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T
here is a growing body of literature 

demonstrating that integrating early 

palliative care (PC) for patients with 

advanced cancer is associated with 

several favorable outcomes. Some 

commonly cited outcomes include improved symp-

tom management, better prognostic understanding, 

improved quality of life (QOL) for patients and care-

givers, and even improved survival in some contexts 

(Bakitas et al., 2015; Ferrell et al., 2017; Greer et al., 

2013; Temel et al., 2010, 2017). In 2016, the American 

Society of Clinical Oncology published guidelines con-

cerning integrating PC in oncology, and advocated in-

tegrating PC for patients with advanced cancer and pa-

tients facing high symptom burden (Ferrell et al., 2017). 

However, despite the proven benefits of integrating PC 

in oncology, coupled with the known propensity for 

patients with hematologic malignancies (HMs) to ex-

perience high symptom burden (Boucher et al., 2018; 

Hochman et al., 2018; Manitta et al., 2011), it has been 

well documented that patients with HMs and patients 

undergoing hematopoietic stem cell transplantation 

(HSCT) do not routinely receive PC (Button et al., 

2014; Johnston et al., 2018; Leblanc & El-Jawahri, 2018; 

Roeland & Ku, 2015; Selvaggi et al., 2014). To date, only 

one published clinical trial has compared early PC 

to standard care for patients undergoing HSCT (El- 

Jawahri et al., 2018). According to Shaulov et al. (2022), 

there are several ongoing or forthcoming clinical trials 

on early PC for patients with HMs, and one clinical trial 

on early PC for patients undergoing HSCT.

HSCT is a treatment approach, used with curative 

intent, for patients with HMs (Bazinet & Popradi, 
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2019) and other conditions, including nonmalignant 

autoimmune conditions (Duarte et al., 2019). In the 

context of advanced and high-risk HMs, HSCT offers 

an opportunity for cure with significant potential 

for severe complications such as graft-versus-host 

disease (GVHD), organ toxicities, and infections 

(Bazinet & Popradi, 2019). These complications 

can be life-threatening and may adversely affect a 

patient’s QOL and their ability to function for many 

months or even years post-transplantation. Symptom 

burden, manifesting physically and psychosocially, 

has been reported to be extremely high in patients 

with HMs and patients undergoing HSCT (El-Jawahri 

et al., 2020; Manitta et al., 2011). To date, much of the 

research on integrating PC in oncology has included 

patients with solid tumors, with few studies including 

or focusing on patients undergoing HSCT for HMs 

(El-Jawahri et al., 2020; Ferrell et al., 2017).

Purpose

The palliative and supportive care needs of patients 

undergoing HSCT for HMs have been well described 

(Cheng & Lam, 2021; El-Jawahri et al., 2020), as have 

the potential barriers to and challenges with integrat-

ing PC for patients undergoing HSCT (Lewis, 2020; 

Ruiz et al., 2018; Sánchez et al., 2020; Suthumphong 

et al., 2021; Wedding, 2021). However, there are few 

studies that have examined perspectives on PC in 

HSCT (El-Jawahri et al., 2021; Gemmell et al., 2022). 

Because the current authors were planning an inter-

ventional trial comparing early PC to standard care 

for patients undergoing HSCT for HMs, they wanted 

to ensure that the trial development was informed 

by patient, caregiver, and clinician input. The pur-

pose of this study was to better understand patient, 

caregiver, and clinician perspectives on integrating 

PC into the care of patients undergoing HSCT.

Methodologic Approach

Design

This study was part of a multiphase project on 

integrating PC for patients undergoing HSCT. 

Interpretive description (ID), a qualitative methodol-

ogy that aligns with an interpretivist orientation and 

acknowledges multiple constructed and contextual-

ized realities, was the methodologic approach used 

(Thorne, 2016). ID is particularly relevant for clinical 

practice research where the intent is to capture par-

ticipants’ perspectives and move beyond description 

to interpret responses and apply them to ongoing 

research, as well as to inform clinical practice and 

patient care (Thompson Burdine et al., 2021). As 

Thorne (2016) articulates, ID develops knowledge 

pertaining to the subjective and experiential aspects 

of health experiences. ID intends not to generate 

theory, but rather to generate knowledge that can be 

applied to real-world settings.

Participants and Setting

Between May 2020 and December 2021, eligible 

patients, caregivers, and clinicians were invited to 

participate in an interview. Patients were eligible 

to participate if they would be undergoing or had 

undergone HSCT for HM. Caregivers, defined as the 

patient’s family members or close friends, were eligi-

ble to participate if they were the primary caregiver 

for someone who would be undergoing or who had 

undergone HSCT for HM. Clinicians were eligible to 

participate if their role involved caring for patients 

being treated with HSCT for HMs.

Participants were recruited from the outpatient 

department of a tertiary cancer center in Western 

Canada. The transplantation program at the cancer 

center conducts more than 200 transplantations for 

adults annually, with care being provided by HSCT 

physicians, nurses, nurse practitioners, pharmacists, 

and psychosocial clinicians. Although there is no 

formal survivorship program at the cancer center, 

there is a clinic for long-term survivors of alloge-

neic transplantations. Study posters were placed in 

the outpatient bone marrow transplantation clinic. 

Individuals who were interested contacted the first 

author, R.B., directly to learn more about the study 

and determine eligibility. Because of the COVID-

19 pandemic, all study procedures were conducted 

remotely via email, videoconference, or telephone to 

minimize participants’ risks of exposure to the SARS-

CoV-2 virus. Purposive and theoretical sampling were 

undertaken (Hunt, 2009; Oliver, 2012). Theoretical 

sampling was used to help identify additional partici-

pants who may not have been included otherwise but 

whose participation might help with maximal varia-

tion (Thorne, 2016).

Data Collection

A semistructured interview guide (available upon 

request) was developed based on Zimmermann et al. 

(2016) and Ahmed et al. (2022). The interview guide 

included open-ended questions and prompts. Once 

participants provided informed consent, the inter-

view was scheduled and then conducted by R.B. via 

telephone or videoconference, whichever the partic-

ipant preferred. All interviews were audio recorded 

and transcribed verbatim. Field notes were kept 
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during interviews to capture contextual information, 

such as the participant’s location during the inter-

view and demeanor (Phillippi & Lauderdale, 2018). 

Because all interviews were conducted virtually, 

field notes were minimal, particularly for interviews 

conducted via telephone because it was not possible 

to see the participant, their body language, or their 

facial expressions. The average interview duration 

was 41 minutes (range = 15–71 minutes; median = 39 

minutes).

Data Analysis

Data analysis in ID is an inductive, iterative process 

whereby data collection occurs simultaneously with 

TABLE 1. Clinician Demographics (N = 16)

Participant Age (Years) Gender Profession Education Years of Practice

Years in Heme/

HSCT

1 26 Female Nurse  ɐ BN 4 2

2 28 Female Hematology nurse 

practitioner

 ɐ MN 7 7

3 28 Female Nurse  ɐ BN

 ɐ In graduate 

school for MN

5 4

4 28 Female Nurse  ɐ BN

 ɐ RN

 ɐ In graduate 

school for MN

6 5

5 30 Female Nurse  ɐ BSN

 ɐ RN

 ɐ In graduate 

school for MN

8 6

6 32 Female Nurse  ɐ BN

 ɐ RN

8 3

7 35 Female Nurse  ɐ BSN

 ɐ RN

13 13

8 37 Female Nurse  ɐ BN

 ɐ RN

14 14

9 38 Female Psychologist  ɐ PhD 5 4

10 42 Female Hematologist  ɐ MD 17 12

11 49 Female Hematologist  ɐ MD 17 17

12 52 Female Nurse  ɐ BSN

 ɐ RN

31 31

13 52 Male Hematologist  ɐ MD 20 20

14 53 Female Nurse  ɐ BN

 ɐ RN

25 25

15 53 Male Physician  ɐ MD 29 26

16 57 Male Medical oncologist  ɐ MD 26 26

BN—bachelor of nursing; heme—hematology; HSCT—hematopoietic stem cell transplantation; MD—doctor of medicine; MN—master of nursing
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data analysis (Thorne, 2016). Interview transcripts 

were read repeatedly to get a sense of the broader 

themes and to develop an iteratively derived coding 

scheme that was then used to code the data. Once 

an initial coding scheme was developed by authors 

A.I.G.M. and R.B., data were then grouped into cat-

egories, paying attention to patterns within the data. 

These initial interpretive understandings were then 

discussed by the research team to develop a deeper 

ID analysis. After several category iterations were 

developed, consensus was achieved on the final cat-

egories. NVivo, version 20.4.0, was used to organize 

and manage data.

Findings

Participants

A total of 28 participants, consisting of 8 patients, 4 

caregivers, and 16 clinicians, agreed to be interviewed. 

Demographic data are presented in Tables 1–3.

Most interviews began with patients and care-

givers speaking about their experiences during and 

following HSCT, and clinicians gave their obser-

vations of patient and caregiver symptoms and 

experiences during and following HSCT. As the 

interviews progressed, an exploration of the partici-

pants’ awareness of and experiences with PC ensued. 

The discussion of patient and caregiver experiences, 

coupled with their thoughts on PC, contributed to a 

preliminary understanding of how PC might be inte-

grated into the care of patients undergoing HSCT. 

Perspectives on PC in HSCT

Concerns and Challenges With HSCT

Patients, caregivers, and clinicians spoke about the 

intense physical and psychosocial symptoms that 

occur during and after HSCT. Several participants 

suggested that there was an expectation that some 

degree of suffering was inevitable with HSCT. One 

clinician said, “There is a certain amount of phys-

ical suffering that is just assumed. It’s accepted 

that there’s going to be a high intensity of symptom 

burden.”

Clinician participants expressed that symptom 

burden in HSCT could be better managed, particu-

larly psychosocial and existential symptoms. Many 

participants shared that patients did not always seem 

TABLE 2. Patient Demographics (N = 8)

Age (Years)

Participant Gender

At  

Interview

At  

HSCT Diagnosis Type of HSCT

Marital  

Statusa

Primary  

Caregiver Residence

1 Female 30 29 MLL Allo, unrelated Married Spouse,  

mother-in-law

Urban

2 Female 54 47 MDS, 

smoldering 

leukemia

Allo, unrelated Married Spouse Rural

3 Female 67 65 AML Allo, sibling Divorced Partner of 2 

years, friends

Urban

4 Female 68 53 AML Allo, unrelated Married Spouse Urban

5 Male 29 27 AML Allo, unrelated Married Spouse Rural

6 Male 44 – AML Allo, unrelated, 

pre-HSCT

Married Spouse Urban

7 Male 47 – AML Allo, unrelated, 

pre-HSCT

Separated Parents Rural

8 Male 52 52 Multiple 

myeloma

Autologous Married Spouse Urban

a At time of interview
allo—allogeneic; AML—acute myelogenous leukemia; HSCT—hematopoietic stem cell transplantation; MDS—myelodysplastic syndrome; MLL—mixed 
lineage leukemia
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to understand or even be aware of the potential side 

effects and complications associated with HSCT. One 

clinician explained,

It’s the unknown going into [HSCT]. They get this 

laundry list of things that could happen to them, 

and they could be in [the intensive care unit] or 

anything like that. And for some people, it’s much 

worse than they could ever expect. 

Physical Symptom Concerns

Several participants spoke about the multitude of phys-

ical symptoms that can arise post-HSCT. Participants 

acknowledged that patients experienced intense HSCT 

side effects such as nausea, vomiting, diarrhea, muco-

sitis, and pain. Participants also shared that physical 

issues may persist for many months or even years post-

HSCT, particularly for patients who develop chronic 

GVHD. Ongoing fatigue and cognitive dysfunction were 

acknowledged by participants as being persistent and 

bothersome longer-term physical issues post-HSCT. 

Participants acknowledged that physical symptoms and 

side effects associated with HSCT could be particularly 

intense. One clinician said, “Doing your daily tasks of 

living become these insurmountable challenges. I think 

that’s what people don’t understand. You know, [che-

motherapy] in the past made you feel really lousy and 

nauseous and tired, but this is like times 10.”

Psychosocial and Spiritual Concerns

Psychosocial and existential concerns such as anxiety, 

depression, the inability to return to work, relation-

ship challenges including sexual health concerns, and 

worries about disease recurrence or development of 

complications were frequently reported by participants. 

Patients and caregivers felt that psychosocial needs 

were not always well managed, and more support was 

needed. Clinicians also expressed the need for better 

psychosocial and spiritual support for patients and 

caregivers, as well as improved coordination of care. 

One patient said, “The mental health side, particularly 

for young adults, I would say . . . they’re just working 

on getting established in their lives when they’re going 

through this. . . . The mental health side is not some-

thing you cure in a hospital with [chemotherapy].” One 

clinician said, “Sure, we might cure a lot of people, but 

they come out of it with, you know, debilitating effects. 

. . . Like, ‘Your cancer’s gone, so we’ll discharge you, but 

as a person, you’re still not intact.’” 

Concerns After HSCT

Patients and caregivers reported a lack of availability of 

support for concerns post-HSCT, particularly following 

discharge. Many participants shared that they had not 

expected physical and psychosocial symptoms and side 

effects to be so persistent. In addition, participants who 

were from rural regions indicated that they struggled 

to find support in their hometowns, something that 

became more problematic once they were no longer 

being closely followed by the HSCT team. One patient 

said, “There’s by far, in my opinion, not enough being 

done in order to provide that long-term aftercare sup-

port to patients once they check out of the hospital.”

Treatment Expectations  

and Prognostic Understanding

Clinicians expressed concern that some patients 

and caregivers may not fully appreciate the possi-

ble risks and complications associated with HSCT. 

Participants were unsure if this was because of 

insufficient information being provided or patients 

and caregivers having difficulty understanding 

provided information, or if patients were inten-

tionally choosing to disregard such information as 

TABLE 3. Caregiver Demographics (N = 4)

Age (years)

Participant At Interview At HSCTa Gender Relation to Patient Marital Status Residence

1 29 28 Female Spouse Married Rural

2 53 47 Male Spouse Married Rural

3 70 70 Female Spouse Married Urban

4 69 69 Male Family friend Single Urban

a At time of patient’s HSCT 
HSCT—hematopoietic stem cell transplantation
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an avoidance or disassociation tactic. Many partici-

pants, including patients, caregivers, and clinicians, 

felt that patients had a poor understanding of what 

to expect with HSCT and were unprepared. One cli-

nician said, “Even a patient that we had who was a 

physician, they said, ‘I didn’t understand what I was 

really going to go through.’” Some participants felt 

that patients understood some aspects of HSCT but 

did not understand other aspects of transplanta-

tion, particularly when it came to the complications 

associated with HSCT and the effects on their QOL. 

Others acknowledged that some patients and care-

givers may have preferred not knowing detailed 

information about the treatment or prognosis as a 

way of coping with the situation. One clinician said, 

“Many of them are told the information about the 

chances of success, but I think even if it’s a very slim 

number, they all think that they’re going to be those 

ones that will make it through.” One caregiver said,

We had the big scary meeting before saying, you 

know, “These are the statistics, these are your 

chances.” . . . But to be honest, we kind of just put 

that to the side because it just put so much fear in 

our hearts, and if there’s a chance this could work, 

we clung to that to get us through. 

Tensions With Integrating PC in HSCT

Participants’ responses also clustered into another 

category pertaining to tensions associated with inte-

grating PC in HSCT. Many participants harbored 

misperceptions about PC, and nearly all participants, 

including clinicians, felt that PC was associated with 

end-of-life care. One clinician stated, “I think that 

[patients] think PC means end of life. And there’s 

no hope . . . no doctors are coming to see you, no 

one cares anymore. The very negative connotation 

that people associated with the word ‘palliative.’” 

Also within this category was the notion that HSCT 

is a curative-intent treatment and, therefore, par-

ticipants found it difficult to see how PC could be 

integrated into care, particularly if they thought that 

PC was meant for end-of-life care. Clinicians empha-

sized that the unique features of HMs and HSCT 

created challenges for integrating PC.

Misperceptions of PC

Many participants shared that their experiences with 

and knowledge of PC were limited. Several recounted 

experiences when a loved one had received PC prior 

to death and, as such, they associated PC with dying. 

One participant said, “My mom was in palliative care 

and then she died in hospital. . . . That’s immedi-

ately what I think of. I hate it.” Of note, all patients 

initially indicated that they would feel distressed 

or anxious if PC had been introduced during their 

HSCT, as one explained:

I think my gut reaction would’ve been, “Ah, OK. 

Does this mean it’s incurable? Uh, am I dying?” 

It probably would’ve raised a little bit of anxiety 

in me had they not explained exactly what they 

meant. . . . My gut response would’ve been “end-of-

life care.”

Another participant stated,

The first thing I’d think is, “This is not the exact 

conversation I wanna have.” It’d be . . . that whole 

idea of dying . . . when it comes to the words “pal-

liative care” . . . to me, it seems like we’re giving up 

hope and you’re just prepping me for the ultimate 

death. 

Once the definition of PC was shared with partic-

ipants and it was explained that PC can help with 

symptom management and other aspects of care, all 

participants agreed that early PC implementation 

could be beneficial.

Tensions Between Curative and Palliative Intents

Some clinicians indicated that they found it diffi-

cult to bring up PC, and worried that patients might 

lose confidence in their treatment or even lose trust 

in their care team. Other clinicians suggested that 

there was an incongruency with introducing PC in a 

curative-intent context, such as HSCT, particularly 

given the misperceptions that PC is the same as end-

of-life care. One clinician said,

If you agree to do a transplant on somebody but 

you start to have a discussion to say, “Well, you 

know, you’re pretty old and if you need to go to 

the [intensive care unit], you’re going to die, so we 

recommend against it,” then I’m sure the patient 

starts to think, “I don’t know how hard these guys 

are going to work to save my life if I get sick.”

Clinicians also felt that having PC available for 

difficult conversations and to allow patients to talk 

about the possible outcomes would be helpful, as 

expressed by one clinician: “Maybe we don’t dis-

cuss the downside of the treatment enough, and so 

sometimes it helps to know that there’s another team 
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that’s also going to help look after you if the down-

side comes true.”

Tensions Associated With Unique Aspects of HSCT

Clinicians spoke on the unique nature of HMs and 

HSCT as potential challenges to the integration of 

PC. For example, many discussed the challenges 

with prognostic uncertainty and the rapidity of 

decline for patients with HMs as barriers to know-

ing when to refer patients to PC. One clinician 

explained, “You could be doing very, very well and 

then not, within weeks. You go from full-on cure to 

end-of-life care within a month. And it’s very diffi-

cult to switch that mindset.” Another clinician said, 

“Overnight, they can change from curative intent to 

palliative intent with a very short life expectancy.” 

Other clinicians spoke of the responsiveness of HMs 

to chemotherapy, even in the context of advanced 

disease, again making it challenging to know when 

to refer patients to PC. Clinicians felt that interven-

tions such as blood transfusions or a course of oral 

chemotherapy were often considered inappropriate 

by PC clinicians as they considered these interven-

tions to be life-sustaining or life-prolonging rather 

than being provided with  palliative intent. This was 

seen as a potential barrier to referring patients to PC 

and an area of misunderstanding between PC and 

hematology/HSCT clinicians. One clinician said,

The recommendation is to not give noncurative 

[chemotherapy] close to the end of life, and 

that gets you black marks . . . if you’re slinging 

[chemotherapy] in the last few weeks of life. The 

trouble is, often for the hematologic cancers, 

the [chemotherapy] can be fairly gentle and well 

tolerated and often control the cancer symptoms 

the best. A little bit of daily etoposide can actually 

control the pain from the lymphoma mass better 

than morphine.

Discussion

The purpose of this study was to explore the perspec-

tives of patients, caregivers, and clinicians regarding 

the integration of PC in HSCT. Findings suggest there 

is a potential role for PC in the care of patients 

undergoing HSCT, but the way PC is integrated into 

this clinical context requires careful consideration. 

Participants in this study spoke of the intense physi-

cal and psychosocial symptoms as well as associated 

distress that can arise during and after HSCT. Other 

studies have also reported that patients with HMs 

and patients undergoing HSCT experience a high 

symptom burden that is at least comparable to, if not 

more severe than, that of patients with solid tumors 

(Manitta et al., 2011; Mitchell, 2018; Simon et al., 2021).

Participants in this study also spoke about the 

persistence of symptom burden, even years post-

HSCT, coupled with a perceived lack of long-term 

support, particularly for participants who reside 

away from the city where they received their HSCT. 

An array of late and long-term complications can 

occur post-HSCT. The incidence of chronic health 

conditions in patients who have undergone alloge-

neic HSCT is 64% at 10 years post-HSCT and 71% 

at 15 years post-HSCT (Bhatia, 2014). Some cancer 

centers have established survivorship programs or 

clinics to help address the needs of survivors after 

HSCT (Battiwalla et al., 2017). However, there may 

still be a role for PC support, particularly for patients 

who do not have access to survivorship services.

Along with symptom burden, participants also 

expressed a need for information and practical 

support. Many participants felt that treatment expec-

tations did not match reality and that HSCT was much 

more difficult than anticipated. Participants were 

unsure if unrealistic treatment expectations were 

because of insufficient information provided upfront, 

difficulty comprehending the nature of the potential 

risks and complications, or a desire to avoid discussing 

and thinking about the prognosis and complications. 

Congruent with the literature, clinicians acknowl-

edged the differing degrees that patients want honest 

disclosure about their prognosis, as well as the varying 

degrees to which clinicians feel comfortable discuss-

ing the prognosis (Bennardi et al., 2020; Derry et al., 

2019; Gray et al., 2021; Wedding, 2021). Misperceptions 

regarding prognosis may be because of inadequate 

communication and education, inadequate prognostic 

disclosure, or a patient’s individual capacity to pro-

cess, accept, and discuss their prognosis (Derry et al., 

2019; Gray et al., 2021). Treatment expectations and 

prognostic understanding are essential because they 

KNOWLEDGE TRANSLATION

 ɐ Patients and caregivers experience an array of physical, psycho-

social, spiritual, practical, and informational needs during and 

following hematopoietic stem cell transplantation (HSCT).

 ɐ Unique aspects of HSCT may make it challenging to integrate palli-

ative care for patients undergoing transplantation.

 ɐ The findings from this study can inform approaches to integrating 

palliative care for patients undergoing HSCT.
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can influence medical decision-making, including 

treatment wishes at the end of life (Cartwright et al., 

2014; El-Jawahri et al., 2015).

In addition to learning more about the PC needs 

of patients and caregivers, findings suggested that 

there are tensions associated with integrating PC in 

HSCT. Such tensions are related to misperceptions 

held by patients, caregivers, and clinicians, as well as 

to the integration of PC in a curative-intent context. 

In addition, unique challenges associated with HMs 

and HSCT were also raised by participants. Prognostic 

uncertainty remains a significant challenge in HSCT. 

Patients whose underlying malignancy might be cured 

can experience flares of GVHD or other late or long-

term complications that can contribute to morbidity 

and mortality for years to come after HSCT (Inamoto 

& Lee, 2017; Majhail, 2017). Given these risks and the 

challenges of prognostic uncertainty, shifting from a 

prognosis-based model of PC referral to a needs-based 

model may be helpful (Leblanc & El-Jawahri, 2018; 

Suthumphong et al., 2021).

As others have reported, participants, including cli-

nicians, harbored misperceptions about PC (Bennardi 

et al., 2020; Hui et al., 2018). Many participants 

indicated that they perceived PC to be the same as 

end-of-life or hospice care and, as such, found it diffi-

cult to envision how PC could be delivered alongside a 

curative-intent treatment such as HSCT. For patients, 

it seemed that a lack of exposure to PC contributed 

to their misperceptions. Once PC was explained, 

participants agreed that it could benefit patients and 

caregivers during and after HSCT. Education on PC 

should be incorporated into patient care early in the 

disease trajectory. Ideally, PC education and training 

should be part of healthcare provider programs or 

curricula, and clinicians should possess core compe-

tencies and skills to provide at least primary PC and 

to adopt a palliative approach to care (Evans et al., 

2019; Sawatzky et al., 2017). Harden and Schembri 

(2016) conducted a quality improvement project 

where patients were provided a PC consultation prior 

to and shortly after HSCT to potentially increase their 

knowledge of PC. The authors found that an early PC 

consultation increased knowledge of PC and recom-

mended that early PC be implemented for patients 

undergoing HSCT (Harden & Schembri, 2016).

Limitations

There are several limitations that should be noted. 

The sample size was small, particularly for caregivers, 

and as such, the results of this study cannot be gen-

eralized. Only one patient had undergone autologous 

HSCT. Although it is well known that the side effects 

and complications can be quite different for alloge-

neic and autologous transplantations, the experiences 

of this participant were similar to those of other 

patients. The majority of patients and caregivers 

were post-HSCT. The needs of patients and caregiv-

ers likely vary significantly, depending on where the 

patient is in the treatment trajectory. Needs may also 

vary depending on the type of HM with which the 

patient has been diagnosed.

There was a lack of dissenting perspectives 

regarding the integration of PC, particularly among 

clinicians. Based on the literature and the authors’ 

experiences, not all HSCT clinicians support integrat-

ing PC. It is important to include perspectives opposed 

to integrating PC, particularly when considering how 

to implement PC into practice. Participants in this 

study, particularly clinicians, may have an interest in 

PC being integrated in HSCT and, therefore, may not 

be representative of the broader population. 

As with all research, interpretation of data is 

influenced by the researchers’ experiences and 

backgrounds. The situatedness of the researcher 

in ID is important, and the clinical experience of a 

researcher is considered beneficial in developing 

research questions that are clinically meaningful. 

Accordingly, the experience of R.B. as a clinician in 

HSCT prior to moving to PC affords the unique per-

spective of having an awareness of these two fields.

Implications for Nursing

Patients and caregivers experience significant physi-

cal, psychosocial, and existential symptoms as well as 

associated distress during and following HSCT. Nurses 

are ideally suited to assess and assist in managing 

such distress, including advocating for specialist PC 

referrals when required. In addition, nurses can play a 

pivotal role in helping to educate patients, caregivers, 

and colleagues on the importance of PC in oncology, 

and help to correct the misperceptions associated with 

PC. More research is required to gain a comprehensive 

understanding of the needs of patients and caregivers 

undergoing HSCT, as well as to determine how to best 

integrate PC into this care. The current authors are 

conducting a randomized clinical trial to compare early 

PC to standard care for patients and caregivers under-

going HSCT (ClinicalTrials.gov, 2023).

Conclusion

The integration of PC in oncology is associated with 

several positive outcomes for patients and caregiv-

ers, yet integrating PC into the care plan for patients 
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undergoing HSCT has not been widely adopted as part 

of routine care. This study revealed that patients and 

caregivers undergoing HSCT have significant physical 

and psychosocial symptoms, that there are barriers to 

integrating PC (including misperceptions of PC among 

clinicians, patients, and caregivers), and that there are 

unique aspects of HMs and HSCT that require special 

consideration when integrating PC in HSCT. The opti-

mal model for integrating PC remains to be determined. 

Incorporating PC earlier in the HSCT trajectory of care 

may mitigate the difficulties associated with prognostic 

uncertainty and the rapidity of decline that can occur 

after HSCT, with the goal of ensuring that the HSCT 

experience is as good as possible for all involved.
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