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Abstract

Context: Patients with blood cancers have low rates of timely hospice use. Barriers to hospice 

use for this population are not well understood. Lack of transfusion access in most hospice settings 

is posited as a potential reason for low and late enrollment rates.

Objectives: We explored the perspectives of blood cancer patients and their bereaved caregivers 

regarding the value of hospice services and transfusions.

Methods: Between June 2018 and January 2019, we conducted three focus groups with blood 

cancer patients with an estimated life expectancy ≤ 6months and two focus groups with bereaved 

caregivers of blood cancer patients. We asked participants their perspectives regarding quality of 

life (QOL) and about the potential association of traditional hospice services and transfusions with 

QOL. A hematologic oncologist, sociologist, and qualitatively-trained research assistant conducted 

thematic analysis of the data.

Results: Twenty-seven individuals (18 patients and nine bereaved caregivers) participated in the 

five focus groups. Participants identified various QOL domains that were important to them but 
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focused largely on a desire for energy to maintain physical/functional wellbeing. Participants 

considered transfusions a high-priority service for their QOL. They also felt that standard hospice 

services were important for QOL. Bereaved caregivers reported overall positive experiences with 

hospice.

Conclusion: Our analysis suggests that although blood cancer patients value hospice services, 

they also consider transfusions vital to their QOL. Innovative care delivery models that combine 

the elements of standard hospice services with other patient-valued services like transfusions are 

most likely to optimize end-of-life care for patients with blood cancers.
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INTRODUCTION

Hospice care is beneficial for patients with serious illness near the end of life (EOL).1, 2 

Through an interdisciplinary team of physicians, nurses, social workers, chaplains, and 

home health aides, hospice provides symptom-directed care to patients with a life 

expectancy of six months or less. Patients who enroll in hospice have better quality of life 

(QOL) than those who die in hospitals,1 and their caregivers are more likely to report that 

their loved one received excellent EOL care.2, 3 Moreover, caregivers of hospice enrollees 

have a lower risk of psychosocial distress.1, 4 Accordingly, several national organizations 

recommend timely hospice use for patients with life-limiting illnesses.5–8

Despite the benefits of hospice, patients with hematologic malignancies have low enrollment 

rates.9–12 In addition, when blood cancer patients enroll in hospice, they are more likely to 

do so in the last three days of life, thus limiting the opportunity for meaningful benefit.13 

This trend in late hospice use among patients with blood cancers appears to be rising.
10, 14, 15 These findings raise concerns about the quality of symptom control for patients 

with blood cancers, especially when placed in the context of studies demonstrating a high 

symptom burden in this population near the EOL.16–18

Recent large database and physician survey studies have examined potential causes of low 

hospice use among patients with blood cancers. Hospice services may not be adequate for 

the unique needs of blood cancer patients and the lack of access to blood transfusions may 

contribute to low rates of referral and enrollment.14, 15, 19, 20 For example, nearly 50% of 

hematologic oncologists in a national survey felt that hospice services were inadequate for 

the needs of their patients, and the majority reported they would refer more patients to 

hospice if blood transfusions were available.20

Despite concerns about adequacy of hospice services for patients with blood cancers, patient 

and caregiver perspectives regarding the value of existing hospice services (visiting nurse, 

social work, chaplain, home health aide, respite care) and non-routine services such as blood 

transfusions are unknown. Both perspectives are crucial to assure quality EOL care for this 

patient population. We thus aimed to characterize the perspectives of blood cancer patients 
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and bereaved caregivers regarding the utility of existing hospice services and transfusion 

access with respect to their QOL.

METHODS

Study Design and Participants

We conducted a qualitative study of five focus groups with blood cancer patients near the 

EOL and bereaved caregivers. A qualitative study design was chosen because of the lack of 

blood cancer patient-specific data regarding hospice and to allow for an in-depth exploration 

of views regarding hospice services and QOL. We chose to conduct focus groups because 

they are ideal for gathering information on how groups of people think about a specific 

topic. Focus groups enable idea generation, sharing, consensus, and debate about a topic. 

Moreover, the group interaction creates a dynamic environment that can activate forgotten 

details of individual experiences and draw out latent issues that may not be captured in one-

on-one interviews.21

All focus groups were conducted at the Dana-Farber Cancer Institute (DFCI) in Boston 

between June 2018 and January 2019. We conducted three focus groups with blood cancer 

patients and two groups with bereaved caregivers, one of which was dedicated to those 

whose loved ones enrolled in hospice. Eligible patients had a blood cancer, were ≥18 years 

old, received primary oncologic care at DFCI (defined as ≥2 outpatient visits), had received 

at least one transfusion, and had a life expectancy of ≤6 months based on their oncologist 

answering “no” to the surprise question (“would you be surprised if this patient died within 

the next six months?”).24, 25 Bereaved caregivers were eligible if their loved one died >3 

months prior to study enrollment to avoid acute grief,26, 27 but ≤12 months to reduce recall 

bias. We used purposeful sampling (maximum variation sampling type) to select sufficiently 

information-rich cases by recruiting individuals across various types of hematologic 

malignancies (leukemia/myelodysplastic syndromes, lymphoma, and myeloma) and gender.
22,23 To operationalize this, we presented the study to hematologic oncologists practicing in 

different disease groups to ensure diagnostic variation and we asked them to recommend 

both eligible male and female participants.

Potential participants were sent invitations by mail which included the date, time, and 

location of their respective focus group, as well as study staff information to confirm 

attendance. Pre-stamped opt-out cards were included in the mailing for those who did not 

wish to participate. We attempted telephone contact to non-respondents within 4 weeks of 

initial mailing (Figure 1). All participants provided written informed consent. The study was 

approved by the Office of Human and Research Studies at the Dana-Farber/Harvard Cancer 

Center.

Data Collection

A semi-structured focus group guide (supplement) was developed by the research team. The 

guide included open-ended questions to elicit perspectives regarding QOL, existing or 

desired supportive care services, and transfusion access for patients with blood cancers. We 

first asked participants to describe what good QOL meant to them. Participants were 
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provided a list of standard hospice services (home health aide, visiting nurse, social worker, 

chaplain, respite care), and alternative services (transfusion access, nutrition services, 

telemedicine). We asked participants to reflect on these services and discuss their 

perspectives on the importance of such services for QOL of blood cancer patients. Given the 

strength of qualitative research in capturing unanticipated aspects of care that are important 

to participants, we also collected data on issues that emerged unprompted during the focus 

group discussion. Participants received a $50 gift card. Focus groups were moderated by a 

study member (AR) and a note taker was present at each session. Each focus group lasted 

approximately 90 minutes. All sessions were audio-recorded and transcribed verbatim by a 

professional transcription service.

Data Analysis

We used a combination of inductive and deductive approaches to code and analyze the data. 

A hematologic oncologist, sociologist, and qualitatively-trained research assistant conducted 

thematic analysis of the qualitative data, with additional review by a palliative care physician 

and two hematologic oncologists. First, members of the study team (AR, CH, OO) read the 

transcripts and met iteratively to identify and define codes. Once a comprehensive code book 

was developed, each transcript was independently coded by two study members, using 

NVivo 12 software. Intercoder reliability was achieved through systematically comparing 

and discussing discrepancies which arose between the readers’ application of codes (kappa 

>0.85).28 To ensure interpretive consistency, the research team collaboratively reviewed the 

coded contents, identified emergent themes and patterns, and synthesized the data across 

themes, both within and across participant types.

RESULTS

Twenty-seven individuals participated in the focus groups, including 18 blood cancer 

patients and 9 bereaved caregivers (Table 1). Five key themes are explored below: i) QOL 

comprises multiple domains for patients with blood cancers, ii) Patients and caregivers value 

transfusions, iii) Standard elements of hospice and other services have high utility for 

patients with blood cancers, iv) Hospice positively influences EOL care for patients with 

blood cancers, and v) Caregivers desire early goals of care discussions (Table 2)

QOL Comprises Multiple Domains for Patients with Blood Cancers

Participants across all focus groups described QOL for patients with blood cancers under 

broad domains of physical/functional (e.g. having energy), emotional (e.g. absence of 

anxiety), and social wellbeing (e.g. spending time with friends/family). Physical/functional 

wellbeing was the most commonly identified domain, with several participants expressing 

that energy to function independently and do “normal things”—such as walking, going out

—is vital. Absence of pain was not vocalized in any of the patient focus groups when 

defining QOL; however, a bereaved caregiver noted that pain management was important for 

their loved one’s QOL.

Barriers to physical/functional QOL included cancer symptoms and treatment side-effects 

(e.g. fatigue and dyspnea). For example, “he [my husband] was pretty beat up from—
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between the leukemia and some of the treatment, so he was definitely struggling to do day to 
day—like getting out of breath walking up the stairs” (BC2). The ensuing need to rely on the 

physical support of other people was emotionally difficult for some patients, especially when 

it led to role shifts in existing relationships. Medical care such as multiple hospitalizations 

was often noted to hinder social wellbeing by taking away time spent with family.

Patients and Caregivers Value Transfusions

Transfusions were reported across all patient and caregiver focus groups to have a positive 

impact on QOL. Benefits discussed were largely physical such as improvement in energy, 

dyspnea, and allowing patients to engage in activities they enjoyed, “I’m winded and can’t 
do a whole lot and I know I need blood, and I do feel much better after I get blood.” (P17). 

Similar experiences were described by caregivers, “And on the days that he got the 
transfusion, we would always plan a big dinner that night because he’d have more energy. 
So that would be a night we’d get together and have like a little mini party, right….it gave 
him strength” (BC8). Additionally, patient and caregivers expressed that transfusions were 

necessary for survival; and as such, they felt that lack of access to transfusions was not a 

viable choice. For example, a patient said regarding transfusions, “I would be dead without 
them” (P7).

While views about transfusions were overwhelmingly positive, participants acknowledged 

downsides such as the time required and concern about potential complications. 

Nonetheless, participants felt that the benefits far outweighed the downsides. Although the 

benefit/risk ratio of transfusions was almost universally in favor of transfusions, a caregiver 

(BC2) expressed some ambivalence. She noted that although blood transfusions improved 

her loved one’s symptoms, there were times when there was no discernable improvement 

and, in those situations, time that could have been spent with family was lost traveling for 

transfusions.

Overall, participants felt that transfusion access for patients with blood cancers should be a 

prioritized service. Some patients also expressed that it would be helpful if transfusions 

could be administered in the home setting to eliminate the burden of travel. At the same 

time, they raised concern about the potential risk of errors with home-based transfusions.

Standard Elements of Hospice and Other Services Have High Utility for Patients with Blood 
Cancers

Both patients and caregivers across all focus groups identified several high priority services 

typically present within hospice as well as others not routinely provided by hospice. Among 

traditional hospice services, participants especially valued visiting nurses and expressed the 

desire for more visits and lengthier duration of visits. Patients also considered social workers 

a source of emotional support and resource for accessing other services, while caregivers 

discussed the value of social workers with respect to communicating candidly with patients 

and families about dying. Chaplaincy services were not considered high priority for patients 

and caregivers because some relied on alternate sources of spiritual support and others did 

not consider themselves religious. With respect to services not routinely present in hospice, 

participants across all focus groups felt transfusion access should be a high-priority service. 
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Several participants also considered telemedicine to be valuable given the potential to 

eliminate travel time in connecting with their clinical team.

In addition to the list of services presented at each session, all patient focus groups 

emphatically voiced a desire for peer support/connection with other patients. Participants 

reported that living with a blood cancer is isolating and connecting with other patients could 

provide invaluable emotional support, “I think it would be very helpful to talk about peer to 
peer whenever—to also on occasion be able to talk to someone who can empathize with 
what you’re going through. And I’m not talking about a medical professional. I’m talking 
about somebody who’s digging dirt while you’re digging dirt” (P3). While the best method 

to operationalize peer support was not determined, participants felt that blood cancer-

specificity was important. Although participants spoke extensively of the importance of peer 

support, one acknowledged the difficulty that could arise when a patient dies: “One 
downside of…creating a relationship is that the people that you’re dealing with are very 
fragile, as are you…There was a man…who had the same kind of transplant situation I did. 
And I would call him every now and then, but then…his health deteriorated and he passed 
away” (P7). Another service suggested by participants was the need for care coordination. 

Participants felt that dealing with blood cancer was so complex and having a point person to 

help organize seamless coordination of care would be helpful, “…But the coordination of 
services is such a crying need…” (P2):

Hospice Positively Influences EOL Care for Patients with Blood Cancers

Bereaved caregivers (n=6) that participated in the focus group dedicated to those whose 

loved ones enrolled in hospice reported diverse but positive hospice experiences, often 

noting that hospice providers were kind and kept them at peace. A caregiver whose loved 

one enrolled in hospice the day before his death reported that it was beneficial despite the 

short exposure: “my husband was only on hospice one day, but it was amazing because it 
made the difference in our lives” (BC5). Another caregiver who participated in bereavement 

counseling through a hospice (even though her spouse did not enroll) had such a positive 

experience that she wished that her spouse had the opportunity to experience hospice care. 

Although views about hospice were largely positive, some caregivers reported that switching 

from a close relationship with their hematologic oncology team to a new hospice team was 

challenging and they desired support with the transition. Several caregivers also reported 

feeling overwhelmed about the level of medical care (e.g. administering pain medications) 

they had to provide their loved ones and they desired more hands-on support from hospice 

providers.

Caregivers Desire Early Goals of Care Discussions

Bereaved caregivers felt that although goals of care (GOC) discussions are important, both 

physicians and patients tend to avoid them, “I don’t think the doctors talk about death, so the 
patients don’t talk about death. It’s the elephant in the room” (BC1). Participants 

acknowledged that the unpredictable nature of their loved one’s disease and the likelihood of 

response to treatments made it challenging to anticipate the best time to engage in GOC 

conversations, especially those regarding hospice. The consensus, however, was that direct 

and early discussions about death and dying would be most beneficial rather than waiting till 
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death is close. Caregivers felt that doctors engaging in GOC discussions with patients and 

families earlier in the disease course could make such discussions less scary and provide the 

added benefit of setting expectations and avoiding unnecessary treatments near the EOL,“I 
would have liked to have hospice discussed earlier in the process, because that last round of 
chemo really changed the way her mind was able to work” (BC6).

DISCUSSION

We identified several themes regarding the association of hospice services and transfusions 

with QOL from the perspectives of blood cancer patients and bereaved caregivers. First, we 

found that QOL for patients with blood cancers spans several domains, ranging from 

physical/functional to emotional wellbeing. Second, patients with blood cancers and their 

caregivers consider transfusions essential for QOL. Third, while services like transfusions 

and peer support are valuable for blood cancer patients, standard hospice services like 

visiting nurses also have high utility. Finally, caregivers of patients who enrolled in hospice 

reported positive experiences, and desired GOC discussions earlier in the disease course. 

Taken together, our data suggest that although patients with blood cancer value hospice 

services, they also consider transfusions vital for their QOL.

Our finding that seriously ill blood cancer patients emphasized a ubiquitous desire for 

energy is aligned with studies demonstrating that fatigue is one of the most common 

impairments for this population.29, 30 For example, in a cross-sectional study of patients with 

cancer, those with blood cancers reported greater levels of fatigue compared to other 

patients.30 Interestingly, despite rich discussions regarding physical/functional QOL in our 

study, participants rarely mentioned absence of pain as a consideration. This corroborates 

physician-based studies, which posit that pain may not be a highly prevalent issue for blood 

cancer patients near the EOL.31, 32 Although hospice focuses on aggressive symptom 

management with an emphasis on QOL, there are more effective tools available to hospice 

practitioners for pain management than for fatigue. The fact that patients with blood cancers 

perceive energy to be of greater significance to QOL than pain management may thus foster 

the viewpoint that hospice is less relevant for them. Instead, patients with blood cancers may 

opt for transfusion services to reduce fatigue.

Although several studies have suggested that transfusion access is important for blood 

cancer patients near the EOL,14, 15, 19 and the American Society of Hematology recently 

endorsed consideration of such access in hospice,33 data from this patient population is 

sparse. Our participants deemed transfusions vital for QOL and a significant factor when 

making hospice decisions. Consequently, the lack of transfusion availability in most hospice 

settings34 is likely a critical barrier to enrollment. In a study of patients with 

myelodysplastic syndromes, transfusion-dependent patients were less likely to enroll in 

hospice.14 Another study of acute myeloid leukemia patients who disenrolled from hospice 

found that 62% did so to receive transfusion support.15 Although palliative transfusions are 

consistent with the hospice philosophy to help people live as well as possible with their 

disease, many hospice organizations are unable to provide this resource due to 

reimbursement constraints. Innovative hospice delivery and payment models that incorporate 

transfusions may increase hospice use for blood cancer patients.
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Peer support—a service that is not routinely part of hospice care—was highly cited by 

participants as important for QOL. Peer support helps to overcome feelings of isolation and 

can promote emotional wellbeing by providing shared experiences for patients. Although 

multiple studies integrate peer support during the cancer continuum, very few focus on the 

EOL phase.35, 36 Our data demonstrate the need to develop and test the impact of peer 

support interventions on QOL for blood cancer patients near the EOL. Such interventions 

must be sufficiently nuanced to address emotions that may accompany the death of fellow 

patients included in peer networks.

Despite participants’ interest in services not routinely provided in hospice, they also felt 

several standard hospice services were important, suggesting that hospice has value for 

blood cancer patients near the EOL. Moreover, although caregivers of patients who enrolled 

in hospice identified challenges with hospice transition and desired more hands-on hospice 

involvement, they overall considered their hospice experience to be positive. Accordingly, to 

optimize QOL for patients with blood cancers near the EOL, strategies that combine typical 

hospice services with non-traditional services (e.g. transfusions) will likely be more effective 

than focusing exclusively on one type of service.

An important determinant of hospice use is timely GOC discussions. Previous data have 

demonstrated that GOC discussions for blood cancer patients often occur too late and a 

substantial proportion of hospice discussions are initiated only when death is clearly 

imminent.37 While several reasons including high prognostic uncertainty and concerns about 

taking away patients’ hope are cited as reasons for late discussions, we found that 

participants desired early and direct discussions regarding hospice and dying. Concurrent 

with interventions that incorporate high-utility services within hospice, physician-targeted 

interventions to promote timely GOC discussions are needed to improve hospice use for this 

patient population.

Our study has limitations. First, because all our participants received care in a single tertiary 

setting, their perspectives may not be generalizable to patients who receive care in 

community settings. Second, our small sample size precluded us from assessing if 

participant characteristics were associated with certain perspectives. Finally, our study may 

be susceptible to participation bias such that individuals who had more favorable views 

regarding hospice may have chosen to participate; however, our recruitment letters 

advertised the study as focused on quality of life and made no specific mention of hospice.

Blood cancer patients near the EOL have a broad range of needs and value services that 

directly meet those needs. The high priority placed on palliative transfusions—coupled with 

limited access in most hospices—may partly explain low rates of hospice use by this 

population. On the other hand, the positive impact of routine hospice services reported by 

patients and caregivers suggests that focusing solely on transfusion access absent hospice is 

likely insufficient for optimizing QOL. Innovative strategies that harmonize existing hospice 

services with other patient-valued services such as transfusion access are likely the most 

effective way to improve EOL care for patients with blood cancers.
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KEY MESSAGE

In this focus group study, patients with blood cancers and their caregivers considered 

transfusions vital for quality of life and also valued standard hospice services. This 

suggests that harmonizing existing hospice services with other patient-valued services 

(e.g. transfusions) has the potential to improve EOL care for blood cancer patients.
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Figure 1. 
Participant Recruitment Flowchart

* Reasons for declining: too sick (n=3), distance/transportation (n=3), logistical conflict 

(n= 9), unspecified (n=51)

§ Reasons for not attending focus group: too sick (n=3), distance/transportation (n=2), 

logistical conflict (n=2), unspecified (n=1)
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Table 1.

Characteristics of participants (n=27)

Characteristic Patients (n=18) Bereaved Caregivers (n=9)

Sex

 Male 12 (67%) 1 (11%)

 Female 6 (33%) 8 (89%)

Race

 White 15 (83%) 9 (100%)

 Nonwhite 3 (17%) 0 (0)

Education

 Bachelor’s degree or higher 10 (56%) 7 (78%)

 Less than bachelor’s degree 8 (44%) 2 (22%)

Diagnosis*

 Leukemia/myelodysplastic syndromes 7 (39%) 6 (67%)

 Lymphoma 7 (39%) 2 (22%)

 Myeloma 4 (22%) 1 (11%)

Relationship of bereaved caregiver to patient

 Spouse/partner NA 6 (67%)

 Child/other 3 (33%)

*
For bereaved caregivers, this describes the diagnosis of their deceased loved one.
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