, online, or paper) to caregivers work best and for
whom?

•How should caregiver educational and training interventions be designed to provide caregivers with timely,
efficient health information and caregiving skills?

•How is health information between caregivers, healthcare providers, and patients shared, and how does this
impact caregiver and patient decision-making and outcomes?

Caregiver integration into the patient’s
healthcare delivery

• How can clinicians and healthcare systems integrate various caregiver structures into the cancer care (e.g.,
number of caregivers, location relative to the patient, etc.)?

•How does the caregiver perspective shape clinical care, and how can clinicians’ communication styles elicit
and include caregivers within assessment and decision-making?

• How can the medical record be used as a platform for incorporating caregivers into the health information
delivery and decision-making?

Assistance with navigating the healthcare
system

•How do caregivers access people and resources within the cancer care delivery system and how can this be
more efficient?

•What barriers prevent caregivers from being able to effectively navigate the healthcare system, and how can
these barriers be overcome through innovative interventions?

Focus on caregiver health and well-being •What interventions reduce caregiver distress and how does this impact the experience and health impacts of
caregiving?

• Do peer mentors improve caregivers’ unmet needs and reduce their distress? If so, how can such programs
be designed to be scalable and replicable?

Policy reform to address caregivers •What models of care successfully integrate caregivers into clinical care and what impact does this have on
caregivers and patients?

• To what extent do health-related training programs currently include caregivers within their curricula, and
what content can be added to provide them with adequate training on the role of caregivers?
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delivery system. They also saw value in providing education
within health professional schools so that they are trained in
the role and importance of the caregiver before becoming a
clinician.

The caregiver-identified priorities established during this
workshop reflect many of the priority areas documented in
the recent publications in Table 1. Mainly, our results corrob-
orate consistent calls by the research community for care-
givers to be integrated into cancer care delivery [12, 19, 20].
Caregivers’ stated preferences for more practical information
and training support recent studies evaluating interventions to
train caregivers in skills necessary to support the patient and
themselves including, but not limited to, the post-discharge
period [21–23]. The results also reinforce pressing calls for
evidence-based models of care that reorient the cancer deliv-
ery system to include caregivers throughout all aspects of
clinical care [24, 25]. Caregivers wanted access to patients’
medical records and inclusion within discussions with clini-
cians, which require redesigning provider training, clinical
encounters, patient privacy, and medical records to support
caregiver inclusion. Finally, caregiver-identified priorities in
the workshop demonstrate a need to focus on the financial
impact of cancer caregiving as caregivers reported unmet
needs managing finances and finding affordable medications
[26].

The fact that caregivers identified priorities that largely echo
previously published priorities for cancer caregivers is both
validating and a call to action for the cancer community.
While the consistency across priorities demonstrates that they
are uniformly recognized as the most critical to address, it also
underscores that previous attempts to address these needs have
not been successful. The added weight of having caregiver
stakeholders independently share these priorities should further
activate the cancer community in addressing these priorities.
Notably, since caregivers in this focus group mostly cared for
individuals with rarer types of cancer, this suggests that ad-
dressing caregivers’ priorities may have widespread impact.

Several differences existed between priorities caregivers
mentioned in this workshop and those from the recent publi-
cations in Table 1. Caregivers in our workshop did not have
their own physical and mental health as the focus of their
research and clinical priorities. While they suggested ways
in which their personal needs could be addressed, most of their
priorities focused on bolstering their caregiving skills. This
could be a result of gender differences in discussing personal
needs given that half of our sample was male [27, 28], social
desirability biases since some patients attended the workshop,
as well as having fewer caregivers further out from their pa-
tient’s cancer treatment when caregivers frequently begin to
focus more on their own needs [29].

Additionally, caregivers’ technology priorities focused on
access to and use of the patient’s medical record. Their needs
did not focus on how technology could monitor their health or

workload. Even though caregivers did not spontaneously sug-
gest technology-based interventions, if these interventions were
designed to address caregivers’ priority needs in an inclusive,
tailored fashion, then caregivers may find these interventions
feasible and acceptable [30]. For example, caregivers may en-
dorse the use of technology to facilitate a “caregiver boot
camp” if doing so wouldmake the boot campwidely accessible
and would permit flexible attendance (e.g., teleconferencing
that caregivers could attend at home synchronously or asyn-
chronously). While participants mentioned the need to support
caregivers providing care remotely, they did not mention the
need for research addressing the needs of diverse caregivers,
likely due to the homogeneity of our sample, which remains a
limitation of cancer caregiver research [3].

These results magnify recently published suggestions for
conducting cancer caregiver interventions. For example, a
2015 meeting held by the National Cancer Institute and the
National Institute of Nursing Research identified common
caregiver outcomes in research studies to include quality of
life, mastery, burden, preparedness, self-efficacy, distress, and
strain, among other outcomes [19]. Aspects of all of these
outcomes were endorsed by caregivers in our workshop, sug-
gesting that these outcomes may be meaningful intervention
targets for cancer caregivers. Additionally, researchers may
benefit from collaborating with caregiver stakeholders
throughout the design and implementation of interventions
to ensure their interventions are specifically tailored to care-
giver needs and preferences.

The results of this workshop can assist researchers in de-
signing and implementing cancer caregiving interventions. A
recent systematic review of psychosocial interventions for
cancer caregivers have found limited immediate or long-
term benefits of interventions on caregiver depression, anxi-
ety, distress, or quality of life [31]. At the same time, system-
atic reviews have critiqued cancer caregiver interventions for
rarely including input from caregiver stakeholders or
assessing caregiver satisfaction with interventions [31, 32],
potentially limiting the ability of interventions to be accept-
able to caregivers and tailored to their perspective. While par-
ticipants in the workshop were not prompted to nor did they
independently discuss the implications of specific intervention
designs or caregiver-reported outcome measures pertinent to
them, we suggest specific ways in which researchers can
translate caregiver-identified needs and concerns into relevant
and meaningful studies (Table 3).

More expediently, these findings point to ways in which
caregivers can receive support for and validation of their prior-
ities within the clinical setting. First, caregivers can receive
specific training about their patient’s cancer diagnosis, treat-
ment, and medical needs. This could be included within regular
treatment planning conversations and discharge instructions
[33, 34]. Second, healthcare providers can acknowledge and
include caregivers within clinical visits. This requires
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communication and skills training in how to effectively inte-
grate caregivers into patient care, including documenting care-
giver needs and concerns within the medical record [35, 36].
Finally, cancer centers can provide explicit details regarding
navigating the cancer center, understanding individuals’ roles
within the center, and recognizing who to contact with specific
questions.

A limitation of these workshop-generated priorities is the
small, homogeneous sample of caregivers present at the work-
shop. We aimed to include caregivers currently supporting
someone with cancer, which is an extremely challenging de-
mographic to recruit for a full-day event. Our research team
advertised the workshop throughout the broad Pittsburgh area
using clinical, research, and community partners and individ-
ually called caregivers to encourage them to attend. We pro-
vided two meals and reduced parking and hotel costs in addi-
tion to the events of the workshop. Despite these efforts, reg-
istering caregivers to attend the workshop was extremely dif-
ficult. Those who were able to participate were invested and
passionate about their involvement. Several caregivers cited
reasons for not being able to attend including the inability to
leave the patient due to lack of respite care, limited free time,
time of year (February) and weather concerns, work and
childcare obligations, and driving distance asmany livedmore
than 1 h away. Researchers wishing to include caregivers as
stakeholders in their research programs should strategize ways
to reduce caregivers’ barriers to inclusion. Organizers should
identify additional strategies to support the participation by
caregivers from diverse family structures, age groups, socio-
economic backgrounds, and racial and ethnic minorities.
These caregivers may have needs that will expand the current
list of priorities and ensure their broad applicability.
Moreover, our analysis included established methods for en-
suring the trustworthiness of qualitative data analysis (e.g.,
member-checking, creation of an audit trail, and thick descrip-
tion of our results). Future qualitative research can employ
additional techniques to establish the rigor of the analysis
and results such as those proposed by Lincoln and Guba [37].

Future work incorporating caregivers as research stake-
holders should consider the unique challenges in conducting
a similar type of workshop. Our workshop’s goal of creating
consensus research priorities may have been too ambitious
within the time frame, given that most caregivers were
supporting a patient currently receiving treatment. Our work-
shop ran from 8 am to 3 pm, and most participants indicated
that this was an appropriate amount of time. During the rounds
of discussion, caregivers enjoyed sharing their personal expe-
riences with other caregivers, and they cited this as a major
reason for attending the workshop in a brief survey evaluating
the workshop. Many caregivers experienced real-time care-
giving emergencies during the workshop that required them
to briefly leave the focus group. Future work attempting to
include caregivers as stakeholders should address caregivers’

need for connection, support, and flexibility in addition to
building capacity to partner with research projects. For exam-
ple, caregiver meetings could meet via teleconferencing and
on weekends when they are more likely to have flexibility.

Conclusion

Cancer caregivers are a heavily burdened group whom the
cancer care delivery system depends on for providing physical,
emotional, and practical support to patients with cancer.
Understanding their priorities can help researchers and clini-
cians design studies that are responsive to their needs. The
results of our Cancer Caregiver Workshop, while limited in
scope, reflect calls within the research community for studies
that address caregiver integration into healthcare delivery, pro-
vision of information and training, and assistance navigating
the healthcare system. Caregivers also prioritized interventions
focused on reducing their distress as well as making policy-
level changes to improve the experience of cancer caregivers.
These recommendations, if implemented by researchers, clini-
cians, cancer care leadership, and policymakers, may reduce
the stress and distress associated with caregiving. Future work
addressing cancer caregivers’ needs should be responsive to
these needs and elicit additional stakeholder insights into how
research can improve their health and well-being.
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