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A B S T R A C T
In the past decade, the demand for home-based care has been amplified by the Coronavirus disease 2019 pandemic. Home-
based care has significant benefits for patients, their families, and healthcare systems, but it relies on the often-invisible
workforce of family and friend caregivers who shoulder essential health care responsibilities, frequently with inadequate
training and support. Hematopoietic cell transplantation (HCT), a potentially curative but intensive treatment for many
patients with blood disorders, is being increasingly offered in home-based care settings and necessitates the involvement
of family caregivers for significant patient care responsibilities. However, guidelines for supporting and preparing HCT care-
givers to effectively care for their loved ones at home have not yet been established. Here, informed by the literature and
our collective experience as clinicians and researchers who care for diverse patients with hematologic malignancies under-
going HCT, we provide considerations and recommendations to better support and prepare family caregivers in home-
based HCT and, by extension, family caregivers supporting patients with other serious illnesses at home. We suggest tangi-
ble ways to screen family caregivers for distress and care delivery challenges, educate and train them to prepare for their
caregiving role, and create an infrastructure of support for family caregivers within this emerging care delivery model.

© 2022 The American Society for Transplantation and Cellular Therapy. Published by Elsevier Inc. All rights reserved.
At least 53 million people in the United States serve as family
caregivers, defined as family members and friends who provide
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unpaid care to patients with life-threatening, incurable illnesses
[1]. The number of family caregivers in the US has grown by
>20% since 2015 [2]. This dramatic increase reflects in part the
enormous impact of the Coronavirus disease 2019 (COVID-19)
pandemic, which has overwhelmed hospital capacity and
resulted in expansion of ambulatory and telehealth services that
rely heavily on family caregiver support [3]. Beyond the recent
impact of the pandemic, growth in outpatient treatment and
home-based care was already occurring in preceding years [4]
due to rising healthcare costs, shorter hospital stays, and patient
preference for these treatment settings [5].
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Outpatient and home-based care delivery models have
benefited both patients and providers [6,7], and the COVID-19
pandemic encouraged examination of new models of home-
based care [8] and payment structures to support such pro-
grams [8,9]. Oncology has led this shift in care, as the pan-
demic prompted global changes in cancer care delivery, with
efforts made to minimize unnecessary COVID-19 exposure,
particularly for vulnerable patients [9,10]. The Penn Cancer
Care at Home (CC@H) program [11] is one successful example
of this movement. There is growing evidence that home che-
motherapy infusion results in comparable care and improved
patient and family caregiver experience at lower costs than
inpatient or outpatient infusion [12�16]. Indeed, the home
may become the new cancer center [8].

While home-based care programs are emerging, gaps in
reimbursement and the absence of standards for equity, qual-
ity, and safety have prevented broader adoption [17]. An addi-
tional—and addressable—barrier is the often-unrecognized but
critical role played by family caregivers in the setting of home
care and the need for training and support to assist them with
their increased responsibilities [18]. Family caregivers are
expected to navigate the intricacies of our healthcare system
as they provide care coordination [9] and assistance and man-
age complex medical needs at home. Family caregivers shoul-
der these responsibilities with inconsistent preparation and
suffer negative physical and mental health consequences as a
result [19�21]. This is a hidden cost to home-based treatment,
as outcomes are often measured by patient satisfaction, dis-
ease outcomes, or financial savings [22]. Moreover, little is
known about what constitutes a caregiver who is “fit for duty”
to support patients receiving homebound care.

Hematopoietic cell transplantation (HCT) is one particular
treatment modality increasingly offered in the home-based
care setting that depends heavily on family caregivers to take
on significant responsibilities in patient care [23]. Given the
proliferation of outpatient and home-based care programs,
there is an urgent need to establish standards and guidelines
to train and support family caregivers of patients receiving
care in these settings. Herein we offer recommendations to
better support family caregivers of HCT patients receiving
home-based care in an effort to further define how caregivers
may be “fit for duty” and better supported throughout HCT
treatment. These recommendations include tangible ways to
(1) screen family caregivers for distress and care delivery chal-
lenges, (2) educate and train family caregivers to prepare them
for their caregiving role, and (3) create an infrastructure of
support for family caregivers within this care delivery model.
Our collective experiences inform these recommendations as
clinicians and researchers caring for patients with hematologic
malignancies undergoing HCT.

Although HCT exemplifies the shifting treatment landscape
toward home-based care significantly relying on family care-
givers, the recommendations offered herein also apply to care-
givers supporting patients with other types of serious illnesses
at home.

OUTPATIENT AND HOMEBOUND HCT AND THE ROLE OF
FAMILY CAREGIVERS

Although HCT traditionally is conducted in the inpatient
setting, the conditioning regimen, transplantation, and subse-
quent care are being increasingly offered in outpatient settings
(ie, outpatient HCT) as an acceptable alternative to inpatient
HCT. Additionally, a small number of programs have piloted
completely homebound HCTs, where patients receive their
transplant and then return home (or to a homelike setting)
immediately, with the remainder of care delivered in the
home [22]. However, both outpatient and homebound HCT
protocols depend on the availability and willingness of care-
givers to provide demanding, complex, and unpaid care for
24 hours per day, 7 days per week, for up to 100 days post-
transplantation [5,24,25]. Indeed, HCT teams conducting
homebound protocols require the formal documented consent
of one family caregiver who agrees to fulfill such responsibili-
ties for patient care [26,27]. As such, outpatient and home-
bound HCT places a significant burden on family caregivers,
and there is often inadequate preparation for those entering
into this role. In the outpatient and homebound HCT setting,
family caregivers must manage their loved one’s direct care,
bridge communication between the patient and clinicians, and
manage general life and economic demands, including other
caregiving and childcare responsibilities. Strikingly, despite
these significant responsibilities, to our knowledge, there is no
routine screening of family caregivers’ readiness to serve in
this role, and no existing guidelines to direct such screening
and subsequent provision of support.

In one of the few studies explicitly examining the experien-
ces of caregivers providing care to patients receiving home-
bound HCT, Jenkelowitz et al. [27] highlighted this model’s
potential strengths (eg, a sense of normalcy for patients and
caregivers in the home environment) and challenges (eg, care-
givers feeling unprepared for nursing responsibilities, manag-
ing adverse medical events, and supporting the emotional
well-being of patients). These findings parallel challenges
reported by caregivers of inpatient HCT recipients, including
physical concerns (eg, fatigue, cognitive dysfunction, sexual
issues, sleep disturbance), psychological and spiritual distress,
social isolation, financial concerns, and strained family rela-
tionships [28]. Lack of caregivers’ preparedness for this role
likely mediates observed challenges, such as strained patient/
caregiver relationships and caregivers’ diminished internal
(eg, sense of control) and external (eg, financial stability, abil-
ity to care for oneself) resources [28]. Because family care-
givers are essential to the recovery and clinical outcomes of
HCT recipients [29], especially in the outpatient and home-
bound settings, supportive interventions are critically needed
to address caregiver distress, facilitate coping, and provide
training to increase caregivers’ confidence in their ability to
manage patient care responsibilities.

SUPPORTING FAMILY CAREGIVERS OF PATIENTS
UNDERGOING HCT: LESSONS LEARNED

Several psychosocial interventions have been developed to
support family caregivers of inpatient HCT recipients [30�33].
Those demonstrating the greatest promise in improving care-
givers’ quality of life incorporate cognitive behavioral therapy
(CBT) skills, relaxation training, coping strategies, and commu-
nication skills training. For example, BMT-CARE [30] is a family
caregiver intervention involving 6 sessions starting before HCT
and continuing up to 60-days post-HCT. BMT-CARE includes
skills pertaining to preparing for transplant and symptom and
medication management, managing expectations, mobilizing
social support, and assessment of postdischarge needs during
the HCT course. BMT-CARE also teaches family caregivers CBT
skills-based strategies, including cognitive reframing, mindful-
ness, communication, and acceptance while living with uncer-
tainty, as well as behavioral self-care to facilitate effective
coping and promote caregiver physical and mental well-being.
Secondary analyses of BMT-CARE underscore the central role
of coping skills and self-efficacy in facilitating improvements
in caregiver mood and quality of life [34].
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Another promising CBT-based stress management inter-
vention is PsychoEducation, Paced Respiration, and Relaxation
(PEPRR) [31], which is delivered over 8 sessions and has been
shown to positively impact perceived stress, depression, and
anxiety in caregivers of inpatient HCT recipients. PEPRR
includes an overview of key domains: stress management;
impact of stress on physical and emotional health; training in
coping skills; addressing lack of control, uncertainty, and fear;
improving communication strategies; adapting to changing
role(s); using effective social support; using biofeedback; and
managing health-related behaviors [35]. To date, however, the
effects of supportive interventions such as these have not
been evaluated among family caregivers of homebound HCT
recipients [36].

The benefits conferred by current CBT-based interventions
for family caregivers of HCT recipients help family caregivers
serve as an extension (ie, the eyes and ears) of the healthcare
team. Diverse skills and approaches—in addition to those con-
ferred by these psychotherapeutic packages—are crucial to
ensuring that family caregivers can adequately monitor
changes in patient symptoms (eg, development of infection)
and protect against poor medical outcomes. Lessons from
other cancer and chronic illness populations provide insight
regarding opportunities to bolster family caregiver support for
homebound HCT recipients and potentially other vulnerable
oncology caregiver populations. For example, in an integrated
dyadic psychosocial intervention delivered to patients with
incurable cancers receiving home-based palliative care and
their family caregivers [37], the benefits of psychosocial sup-
port for patients and families plus homecare conferences with
the palliative care team contributed to significant improve-
ments in family caregiver anxiety and depression. Moreover,
one-on-one training with a palliative care nurse increased
family caregivers’ knowledge about cancer pain, helped them
manage pain effectively, and enhanced their self-efficacy to
perform various nursing tasks independently [38]. Finally, a
home-based self-management intervention for patients with
heart failure and their family caregivers that included educa-
tion for caregivers about heart failure management, supportive
resources about caregiving, and a needs assessment for inter-
vention tailoring was found to improve caregivers’ confidence
in self-management and, subsequently, their well-being [39].
These findings underscore the potential of targeted interven-
tions to effectively increase caregiver preparedness for their
patient care responsibilities at home.

Protocols for existing outpatient and homebound HCT pro-
grams, such as those at Memorial Sloan Kettering Cancer Cen-
ter [24], Duke Cancer Institute [25,40], and Froedtert & the
Medical College of Wisconsin Cancer Center [41,42], highlight
the importance of additional evaluations and training for fam-
ily caregivers beyond psychosocial skills enhancement. These
approaches include (1) an assessment of cleanliness and suit-
ability of the home and community environment for HCT
recovery; (2) safety evaluations of the home and the patient/
family caregiver relationship (eg, history of domestic violence,
illicit drug or alcohol use, history of mental illness in the
household, presence of firearms in the household); (3) deter-
mination of family caregivers’ comfort in using technology for
telemedicine and communication with the healthcare team;
and (4) distance and accessibility to the nearest cancer center.
Together, these exemplar programs and studies in other seri-
ous illness populations suggest the need for and benefits of in-
depth screening and multicomponent supportive interven-
tions for family caregivers of patients receiving home-based
HCT care that entail education about medical issues and
physical symptom management, caregiving skills training,
psychological interventions, and self-care strategies to prepare
family caregivers for their upcoming responsibilities. Indeed, a
standardized screening and support program for family care-
givers integrated into HCT protocols has the potential to
improve family caregivers’ capacity to be “fit for duty.” Family
caregivers who are fit for duty have the agility to navigate
resources and services to manage patients’ complex and
diverse needs. Furthermore, fit for duty family caregivers have
the training to manage their own emotional and physical well-
being and to adequately address challenges that may accom-
pany their caregiving role.

RECOMMENDATIONS
Informed by the existing literature and our collective expe-

riences as a multidisciplinary group of clinicians and research-
ers who care for vulnerable oncologic populations, including
patients undergoing outpatient and homebound HCT, we pro-
vide the following recommendations for services to promote
the quality of life and well-being of caregivers providing care
for homebound HCT recipients and, by extension, caregivers of
patients receiving other complex medical care in the home set-
ting. In Table 1, we explore the potential challenges and bar-
riers to implementing these recommendations and suggest
potential solutions.

1. Development of an infrastructure to support the docu-
mentation and storing of family caregiver data. Creating
separate official medical records for caregivers will facili-
tate the ethical storing of caregiver-specific data, including
documentation of screening data and psychosocial inter-
ventions delivered [43]. Such an infrastructure must be
established to successfully implement the following
recommendations.

2. Delivery of comprehensive family caregiver screening pre-
HCT. Screening for a family caregiver’s ability to effectively
take on the role of caring for a loved one recovering from
HCT should include an assessment of (a) the family care-
giver’s past caregiving experiences and comfort with the
caregiving role; (b) the family caregiver’s physical health
and capacity to carry out physical tasks of caregiving; (c)
the family caregiver’s mental health, including psychiatric
history potentially exacerbated with increased stress at
home due to recovery needs following HCT, current men-
tal health concerns, and engagement in or desire for men-
tal health care services; (d) the family caregiver’s
cognitive capacity and ability to take on caregiving
responsibilities; (e) existing resources and social determi-
nants of health to identify ways in which transplantation
teams can further support families receiving outpatient
and homebound care (eg, financial and food stability,
transportation needs, availability of secondary support
persons, ability to manage other responsibilities in the
home, such as childcare); f) cultural factors/context that
may impact the experience of home-based care (eg, lan-
guage barriers and health literacy); and (g) factors related
to the patient-caregiver relationship (eg, psychological
interdependence of the patient-family caregiver dyad).
These assessments, conducted by social work team mem-
bers, can guide family caregiver education, support, and
training to ensure that supportive resources match indi-
vidual needs, particularly for those new to the family care-
giving role.

3. Identification of a “family caregiver champion” on the HCT
team who will serve as the point person for



146 A.J. Applebaum et al. / Transplantation and Cellular Therapy 29 (2023) 143�150
communication with family caregivers. This person likely
will be a nurse or social worker and also may be responsi-
ble for initial family caregiver consent, distress screening,
and follow-up screening throughout the HCT process and
recovery.

4. Repeated screening for family caregivers’ unmet needs at
critical points along the HCT trajectory. Although care-
givers’ physical and mental health history does not require
rescreening, we recommend screening caregivers’ current
mental health, unmet support, and informational needs
weekly for the first 2 weeks, every other week until the
100-day mark, and then monthly through 6 months
[44,45].

5. Education delivered to family caregivers pretransplanta-
tion. Priority areas include (a) discussing indicators of
potential complications, such as signs of infection and
graft-versus-host disease, as well as common burdensome
symptoms (eg, pain and fatigue); (b) reviewing the impor-
tance of the patient’s medication adherence, an overview
of common medication side effects post-HCT, and training
on the organization and administration of medications
(including potential aids in this area, such as strategies to
organize pillboxes); and (c) training in nutritional and
metabolic support [46]. Increasing family caregivers’
knowledge and literacy on the intricacies of expected
recovery trajectories following HCT will facilitate timely
clinician communication for symptom management that
warrants clinical attention.

6. One-on-one family caregiver training in medical/nursing
tasks pre-HCT. Family caregiver education and training to
perform basic medical and nursing tasks to ensure safe
and effective patient support in the home. Such training
should include evidence-based methods such as simula-
tions, teach-backs [47], and opportunities for family care-
givers to receive direct supervision from an HCT nurse to
practice basic nursing skills (eg, wound care in patients
with skin graft-versus-host disease) safely before perform-
ing them independently with patients at home.

7. Ongoing, open communication between family caregivers
and the HCT treatment teams. Regular family meetings
with the clinical team should be held pretransplantation
and post-transplantation. The family caregiver champion
should be in attendance, along with possibly other repre-
sentatives from the multidisciplinary treatment team,
including nursing, psychology/social work, and dieticians.
We recommend these meetings weekly for the first 2
weeks, then every other week until the 100-day mark, and
then monthly through 6 months. These meetings should
include a discussion of the family caregiver’s questions
about their various responsibilities and nursing educational
needs, as these may change with the patient’s illness trajec-
tory. The repeated screening procedures recommended
above should be conducted in advance of these meetings so
that results can be discussed with the medical team.

8. Delivery of targeted psychosocial interventions for family
caregivers. All family caregivers should be offered psycho-
social support during the first 100 days post-transplanta-
tion. Interventions should incorporate psychoeducation
and distress management skills from diverse psychothera-
peutic modalities including CBT, dialectical behavioral
therapy, mindfulness-based relaxation techniques, and
acceptance and commitment therapy. Results from rou-
tine family caregiver screening can be used to facilitate tri-
age and appropriate psychosocial care that best addresses
family caregivers’ needs. Interventions should incorporate
a focus on self-care and wellness (eg, physical activity,
sleep hygiene), social support (eg, who is the existing net-
work and how needs can be met), and effective communi-
cation skills for use both with the patient for whom they
provide care and the medical team. Family caregivers of
patients who suffer medical challenges post-HCT and for
whom transplantation is not successful will benefit from
interventions that address existential distress and antici-
patory grief [41]. Virtual technologies and telemedicine
should be used to provide psychosocial support to family
caregivers when and where they need it, to mitigate addi-
tional burden on family caregivers and HCT teams [48].

9. Adoption of innovative models for family caregiver sup-
portive service delivery. HCT teams should consider the
delivery of supportive interventions by a variety of health-
care providers, including psychiatrists, psychologists,
social workers, nurses, advance practice providers, and
chaplains. Given the shortage of specialty-trained psycho-
social oncology clinicians, exploring established innova-
tive models of care for family caregiver support that have
been applied effectively with patients (eg, SMART trials
[49,50], peer-to-peer support [51], trained volunteers, and
community health workers [52]) is imperative. As outpa-
tient/homebound HCT programs expand, developing new
strategies to enhance and extend interprofessional team-
based support of family caregivers will be necessary.

10. Identification of critical family caregiver-focused research
priorities. Research is needed to adequately define what it
means to be a family caregiver who is “fit for duty.” There
also is a need for randomized controlled trials of family
caregiver supportive interventions delivered to caregivers
providing care in the homebound setting to establish the
efficacy of intervention content, optimal delivery methods,
duration, and frequency. Implementation science should
translate effective interventions into routine clinical prac-
tice [53�55]. Additional priority areas to be addressed
include (a) investigation of the roles of cultural factors (eg,
acculturation, length of stay in the US, English and health
literacy) on the experience of, or definition of, family care-
givers of foreign-born patients; (b) determination of when
and how the patient-family caregiver relationship should
be evaluated and identification of dyadic factors shaping
the experience of homebound HCT; (c) exploration of fam-
ily dynamics and how a particular family caregiver is cho-
sen to consent to the HCT when multiple family caregivers
are available; and (d) evaluation of various mobile applica-
tions and telehealth care options to reduce cost and
enhance scalability and accessibility to diverse caregivers,
especially those who live a longer distance from their can-
cer centers. Notably, efforts are also needed to ensure that
screening tools and educational materials are culturally
sensitive, translated or easily adapted to different lan-
guages, and written at a 5th or 6th grade level.

CHALLENGES
While there is critical need to develop guidelines that sup-

port family caregivers of homebound HCT recipients and their
often-unmet needs, several challenges remain. For instance, by
the nature of their role, family caregivers are not considered
patients by the healthcare system, which creates a barrier to
accessing many of the supportive services highlighted above.
Furthermore, although supporting family caregivers is critical to
HCT and successful patient outcomes [56], billing insurance for
these services can be challenging, especially in the absence of
family caregivers’ own medical records [43]. Moreover, the
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perceived stigma associated with prioritizing their own needs
and receiving support also may be an internal barrier for many
family caregivers to obtaining the necessary support [57].
Several policy initiatives may have momentum in acknowl-
edging the burden placed on family caregivers [58,59] such
as the Caregiver Advise, Record, Enable (CARE) Act [60],
Table 1
Potential Challenges, Solutions, and Exemplars of Proposed Recommendations

Recommendation Potential Challenges and Barri

Development of an infrastructure to sup-
port the documentation and storing of
family caregiver data

Limited buy-in from institutio
ship
Concerns about HIPAA violatio

Delivery of comprehensive family care-
giver screening pre-HCT

Increased burden of work for p
cial oncology clinicians

Identification of a “family caregiver
champion” on the HCT team who will
serve as the point person for communica-
tion with family caregivers

Increased burden of work for c
teams if no established mecha
communicate and liaise with f
givers exists
No clear guidelines for which c
teammember would be the be
pion to fulfill this role effective

Repeated screening for family caregivers’
unmet needs at critical points along the
HCT trajectory

Lack of clarity on who conduct
ings and where information sh
housed, especially if/when fam
givers do not have medical rec
Lack of trained mental health p
nals to respond to needs/crise
by screenings

Education delivered to family caregivers
pretransplantation

Lack of easily accessible eviden
materials and resources
Limited resources for training
for individuals who live far fro
transplant center
Information overload for careg
ically focused on patient well-
ing an already stressful period
pretransplantation

One-on-one family caregiver training in
medical/nursing tasks pre-HCT

Lack of funding to support one
family caregiver training for m
nursing tasks pre-HCT, given t
yet a standard of care (eg, a cli
member needs to be identified
Lack of training tailored to div
givers based on their backgrou
ability to engage in medical/nu
tasks

Ongoing, open communication between
family caregivers and the HCT treatment
teams

Need to determine optimal sit
ways to facilitate this line of co
tion without increasing burde
cians and without HIPAA viola
but more work must be done. Indeed, addressing barriers
to reimbursement, limitations of current paid family leave
policies, and other public policies is needed to comprehen-
sively implement our recommendations. These and other
challenges to implementing the proposed recommenda-
tions are outlined in Table 1.
ers Possible Solutions and Exemplars

nal leader-

ns

Maintaining separate medical records for caregivers
addresses concerns about privacy and confidentiality
of caregiver data.
Memorial Sloan Kettering Cancer Center has imple-
mented medical records for caregivers since 2011 for
caregivers receiving care in the Caregivers Clinic [61].

sychoso- Assessment tools, such as the CancerSupportSource-
Caregiver [62], can quickly identify areas of distress
and unmet needs to facilitate triage to appropriate
levels of care to maximize use of available services.

linical
nisms to
amily care-

linical
st cham-
ly

In many cancer centers, there is one social worker
whose work focuses primarily on supporting family
caregivers. However, other teammembers, including
nurses or physician assistants who actively care for
patients, could also serve in these family caregiver
champion roles.

s screen-
ould be
ily care-
ords
rofessio-

s identified

Family caregiver screening can be built into patient
protocols (roadmaps) to trigger screening procedures
when patients reach particular treatment and care
milestones.
Without mental health professionals to support dis-
tressed family caregivers, the HCT team should estab-
lish a community referral network offering support
for caregivers.

ce-based

delivery
m the

ivers (typ-
being) dur-

Beneficial virtual psychoeducation to caregivers of
patients with dementia [63] also may benefit HCT
caregivers.
Consultation with education experts (eg, nurse edu-
cators) and in-house simulation teams to explore
effective methods for in-person versus virtual train-
ing could be helpful.
Work with transplantation coordinators and HCT
teams to determine a schedule of check-ins to pro-
vide caregivers the opportunity to ask questions and
inquire about resources they may need across the
transplantation trajectory.
Leverage multidisciplinary teams to create caregiver-
focused support resources. At the Froedtert & the
Medical College of Wisconsin, HCT caregivers receive
a folder with resources to support their role in the
medical care of the patient, as well as resources to
address their health and well-being as a caregiver
[41].

-on-one
edical/
hat it is not
nical team
to do this)

erse care-
nds and
rsing

Leverage interprofessional teams to create a list of
potential medical/nursing tasks required and apply
established learning models to create tailored educa-
tional programs for HCT caregivers; caregivers who
may already have experience are able to start with
more advanced skills.
This responsibility can be built into the role of the
caregiver champion, if feasible, or shared with other
teammembers.

e-specific
mmunica-
n on clini-
tions

When available, caregiver portals can help streamline
communication between family caregivers and HCT
treatment teams.
Develop a family engagement interprofessional
workgroup to determine opportunities in day-to-day
clinical practice (eg, during rounds, handoffs) in
which structured time for family caregivers is pro-
vided by the healthcare team.

(continued)



Delivery of targeted psychosocial inter-
ventions for family caregivers

Limited evidenced-based psychosocial
interventions tailored to the needs of this
specific HCT caregiver population
Logistical questions regarding best deliv-
ery methods and frequency of interven-
tions
Caregiver-specific barriers to engage-
ment in psychosocial care, including
availability and interest

A large body of data from other caregiving groups
underscores the benefits of support delivered over
telemedicine platforms.
Significant evidence supports the use of CBT techni-
ques to assist caregivers to cope with shifting
demands across the caregiving trajectory [64].
Create an HCT caregiver advisory committee to part-
ner with research teams and clinicians to share per-
spectives about the feasibility and acceptability of
existing interventions to collaboratively develop, test,
and translate interventions into HCT standard of care.

Adoption of innovative models for family
caregiver supportive service delivery

Cost of developing and maintaining sup-
port services

With medical records for caregivers, hospitals can bill
for supportive services delivered to caregivers to gen-
erate revenue.
Expand existing services to include caregivers as the
recipient of care (eg, registering as a “patient”).
Memorial Sloan Kettering Cancer Center has a Care-
givers Clinic housed in the Counseling Center, and at
the Froedtert & the Medical College of Wisconsin
Cancer Center, caregivers are seen in the Psycho-
Oncology Clinic (patients and caregivers seen
separately).

Identification of critical family caregiver-
focused research priorities

Limited caregiver-centric and family-
focused funding opportunity
announcements

New funding opportunities through the National
Institutes of Health that allow for the development
and evaluation of supportive programs for caregivers
are needed.
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CONCLUSIONS
The availability and health of family caregivers are critical

to ensuring optimal outcomes in patients with cancer and
other serious illnesses. Through a focus on HCT, a particularly
complex treatment that is being increasingly offered in a
homebound setting, we suggest guidelines for the screening,
training, and support of family caregivers to promote their
well-being as care continues to shift to the home. Although
cost savings and patient preference are compelling reasons for
homebound care and home-based programs such as outpa-
tient HCT, to date no formalized, comprehensive, and evi-
dence-based training programs have been established to
prepare and support family caregivers throughout the trans-
plantation journey. As family caregiver burden continues to
rise in the context of the ongoing COVID-19 pandemic and the
delivery of oncologic and general medical care shifts, more
attention is needed on promoting family caregivers’ capacity
to be “fit for duty” so that they can effectively care for patients
at home without compromising their own health.

Although many of the recommendations proposed herein
are aspirational, and significant challenges to implementation
exist, we must nevertheless work together to support family
caregivers, who—like all of the authors—are vital members of
the healthcare team.
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