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Abstract

Purpose Hematopoietic cell transplantation (HCT) often involves a long hospitalization and recovery period, with patients
generally required to have a caregiver. This study aimed to identify transplant center (TC) requirements for a caregiver, describe
challenges that impact caregiver availability, and identify potential solutions.

Methods An exploratory sequential mixed-methods approach was used. Qualitative data was obtained from focus groups of TC
social workers in the United States (US) (three focus groups; n = 15 total participants). Results informed the development of a
national, web-based survey that was administered to the primary social worker contact at TCs in the National Marrow Donor
Program (NMDP)/Be The Match Network (n =133).

Results Respondents included social workers from adult (z = 47) and pediatric (z = 19) TCs (response rate = 49%). The majority
(89%) of both adult and pediatric TCs required a caregiver for a patient to proceed to transplant, but requirements varied in length
of time, formality, transplant type, and HCT setting. Regardless of transplant type or patient population, social workers identified
loss of caregiver income as the greatest challenge to caregiver availability, with the most common solution being allowing
patients to have multiple caregivers throughout the transplant course.

Discussion Caregiver availability is an important concern for patients considering and receiving HCT, and may be a barrier
proceeding to HCT when a caregiver is unavailable. Results from this study highlight caregiver availability barriers and solutions
of TCs across the US. These results can inform TCs about other center experiences with caregiver availability and identify
potential practice changes for individual TCs.
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Hematopoietic cell transplantation (HCT) is a potentially cu-
rative treatment for patients with high-risk blood cancers and
blood disorders. It is a resource-intense treatment involving
administration of chemotherapy with or without radiation
followed by infusion of hematopoietic progenitor cells from
either oneself (autologous HCT) or a donor (allogeneic HCT).
HCT typically involves a lengthy hospitalization and recovery
period extending for 3—6 months or longer for patients who
experience post-transplant complications. Throughout the
transplant treatment trajectory, patients need assistance with
complication monitoring, activities of daily living, medication
administration, and transportation [1, 2]. A caregiver is com-
monly a family member or friend who helps the patient with
these activities, supports the patient’s adherence to their care
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plan, and provides emotional support to the patient [3—5].
Transplant centers (TCs) frequently require patients to have
a full-time caregiver for 30 days after autologous HCT and up
to 100 days after allogeneic HCT [6, 7]. Some centers have a
caregiver contract (a written agreement, generally non-bind-
ing, describing the caregiver’s roles and responsibilities), to
reinforce for both the patient and caregiver, the important role
of the caregiver.

Lack of a caregiver can be a barrier to HCT and has been
shown to influence decisions to proceed with transplant, espe-
cially for allogeneic or outpatient HCT recipients [8—11].
Caregiver availability depends on many factors (e.g., patient
age, marital status, and the quality of relationships with poten-
tial caregivers) [8]. It may also depend on the potential care-
giver’s availability (e.g., the need to care of their own/other
family members, ability to take time off from work, and finan-
cial capacity to manage out-of-pocket expenses and the conse-
quences of losing income for a period of time) [8, 12]. Some
patients may not want to ask others to become a caregiver [13].

For patients receiving HCT, the presence of a caregiver has
been shown to improve survival and other outcomes [6, 14,
15]. More social support improves physical and emotional
well-being, and less social support is a predictor of lower
health-related quality of life [16-20]. Other research demon-
strates a direct relationship between stability of social support
and better outcomes for patients (such as mental health)
[21-23], and the stability and relationship (e.g., spouse vs.
non-spouse) of the caregiver may be more important than just
the presence of a caregiver [21, 24-26]. To date, HCT care-
giver research has focused on the impact of caregiver avail-
ability on outpatient HCT [8, 9, 11, 27], caregiver burden [24,
28-32], caregivers’ information needs [33, 34], and
interventions/support programs [7, 28, 33, 35-40]. There is
limited literature describing TC caregiver requirements, bar-
riers to securing a caregiver, and identification of solutions for
patients without a caregiver.

The purpose of this study was to explore TC housing and
caregiver requirements, availability barriers that patients receiv-
ing HCT face, and to identify solutions or practices used to
address those barriers from the perspective of TC social workers
in the United States (US). Given the broad scope of the study,
we elected to report results separately. Results of the housing
component of the study were reported in Preussler et al. [41];
this paper describes findings from the caregiver component.

Methods
Study design and sample
This study used an exploratory sequential mixed-methods ap-

proach [42], that used qualitative results of semi-structured
focus groups to develop a survey of US HCT primary social
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worker contacts at NMDP network TCs (one social worker
per center) for quantitative analysis [41]. This study was clas-
sified as exempt by the NMDP Institutional Review Board;
detailed study methods have been previously described [41].

Measurement
Focus groups

A convenience sample of social workers in the US was invited
to participate based on TC annual volume, primary patient
population served, and geographic location [41]. Three tele-
phone focus groups were conducted to understand housing
and caregiver barriers to HCT. Approximately half of each
of the 60-90 min focus groups was dedicated to explore care-
giver availability. The protocol team developed a discussion
guide that addressed these caregiver-specific issues: (1) care-
giver requirements for HCT recipients, (2) caregiver availabil-
ity barriers, (3) use and content of caregiver contracts, (4)
strategies to help patients plan for having a caregiver, and
(5) potential solutions to help patients without a caregiver.

Survey

Findings from the focus groups informed survey questions
and response options. The final instrument was a 43-item in-
ternet-based survey using SurveyGizmo (Boulder, CO), and
was conducted August through December 2013 [41].
Questions covered various domains: caregiver (20 items)
and housing issues (16 items) and center demographics (7
items) [41].

Caregiver-specific questions asked whether a caregiver
was required to proceed to transplant, with an open-ended
question that asked what the requirements were, and at what
time they were discussed. Respondents were asked what per-
centage of patients did not receive a transplant for the primary
reason being that they did not have a caregiver, and how
frequently patients (by population and transplant type) faced
specified barriers to transplant. Finally, questions asked about
solutions that TCs have in place, caregiver contracts, what
happens if a caregiver plan falls through, resources available
to patients without a caregiver, and programs and resources
offered to support caregivers. Questions were pilot-tested with
2 social workers to assess face validity.

Analysis

Transcripts from the three focus groups were coded by two
reviewers using NVivo 10.0 qualitative analysis software
(Victoria, Australia), with a final kappa statistic of inter-rater
reliability of 0.86 [41]. For the survey, descriptive statistics
were calculated, and TCs classified based on the patient pop-
ulation cared for by the social worker: adult, pediatric, or both
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[41]. Three social workers at children’s hospitals who identi-
fied caring for both populations were classified as pediatric
[41]. Center volumes were obtained from the Center for
International Blood and Marrow Transplant Research
(CIBMTR), and were classified as low (< 50 HCT/year), me-
dium (51-150 HCT/year), or high (> 150 HCT/year) volume
[41]. Responses were exported from SurveyGizmo and ana-
lyzed using SPSS version 19 (Armonk, NY).

Results
Focus groups

Three focus groups were conducted: two for adult TCs (n =3
and n = 6 participants), and one for pediatric TCs (n= 6 par-
ticipants). Participants represented TCs in the Midwest (n =
8), West (n=2), South (n = 4), and Northeast (z = 1), and with
various HCT volumes (low, 7 = 2; medium, n =4; high, n=9).
All social workers indicated their TC required patients to have
a caregiver to proceed to transplant; one social worker at an
adult TC stated, “We will not transplant anyone unless they
have [a caregiver].”

Barriers to caregiver availability identified by both adult
and pediatric social workers included financial impact (e.g.,
employment, insurance, cost of hiring a caregiver), competing
family needs (for adults—caring for older adults/parents; for
pediatrics—other children in the house), conflicting health
priorities (e.g., medical and/or mental health needs of the care-
giver), and US citizenship status. Barriers to caregiver avail-
ability unique to the adult population included patient inde-
pendence (i.e., not wanting to ask for help), not having anyone
to ask, and lack of transportation.

The majority of adult social workers indicated that their
TCs have patients and caregivers sign a caregiver contract.
The majority of pediatric center social workers indicated their
centers did not, and completed a caregiver contract only if
issues came up.

If a patient indicated that they did not have a caregiver or
anyone they could ask, solutions included working with the
patient to find an alternative caregiver, encouraging the patient
(or parent/guardian) to ask for help, allowing multiple care-
givers, allowing hired caregivers (though two social workers
indicated that this was not allowed at their center), and pro-
viding a list of caregiver agencies. One adult center social
worker said,

“...I spend a lot of time calling family members and
friends, explaining the caregiver role and really advocat-
ing for people, and problem-solving...There’s, a huge
kind of psychology around, ‘I don’t want to bother peo-
ple’, ‘they’re too busy’, ‘they live too far away’, and so I
think there’s a lot of time spent talking about, “Well, if

this were them in this situation and they reached out to
you, what, what would [you do]?’, ‘oh, I’d absolutely
come.” So, don’t deny them of that opportunity. ... And
then we do have some people that literally do not have
anybody, and then, they are not able to come to trans-
plant, and we have to talk to the [physicians] about al-
ternate treatments, even though they’re maybe not the
most optimal, but, putting them in that position [going
through transplant without a caregiver],also is not
optimal.”

Additional solutions included assisting with paperwork and
documentation for the Family Medical Leave Act (FMLA),
and working with caregivers’ employers to facilitate time
away from work. Centers also provide resources for care-
givers, including support groups, an information binder, dis-
charge teaching sessions, airline partnerships (to assist with
transportation), art therapy, and online and peer support of-
fered by various patient education and advocacy organizations
(e.g., BMT InfoNet [43], Leukemia and Lymphoma Society
[44], nbmtLINK [45], and NMDP/Be The Match [46]).

When asked who on the healthcare team helps the patient/
family plan for having a consistent primary caregiver avail-
able, all participants indicated it was the social worker; two
adult TC social workers also had a nurse coordinator or trans-
plant coordinator involved. One pediatric TC said it was the
multidisciplinary team’s role, with a combination of the phy-
sicians, nurses, and social workers, discussing the importance
to the patient of having a caregiver throughout the transplant
process.

Survey
Survey respondents and center characteristics

Surveys were emailed to primary social worker contacts at
133 US TCs. Social workers responded from 47 adult and
19 pediatric centers (49% response rate). Table 1 describes
center characteristics.

Caregiver requirements

The majority of social workers at both adult (n = 42, 89%) and
pediatric (n=16 out of 18, 89%) centers indicated their TC
required a caregiver for a patient to proceed to HCT. A social
worker from an adult TC without requirements indicated, “No
requirements. We just strongly recommend a caregiver. I, as a
social worker, wish they would require one because patients
fare better with that type of support.”

Requirements varied among TCs and by transplant type,
though post-HCT, many of the adult TCs indicated a caregiver
was needed at all times, regardless of the type of transplant the
patient received. Adult and pediatric center comments showed
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Table 1 Survey respondent characteristics
Adult TC social ~ Pediatric TC social
worker (n=47)n worker (n=19) n
(%) (%)
Geographic region*
Northeast 9(19.1) 5(26.3)
Midwest 16 (34.0) 4(21.1)
South 14 (29.8) 5(26.3)
West 8 (17.0) 5(26.3)
Transplant center volume
Low (<50 HCT/year) 7 (14.9) 11 (57.9)
Medium (51-150 HCT/year) 19 (40.4) 5(26.3)
High > 150 HCT/year) 21 (44.7) 3(15.8)
No. of social work FTEs in BMT 1 (0.2-4.8) 1(0.5-5)
program (median, range)
Number of hours per week 4 (0-25) 2 (0-8)

respondent dedicated to
identifying caregivers for
patients (median, range)

FTE, full-time equivalent

*Regions and states include the following: Northeast: CT, ME, MA, NH,
RI, VT, NJ, NY, PA; Midwest: IN, IL, MI, OH, WI, 1A, KS, MN, MO,
NE, ND, SD; South: DE, DC, FL, GA, MD, NC, SC, VA, WV, AL, KY,
MS, TN, AR, LA, OK, TX; West: AZ, CO, ID, NM, MT, UT, NV, WY,
AK, CA, HI, OR, WA

variation in caregiver requirements by length of time, flexibil-
ity, agreement formality, transplant type, HCT setting, or even
if there were requirements (Table 2). For example, require-
ments ranged from 7 to 10 days post-HCT up to 3—6 months
for autologous HCT, and from 30 to 100+ days for allogeneic
HCT.

Requirement discussion time point

The majority of social workers, adult and pediatric, reported
that caregiver requirements were discussed at the initial HCT
consultation and caregiver challenges addressed throughout
the transplantation. Unique time points in the adult population
included at referral, work-up, psychosocial evaluation, and
prior to discharge.

Availability of caregiver

Of 41 social workers at adult TCs who responded for autolo-
gous HCT, 61% (n=25) indicated they had patients that did
not receive a transplant due to absence of a caregiver. Of the
43 social workers in adult TCs who responded regarding al-
logeneic HCT, 58% (n = 25) indicated they had patients who
did not receive a transplant mainly for this reason. This was
rather rare, with respondents reporting a median of 1-5% of
their allogeneic and autologous HCT patients being denied
HCT due to lack of caregiver. Only one pediatric social
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worker indicated 10% of their center’s allogeneic and 10%
of their autologous patients did not receive a transplant for
the primary reason being lack of a caregiver.

Caregiver availability barriers

The majority of caregiver availability barriers were present for
both the adult and pediatric populations; the most common
barrier for both populations and transplant types was caregiver
income loss (Fig. 1a and b). The second most common barrier
for allogeneic and autologous adult patients was patient inde-
pendence (not wanting to ask for help). The second most
frequent barrier for pediatric patients among allogeneic and
autologous HCT was that the caregiver had other family mem-
bers to care for.

Caregiver contracts

Thirty-two percent (n = 15) of social workers at adult centers
and 11% (n=2) at pediatric centers used a signed caregiver
contract; 15% (n="7) of social workers at adult centers and
21% (n=4) at pediatric centers had guidelines on caregiver
roles and responsibilities, but not a signed contract. The re-
maining centers indicated that they did not use a caregiver
contract.

Of those with a caregiver contract, more than half of the
social workers in adult and pediatric centers indicated their
TC’s contract included the following components: must be
available at all times, drive patient to appointments, track
medication dose/frequency, and attend discharge trainings.
Write-in components common to contracts at both adult and
pediatric centers involved administer intravenous medica-
tions, attend caregiver expectation classes, be present for
(healthcare/medical team) rounds, and change central line
dressings. Additional write-in components specific to adult
patients included assist with nutritional needs, maintain a
clean environment, provide communication with the trans-
plant team, stay in housing near the center, provide emotional
support, adhere to infection prevention recommendations, be
available and assist the patient as needed. One social worker in
a pediatric center replied their contract also included a
“commitment to learn and be at the bedside,” and another
social worker in a pediatric center indicated, “these are all
presented as expectations, not requirements.” Social workers
from two adult centers and one pediatric center noted their
center’s contract did not specify any conditions.

Solutions to barriers

Social workers shared practices that were applied when care-
giver availability challenges arose, including using multiple
caregivers, hired caregivers, and community volunteers.
Ninety-two percent of social workers at adult centers and
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Table 2

Transplant center requirements for caregivers: selected quotes, by adult and pediatric TC social workers

Adult

Pediatric

“Allo[geneic] [HCT recipients] are requested to have a 24 hour
caregiver available for up to 3 months. Auto[logous] [HCT
recipients] are also requested to have a caregiver available, but the
hours and length of time is more flexible and dependent on patient’s
recovery process.”

“No strict caregiver required for auto[logous HCT recipients], but
social service is tasked to ensure adequate and reliable free rides to
clinic appointments post-transplant for the first 8 weeks until
cleared to drive.”

“There are some limited occasions [sic] when we can offer
auto[logous] transplant without a caregiver but it requires the patient
to remain inpatient on our unit.”

“For outpatient autologous [recipients], we require a caregiver for the
entire outpatient transplant period (about 2—3 weeks) and then for
the first month post-transplant; for inpatient auto, about the same
(one month post-transplant)”

“100 days for allo[geneic HCT recipients] and 14 days for auto[logous
HCT recipients]”

“All transplant patients need a 24/7 caregiver(s). For +100 days for
allo[geneic HCT recipients] and up to 4 weeks post discharge for
auto[logous HCT recipients].

“Allo[geneic HCT recipients]: caregiver is ‘required” but no patient is
turned down if they do not have a caregiver but are otherwise
appropriate. SOCIAL WORKER referral to find a caregiver or
discuss nursing home placement options.”

“We have to have a dedicated primary caregiver who will provide
transportation, assistance, monitoring, and line care for our patient.
If a single caregiver is unavailable, the primary caregiver is also
responsible for creating the caregiver schedule, with no gaps in
coverage.”

“Auto[logous HCT recipients]-someone over 18 [years] old with
[patient] for first 7-10 days. Allo[geneic HCT recipients]-someone
over 18 [years] old with [patient] 24 hours a day for first 30 days.”

“There are no definitive requirements. We encourage [families] to establish a
primary caregiver and a backup caregiver, and we encourage as many
people as possible to participate in discharge teaching and preparation. We
are most concerned about establishing a reliable caregiver for
post-transplant needs.”

“that there be a designated caregiver at all times but does not have to be the
same person and caregiver [and] does not have to be [at the] bedside
constantly. Expectation is caregiver should be available at all times and
present with [patient] most of the time.”

“requires a 24/7 primary caretaker at all times. This is [required] in order to
proceed with transplant.”

“Except during extreme circumstances, a caregiver needs to be available at
bedside for patients throughout transplant process. Caregivers are required
at Ronald McDonald House and Hope Lodge.”

“A child in the [custody] of Child Protective services is the outlier and
obviously does not require a parent. Outside of this parents are encouraged
to be present during the allo[geneic] or auto[logous] transplant process or
to have a family member or friend who can be present with patient if they
are absent.”

“Caregiver must be present for patient 24 hours a day (for at least first
100 days for allo[geneic] and as long as medically deemed appropriate for
auto[logous]).”

“There is no official requirement, but we strongly encourage identification of
one caregiver who will be primary, at bedside, learning care to transition
home.”

77% of social workers at pediatric centers allowed patients to
have multiple caregivers. Other options included hiring a care-
giver using private funds (adult, 75%; pediatric, 29%), hiring a
caregiver using public/government insurance benefits (adult,
17%; pediatric, 6%), hiring a caregiver using private insurance
benefits (adult, 15%; pediatric, 12%), and using community
volunteers (adult, 6%; pediatric, 24%). Another write-in op-
tion by two social workers at adult centers was nursing home
placement, though one indicated that it was a last resort, and
the other indicated it would be a short-term placement. A few
social workers indicated they did not have solutions available,
or that they did not have many patients who faced caregiver
availability issues. Table 3 describes additional solutions in
place.

When a caregiver plan fell through, common themes iden-
tified by social workers at both adult and pediatric TCs includ-
ed working with patients/families to identify other caregivers
or other caregiver options, prolonging the patient’s

hospitalization, or implementing a pre-determined backup
plan. Responses specific to adult TCs included readmit pa-
tients or use home health or skilled nursing facilities, hire
caregivers, use community or hospital resources, deal with
issues as they occur, and allow the patient to stay alone if
doing well. The theme unique to social workers at pediatric
TCs was contacting Child Protective Services/Department of
Child and Family Services, if necessary.

Potential solutions

One potential solution identified by social workers in both
adult and pediatric centers was additional financial
resources/financial assistance for caregivers (including in-
come replacement and travel/transportation expenses).
Another common suggestion for both populations was addi-
tional psychosocial support for current caregivers, including
an increased support network, emotional support, self-care,
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and respite care. Other suggestions included having the care-
giver discussion earlier in the process—allowing more time
pre-transplant to identify a caregiver, and providing additional
education for caregivers and referring physicians and multi-
disciplinary care teams about the importance of the caregiver.

For social workers in adult TCs, unique potential solutions
included ongoing communication and stressing the impor-
tance of the caregiver role, provision of lodging, having care-
givers readily available (e.g., hospital-owned facility with pro-
fessional caregivers on staff, pool of community caregivers, or
work with private agency to provide caregivers), the need for
more employer support, and more generous FMLA laws for
caregivers, including that it be paid and/or expanded to in-
clude extended family, friends, or significant others. Social
workers in adult centers also suggested funds specific to

respite care for caregivers, financial help for family and
friends who provide care, childcare, and a private caregiver.

Pediatric social workers suggested having a backup plan in
place and a waiver of mileage criteria for temporary housing.
Figure 2 highlights common resources at both adult and pedi-
atric centers for supporting caregivers.

Discussion

This study explored TC caregiver requirements, caregiver
availability barriers, and described strategies and resources
centers have to help patients without a caregiver. We found
that caregiver requirements vary across US TCs, patient pop-
ulation, and by type of transplant (allogeneic or autologous),

32%
Caregiver would lose income 49%
6%
Cost of hiring a caregiver 9%
4%
Health care needs of caregiver 4%
21%
Patient independence ? 36%
(e.g., not wanting to ask for help) °
11%
Transportation not available for caregiver 15%
6%
Housing not available for caregiver 9%
19%
Caregiver has family members to care for 28%
18%
Caregiver cannot commit to the required 024ly
time period* ?
11%
Patient has limited social ties 19%
S 13%
Caregiver's employer does 13%
not provide time off/leave of absence °
1%
Caregiver would lose insurance benefits 9%
11%
Caregiver has limited capability 1300/
to travel to TC °
0 0.1 0.2 0.3 0.4 0.5 0.6
Adult, Autologous HCT: EMAlways Often
Adult, Allogeneic HCT: Always Often

Fig. 1 a Frequency of barriers (always and often) social workers identifi
workers identified their pediatric patients face
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50%
Caregiver would lose income 53%
6%
Cost of hiring a caregiver 5%

17%
Health care needs of caregiver 16%

22%

Patient ind d
atient independence 21%

(e.g., not wanting to ask for help)

Transportation not available for caregiver 37%

17%

Housing not available for caregiver 21%

67%
Caregiver has family members to care for 68%
. . ) 17%
Caregiver cannot commit to the required 16%
time period* °
44%
Patient has limited social ties 42%

33%

Caregiver's employer does 32;

not provide time off/leave of absence °

Caregiver would lose insurance benefits 22%
21%

‘ o N 6% 22%
Caregiver has limited capability 21%

to travel to TC ?

0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
Pediatric, Autologous HCT: lAlways  Often
Pediatric, Allogeneic HCT: Always [ Often

Fig. 1 (continued)

but that a caregiver was generally required up to 100 days
post-transplant for allogeneic HCT recipients.

Results showed that different caregiver barriers for pediat-
ric and adult populations exist. Parents/guardians are often the
natural caregivers for their children. Since children require
parental/guardian consent to receive medical treatment and
do not live independently, lack of a caregiver is generally
not a barrier. As pointed out by respondents, Child
Protective Services are consulted if indicated. For adult pa-
tients, the quantity and quality of relationships and relation-
ship status may affect caregiver availability [8, 21, 24-26].

Despite these differences, the most frequent barrier social
workers identified, regardless of type of transplant or

population, was caregiver’s loss of income. Indeed, Frey
et al. found that 60% of caregivers reported lost income due
to missing work [8]. Research addressing financial costs to
caregivers is limited [8, 14, 47]; future research could explore
financial impact on caregivers. Social workers in both the
focus groups and survey noted they helped patients and care-
givers file for FMLA, and suggested that FMLA laws could
expand or allow for paid leave. FMLA currently provides up
to 12 weeks of unpaid leave during a 12-month period [48].
Only three states (California, New Jersey, and Rhode Island)
currently offer paid family and medical leave [49].

The second highest barrier for adults was patient indepen-
dence (not wanting to ask for help). Notably, even pediatric
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Table 3 Solutions currently in place to help address caregiver availability: themes and selected quotes
Theme Adult (n=37) Pediatric (n=15)

* TCs allow use of multiple
caregivers

 TCs and social workers
provide and partner with
community resources

» TCs provide financial
support to help caregivers

» TCs provide education to
caregivers

@ Springer

* “Provide blank calendars to outpatients to fill in
names and assigned dates for caregivers and give
back to medical team”

* “Discussing using a team of caregivers, perhaps even
organizing by utilizing a website like mylifeline.org
or lotsahelpinghands.org. Assist patient with
identifying multiple caregivers as needed.”

* “We encourage care partner teams so that not one
person is feeling all the burden of caregiving.”

* “When someone states they have no caregiver, we
discuss a ‘caregiver quilt’ approach. Start with one
‘patch of material’, in this case a person and build
upon it with more ‘patches’ or people. We discuss
this in New Patent visit and in our Psychosocial Risk
Assessment if indicated. I offer to speak to loved
ones if the caregiving task appears daunting. Lots of
support for both patient and caregiver in this process.
I also do “This is Your Life’ and we talk about the
people our patient knows from each part of their life
who might be a potential caregiver.”

* “We provide therapeutic support to caregivers on an
individual and group basis.”

* “Caregiver support group, availability of

inpatient/outpatient social workers.”

virtual support groups so caregivers can access a

support group at home or in the hospital room

without having to leave the patient”

* “Assist with problem solving”

» “Utilizing church and community groups.”

* “Create a fund to help offset [caregiver] costs.”

* “We offer a lot of financial support through
Assistance in Healthcare—a foundation developed
by the hospital for patients—often through this
foundation patients and caregivers’ hotel expenses
are paid partially or even totally.”

* “Negotiated reduced rates through local homecare
company.”

° <

* “Caregiver [manual] given to them at their initial
appointment to describe the role in detail.”

* “Early discussion of the importance of committed
caregiver so that patient and family can prepare as
well as social service can refer patient for caregiver
program through government agencies. Patient is
counselled that lack of support for allo [HCT] during
recovery process can result in dangerous scenario
that may cause unnecessary complications or
shortened survival.”

* “We developed the ‘contract’ some time ago, as well
as an education class. We are currently working on a
video recording for the education class in order that
friends and family can learn the extent of
caregiving.”

* “Allowing a few members of a family to be

caregivers”

* “Giving families breaks with the use of 1:1.”

¢ “Identified community resources that have can
provide assistance for the caregiver by being present
with the patient and allowing them to leave the
facility”

* “We help them with problem solving.”

* “Social work intervention”

* “Financially, our center offers $40/week from a
hospital wide fund. A family has fundraised and
offered a supply of $50 gift cards for Walmart to
BMT families. I utilize NMDP financial assistance
grant program. [Our hospital] has policy that parking
(which is $5/day) is free after 21 consecutive days in
the hospital. Luckily, [Ronald McDonald House] is
connected to [our hospital] offering easy
accessibility, free food and laundry facilities.”

* “We have access to funds which assist the families
economically. This is important when one member
of the family has to stop working to care for the
patient.”

* “We usually offer financial support so parents feel that
they can fully be present and not be going into debt
for missing work for so long.”

“If we anticipate issues, we meet as a care team, then
with [the] family to talk about [the] caregiver
agreement created for the situation.”


http://mylifeline.org
http://lotsahelpinghands.org
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Table 3 (continued)

Theme Adult (n=37)

Pediatric (n=15)

* “We ask to meet with each member of the caregiver
team prior to transplant so they understand

expectations and their role.”
* Some TCs utilize
Lifeline/monitoring equip-
ment

* “Transplant coordinator has worked diligently for -
grant monies for a monitor/life line type of equip-
ment which would be in the Family House to be used

when patient stable enough to be alone at night.”
* “Providing MedAlert buttons when there is no

caregiver.”
* TCs and social workers
provide assistance with

* “We speak with employers and complete paperwork” -
¢ “Educate [caregiver] on [Family Medical Leave Act],

FMLA and work with provide [caregiver] letters for employers.”
patient and caregiver * “assistance completing FMLA paperwork”
employers

social workers indicated their patients often faced this barrier.
Another common barrier was that the caregiver has other fam-
ily members to care for. Caregiver competing demands, in-
cluding caring for multiple children in the home, older par-
ents, spouse, or sibling, require problem-solving and discus-
sion. The use of multiple caregivers was a solution both in the
focus groups and survey. This is consistent with a study by
Williams et al., which indicated that primary caregivers enlist-
ed family or friends to help provide care and time for the
patients and caregivers to take a break [50]. Private caregivers

were a potential solution, though some respondents indicated
their TC did not allow private caregivers. It could be the hos-
pital did not allow private caregivers while the patient was
inpatient, due to hospital policy and liability issues, but could
not prevent a patient from hiring help after discharge.
Though this study primarily focused on caregiver availabil-
ity, the survey also asked about resources and programs avail-
able to support caregivers. TCs appear to have a variety of
resources and programs available to support caregivers, most
commonly print education materials about the role, and

Caregiver programs and resources available at TCs

100%

90% 87%

41%

80% 77%
709
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Fig. 2 Caregiver programs and resources available at TCs
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educational and psychosocial support groups. As highlighted
by one survey respondent, “We consider the caregiver to be
critical to the transplant and try to make them feel the impor-
tance of their role. We pledge to take care of the caregiver, too,
and see the patient/family as a unit.” Interventions have been
developed to support caregivers [3, 35-37, 51, 52], and the
Oncology Nursing Society (ONS) offers an up-to-date review
of evidence-based interventions for caregivers [53].
Additional research is needed to identify the effects of inter-
ventions on physical and mental health outcomes [54], and
how interventions may be delivered cost-effectively [35].

This study has implications for current practice at TCs.
Since caregivers are integral to the ability for a patient to
safely undergo and recover from HCT, barriers to caregiver
availability should be addressed at the time of a patient’s initial
evaluation for transplantation. Time must be allotted during
the consultation for assessment of a patient’s caregiver support
network and potential barriers, including loss of caregiver
income, and solutions discussed. Follow-up pre-transplant
discussions by phone or subsequent visits with patients and
identified caregivers specifically addressing caregiver issues
may be helpful to finalizing a support plan.

There are limitations to this study. Responses may not be
generalizable to all TCs, though there were no statistically
significant differences in regions between respondents and
non-respondents. Responses to questions requiring reflection
over the past year may be subject to recall bias. Open-ended
survey questions allowed respondents to write as much or
little as they wanted, and these questions were subject to re-
spondent interpretation.

Future research is needed to focus on further describing and
clarifying TC requirements and variation, and studying
whether caregiver requirements are associated with outcomes,
including rates of complications, readmission, and mortality.
A meeting convened by the National Cancer Institute and the
National Institute of Nursing Research suggested a network to
share best practices to advance research [54]. It is also impor-
tant that future research investigates the perspectives of pa-
tients and caregivers on barriers and potential solutions, as the
observations of medical staff may not fully reflect patient and
caregiver experiences.

Conclusion

Caregiver availability is an important issue for patients
considering and receiving HCT, and may be a barrier to
transplant for those who do not have a caregiver available.
Results from this study could help TCs learn what other
centers are doing, and potentially implement solutions in
their center. Identifying and addressing caregiver barriers
can improve access to HCT.
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