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OBJECTIVES: Hematologic malignancies (HMs)

are life-threatening cancers that frequently entail
aggressive, long, inpatient treatment protocols. This
can resultin numerous concurrent symptoms and
decreased quality of life for patients and can affect
family caregivers (FCs). This study examined the impact
of an HM diagnosis on patients and on their FCs.

SAMPLE & SETTING: A descriptive design was used
to explore the experiences of 28 newly diagnosed
patients and their FCs. All patients were receiving
treatment on an inpatient acute oncology unit ata
National Cancer Institute-designated cancer center.

METHODS & VARIABLES: Semistructured, separate
interviews with patients and FCs were recorded and
transcribed verbatim. Textual and content analyses
were conducted to generate common themes.

RESULTS: Patients and FCs reported how diagnosis
and treatment affected them physically, emotionally,
logistically, and financially. They described the effects
of their experiences with the health system and
providers in areas such as diagnostic process, trustin
the medical team, support needs, and hospitalization.

IMPLICATIONS FOR NURSING: Understanding
the parallel experiences of patients with HMs and
their designated FCs allows researchers to develop
targeted interventions and enables clinicians to
provide personalized patient- and family-centered
care.
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ematologic malignancies (HMs)
are a heterogeneous group of can-
cers that affect the blood, bone
marrow, and lymph nodes. Many
HMs are aggressive cancers re-
quiring prompt treatment for control and survival.
Patients with HM commonly require sudden and pro-
tracted hospital stays for the diagnosis and treatment
of their disease. These hospitalizations frequently last
for at least three to four weeks with ongoing monthly
admissions for several days at a time thereafter.
Because of the intense treatment and inherent
threat associated with aggressive cancers, it is per-
haps not surprising that patients with HM experience
high levels of symptom burden and cancer-related
distress (Albrecht, 2014; Carlson et al., 2004; Manitta
et al,, 2011). The distress of the diagnosis and the
intensity of the treatment may negatively affect phys-
ical and psychological health; these can also reduce
physical function, which undermines patients’ quality
of life and ability to accomplish daily activities such
as work, household management, parenting, and rec-
reational activities (Albrecht et al., 2017; Klepin et al.,
2016; Leak Bryant et al., 2015; LeBlanc et al., 2015).
Unfortunately, patients with HM may not receive
the supportive care needed to address these chal-
lenges. For example, one study showed that although
nearly half the patients with HM reported significant
cancer-related distress, the majority did not seek or
receive treatment for it; more often, they relied on
the immediate medical team and their own family and
social network for support (Carlson et al., 2004).
Family systems theory describes the family as a
social system that is necessary for the survival and
welfare of its individual members (Carr, 2015). No
single individual in a family exists in isolation, so
significant life events such as HM diagnosis and
treatment can affect other family members (Wright
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& Leahey, 2005). Reorganizations must occur as well
as changes in family members’ roles and routines as
a result of significant illness. For example, there may
be a reduction in the patient’s responsibilities (e.g.,
employment, household chores, parenting) that are
absorbed by another person, which may generate ele-
vated levels of stress for the family or a specific family
member. As such, and in congruence with the stress
associated with the illness itself, the family mem-
bers’ mental and physical resources are more likely to
become depleted, making adaptation more challeng-
ing and intensifying the effects of the disease on both
the patient and their family.

One family member or close friend often takes on
the key, informal role of family caregiver (FC). The
FC is the person who voluntarily assists the patient
with pragmatic needs and helps to manage physical
and psychological challenges related to the disease
and treatment, all while navigating the healthcare
system (Frambes et al., 2018; Kent et al., 2016). As
such, FCs may be particularly affected by the illness,
experiencing not only emotional challenges but also
added practical (e.g., household management) and
logistical (e.g., attending and traveling to and from
appointments) responsibilities and the accompany-
ing stress. The negative side effects of HM treatment
often require patients to be supported by FCs, partic-
ularly when care transitions into the home. This can
place significant strain on FCs, who frequently endure
their own physical and psychological challenges as a
result of their loved one’s illness (Williams, 2018).

There are limited data on the effects of an HM
diagnosis on adult patients and FCs, particularly
regarding their individual experiences in tandem.
Much of the current data on patient and caregiver
experiences, as well as caregiver burden exist for
populations with heart failure, dementia, pediatric
cancer, solid tumors, and bone marrow transplan-
tations. In these populations, FCs experience
depression, financial stress, and social isolation
(Adelman et al., 2014; Fife et al.,, 2009; Saunders,
2008) as well as poor health outcomes (Pressler et al.,
2013). For individuals diagnosed with HM for whom
cure is a long-term treatment goal, hematopoietic
stem cell transplantation may be necessary. Current
evidence demonstrates the significant effects that
this treatment has on patients and their family mem-
bers (Applebaum et al., 2016).

After diagnosis and during treatment, both the
patient with HM and their designated FC experi-
ence changes in their environments, household
responsibilities, and stress levels. These changes may
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undermine each individual’s healthy adaptation and
contribute to the effect on the family as a whole in
terms of environmental comfort and physical, emo-
tional, logistical, and financial adjustment. Patients
diagnosed with HM face the prospect of a long course
of aggressive treatments, which may exacerbate the
challenges and confer risk on the long-term health
and well-being of these patients and their FCs.

However, little is known about the specific and
unique experiences of patients with HM and FCs.
The purpose of this study is to describe the impact
of a new HM diagnosis on patients and their FCs. It
leverages a descriptive study design that analyzes
qualitative data to understand how an HM diagnosis
affects patients and their FCs, and uses quantitative
data to enumerate similarities and differences in par-
ticipant experiences. The time from HM diagnosis
through treatment can be highly stressful, compli-
cated, and ambiguous because of the labile nature
and potential mortality of the illness. It is important
to investigate the experiences of patients and their
FCs to develop a deeper understanding of the chal-
lenges they each face. This knowledge will contribute
to research and tailored interventions to help allevi-
ate barriers and distress among patients with HM and
their close family.

Methods

A descriptive qualitative study design (Sandelowski,
2010) was applied to capture the experiences of
patients with HM and their FCs during the initia-
tion of treatment. The cross-sectional data reported
in this article were collected as part of a longitudinal
descriptive study exploring the individual experiences
and informational needs of patients with HM and
their designated FCs during the initial diagnosis and
treatment.

Sample and Setting

The study was approved by the institutional review
board and conducted at a National Cancer Institute-
designated cancer center in the mid-Atlantic region
of the United States. Patients with HM who were
aged 18 years or older, diagnosed with a HM in the
past three months, and able to read, write, and speak
English were recruited from an inpatient oncology
unit. Patients with HM who agreed to participate in
the study identified their unpaid primary support
person, or FC, who was also invited to participate.
The researchers were employed by the university
connected with the study site but were not part of the
participants’ medical or psychosocial teams.
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Data Collection
Patients with HM and their FCs each provided
informed consent, reported demographics, and
completed two questionnaires and interviews. The
first questionnaire and interview took place within
three months of diagnosis, and the second occurred
approximately six weeks after the initial interview. All
participants were compensated $25 for each interview.
This report focuses on the findings from the ini-
tial semistructured interviews. Patients and FCs were
interviewed separately and privately, in either a hos-
pital room or other spare space within the inpatient
cancer center. If it was more convenient for partici-
pants, there was an option to complete the interviews
via telephone. Trained graduate students used an
interview guide developed for this study to complete
the interviews. Patients and FCs were asked questions
related to their experiences with the diagnosis and
initiation of treatment within specific quality-of-life
domains (e.g., “How are you eating? How are you
sleeping? How is your energy? How are your social
supports? Are financial strains related to this new
diagnosis?”). The FCs were asked additional questions
related to their preparedness for the caregiver role
(e.g., “How prepared do you feel to take on the role of
caregiver?”), and challenges associated with providing
care (“What have been the biggest challenges you’ve
faced since the diagnosis?”). Follow-up prompts were
used when necessary to further understand the par-
ticipants’ experiences and perspectives. The research
team reviewed the first two interviews to ensure that
the questions were eliciting responses related to the
aims of this study. After this review, enrollment and
data collection continued alongside ongoing assess-
ments monitoring for accuracy and saturation.

Data Analysis

An inductive thematic analysis was used to facili-
tate the identification of meaning that participants
placed on their experiences (Sandelowski, 2010). All
interviews were audio recorded and later transcribed
verbatim with the exception of identifying infor-
mation, which was replaced by a general descriptor
(e.g., a patient’s name would be replaced by “[patient
name]”). Once data saturation was reached and accu-
racy of transcripts was confirmed, the deidentified
data were uploaded to NVivo, version 12 for analy-
sis. Three study team members participated in the
data analysis and coding. The transcripts were read
and reread to ensure data immersion. Line-by-line
analysis was completed, and preliminary inductive
codes were assigned to the data. The data reduction
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process included a review of common categories and
themes. The study team identified, reviewed, and
discussed the categories and themes until consen-
sus was reached. During this process, a codebook
was created for codes, definitions, and examples of
themes identified in the interviews. The iterative
questioning, debriefing among the study team, review
of data to ensure the interview questions provided
rich responses, and creation of a working document
detailing the audits and study-related decisions were
all approaches applied to ensure rigor and trustwor-
thiness of the analysis and findings (Lincoln & Guba,

1985).

Findings

Twenty-eight patients and 28 FCs who completed
initial interviews were included in the analysis.
Demographic characteristics are presented in Table
1. Most of the participating patients were diagnosed
with acute leukemia (n = 25). They ranged in age from
20-76 years (X = 53.39, SD = 16.67) and identified
mostly as White (n = 19) and men (n = 16). Most FCs
were spouses of patients (n = 19), women (n = 19),
and White (n = 19); they ranged in age from 29-76
years (X = 54.29, SD = 15.19).

Patients and FCs spent between 10 and 60 minutes
each responding to interview questions (X = 21 min-
utes for patients; X = 19 minutes for FCs). The data
analysis revealed five key themes that chronicled the
individual experiences of patients and FCs. Themes
and frequencies are presented in Table 2.

Healthcare Experience

In this study, 19 patients with HM and 12 FCs valued
the relationship they had with the hematology-
oncology team. In particular, they described compas-
sion as a leading indicator of quality care. Patients
and FCs spoke directly about the positive difference
it made for them when their medical teams (a) had
good bedside manner, (b) spent time describing the
diagnosis in terms the patient and FC could under-
stand, (c) kept the patient and FC informed as to
the next steps of the treatment plan, (d) maintained
consistency in doctors they saw on rotation, and (e)
apprised them of available resources, such as social
services (e.g., to assist them with financing the
treatment).

[The hospital staff] has been fantastic. The
doctors don’t even have that uppity attitude. They
are down to earth, open, and honest. It’s been
wonderful. (patient 119)
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TABLE 1. Sample Characteristics (N = 56)

Patients FCs

(N=28) (N=28)
Characteristic n n
Gender
Female 12 19
Male 16 9
Ethnicity
Asian 1 1
Black or African American 7
Native American 1 1
White 19 19
Unspecified - 1
Disease
Acute leukemia 25 -
Lymphoma 3 -
Relationship to patient
Spouse or significant other - 19
Child - 4
Parent - 3
Sister-in-law - 2
Children aged younger than
18 years living at home
No 22 21
Yes 6

FC—family caregiver

This is a teaching hospital and everyone has had a
great bedside manner. They don’t mind explaining
the process of his condition, what they are doing
to treat it, and what the side effects are. (FC 113)

Ultimately, patients with HM and their FCs indicated
that approachability in the hematology-oncology team
aided in overall trust, increased comfort in decision-
making, and abated stress.

Patients and their FCs spoke about negative
interactions related to the overall healthcare experi-
ence. They shared concerns about delayed referrals
to skilled hematology-oncology services for fur-
ther patient workup, diagnosis, or treatment. Both
groups shared challenges with nutrition during
hospital stays related to inconsistent, incorrect, or
unappetizing food orders, which resulted in fami-
lies incurring additional expenses when having to
purchase food from hospital restaurants. One FC
commented,
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The kitchen here is horrible . . . there have been
times he’s ordered his meal and he’s waited two
hours for his tray to come up only to get some-
thing that wasn’t what he ordered and we’ve
talked to the nurses about that and they said it’s a
problem with all of the patients. (FC 138)

Participants in this study also shared concerns
regarding the lack of showers and comfortable places
for the FC to sleep. The frequent sleep interruptions
related to treatment and care were also negative expe-
riences shared by participants. Some participants felt
that the hematology-oncology team was inacces-
sible, which led to perceptions of an understaffed
hospital and lack of communication between doc-
tors and nurses during rotations. In addition, some
participants shared concerns regarding cursory exam-
inations and strained rapport with providers.

Getting information has been hard. Getting the
same story twice has been impossible, so you
never really know what’s going on. (FC 138)

Negative experiences were particularly challenging
because patients and FCs not only had limited knowl-
edge of the diagnosis, but also struggled to meet many
of their basic needs including food, hygiene, and sleep.

Physical Impact

The majority of patient (n = 24) and FC (n = 16)
participants reported that the HM diagnosis and
treatment had taken a toll on their physical health and
well-being. The patients reported concerns with tem-
perature variations as well as treatment-related side
effects such as fever, exhaustion, frequent urination,
and difficulties with mobility, concentration, memory,
eating, sleeping, and breathing.

Trying to keep my platelets up, but the body is
going to do what it’s going to do. I've been tired,
sleeping a lot, and had chills a couple of times.
One time it scared [the hospital staff] ‘cause my
temperature went from 98 to 101. (patient 134)

Similarly, FCs also reported their own feelings
of exhaustion and difficulties with concentration,
memory, eating, and sleeping. Many FCs said that the
physical toll resulted from being overwhelmed and
putting the patient before themselves.

Your concentration is off. I've got this little brain,
it’s like a BB in a box car, and it can’t take so much
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TABLE 2. Themes Identified From Qualitative Analysis

Theme and Description

Healthcare experience

The process of being diagnosed, relationships with medical personnel
and institutions, and impact of hospitalization

Physical impact

Negative effects on physical health symptoms (e.g., fatigue), functioning
(e.g., sleep), and behavior (e.g., diet, exercise)

Emotional impact

Negative effects on mental health symptoms (e.g., anxiety), functioning
(e.g., planning, concentration), and behavior (e.g., emotion regulation)

Logistical challenges

Challenges getting care (e.g., transportation to the hospital) and
balancing cancer treatment with other responsibilities (e.g., household
management, caring for others, working)

Financial impact

Experiencing or anticipating financial impact of cancer treatment and
caregiving, including lost wages, medical bills, and associated costs
(e.g., transportation, parking)

Total participants whose responses indicated impacts in each theme
FC—family caregiver

information, and [hospital staff’s] just loading with
information. Stuff you've never heard of—blood
types. Trying to take all this in is hard. (FC 122)

Emotional Impact

Patients with HM (n = 21) and FCs (n = 24) both
reported significant emotional burdens, such as
heightened levels of distress, worries about each
other’s physical and psychological well-being, neg-
ative emotions about having to place their lives on
hold, current and anticipated impacts of the disease
on the rest of the family, and frequent reminders of
death. Patients mentioned that the diagnosis and
treatment contributed to their deteriorating mental
health and increased feelings of loneliness as they
missed social environments (e.g., work, church) and
events (e.g., reunions, funerals, holidays). Patients
who had struggled with trauma or mental health
difficulties prior to cancer seemed particularly
vulnerable.

Being away from my family. I went through so

many tragedies in my [life] and already, I was
going through depression because of the tragedies
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Patients (N = 28) FCs (N =28)
Total® Female Male Female Male
31 7 12 9 3
40 10 14 12 4
45 7 14 17 7
28 2 6 16 4
23 4 9 9 1

that I've been trying to overcome. This is just one
more thing added to it. (patient 101)

FCs reported feeling overwhelmed and emotion-
ally upset by the added responsibilities of caretaking
and managing life at home. One participant said, “It’s
very evident. It’s very emotionally draining, physi-
cally draining” (FC 105). Some examples included
not wanting to leave the patient alone at the hospi-
tal, having to cancel trips, prioritizing the patient’s
needs above their own, and balancing caregiving with
other responsibilities. One participant noted, “I think
the hardest part is the guilt of not being there” (FC
127). In addition, FCs reported that it was difficult
to manage patients’ negative emotions and related
behaviors such as lashing out or expressing lack of
will to live, which in turn contributed to FCs’ sadness
and distress.

[Patient’s] gotten to the point where, I guess it
must be that his anxiety level is so high, he’s just
acting nuts and that’s making it really hard for me
too. He’s always either angry or everything annoys
him. (FC 138)
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Logistical Challenges

A few patient participants (n = 8) expressed concern
over the logistics of their futures because of their
current hospitalization, such as an inability to attend
important events, delays returning to school or work,
and management of child or pet care. Patients also
indicated feelings of loneliness caused by the distance
between the hospital and home, which limited the
number and frequency of visitors.

I want to go home. This is the only area they have
that treats my type of leukemia. So, I have to travel
an hour and a half away to get treatment and I
don’t even drive. I don’t know how this is all going
to work out. (patient 116)

Logistical challenges were a far more active and
significant challenge for the FC participants in this
study (n =20). FCs frequently needed to manage mul-
tiple roles such as FC, parent, employee, and student,
and they reported difficulties balancing these roles
while the patient was in the hospital. For example,
many reported frustration with the travel back and
forth to the hospital. This contributed to feeling the
need to be in two places at once, because they were
the main caregiver to the patient while also having
home- and job-related responsibilities. One FC said,
“I'm [at the hospital] every day and every night, so
everything [at home] is just sitting there and I am
running back and forth” (FC 105).

For patients and FCs with dependent children, par-
enting during HM treatment was challenging. In these
instances, the patient and FC participants shared child-
care challenges such as managing children’s schedules,
aiding in school assignments, and navigating children’s
understanding and emotional reactions to cancer.

Financial Impact

Both current (e.g., spending more money than usual
on takeout food, gas, and medical expenses) and antic-
ipated (e.g., job security, paying bills, making mortgage
or rent, lapses in insurance coverage) financial impacts
were reported by patient (n = 13) and FC (n = 10)
participants. In many cases, the patient was the sole
financial provider, which created unique challenges for
the FC, as they were often forced to take on finance-
related roles within their family unit. For example, FCs
who did not work or had only worked part-time were
now financially supporting their families.

I work part-time and [the patient] is the sole
breadwinner, and insurance is through him, and
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T've got people saying, “You’re going to have to
downsize and find a full-time job,” and I'm like . . .
T just gotta get through today. (FC 139)

In addition, some FCs did not previously manage
the finances and now needed to learn how to pay bills
and perform other finance-related tasks, particularly
in a remote environment (e.g., paying bills online).
FCs reported feeling overwhelmed and concerned
about paperwork related to patient care (e.g., social
security, disability, Medicare) as they were limited in
time and understanding of the process. According to
one FC, “I've never paid the bills. I don’t even know
where money is in our names. I’ve not even thought
about it. He pays all bills autopay . . . 'm totally unpre-
pared” (FC 108).

Discussion

Findings highlighted the individual experiences of
patients with HM and their FCs. Although patients
and FCs were interviewed separately, both groups
shared many similar experiences pertaining to their
healthcare experience, living conditions, and general
well-being. These similarities, particularly the pos-
itive, may support the family’s healthy adaptation
to the illness, because going through a shared expe-
rience brings people closer (Eggenberger & Nelms,
2007). However, stark differences in the impact of
the disease were observed between the two groups
in areas of emotional coping, housekeeping abilities,
and preparedness, in which FCs shared more specific
and overwhelming challenges. For example, because
of the nature of the health event, the health and
well-being of the patient was prioritized, while the
FC had to make sacrifices and take on responsibili-
ties that negatively affected their mental and physical
health. This had the potential to create an imbalance
in the relationship, influence interactions, and con-
tribute to challenges that could undermine a healthy
family adaptation to the illness (Ybema et al., 2002).
Understanding the similar yet unique challenges that
patients with HM and their FCs face during the ini-
tial diagnosis and treatment is important for current
clinical care and developing future interventions to
support family-centered care.

Quality of care and communication with the
healthcare team were important factors that affected
the participants’ experiences from diagnosis through
treatment. For example, the patients with HM and
their FCs reported less trust in the care they received
when their primary care physician did not promptly
diagnose or refer the patient to a specialist. The
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patients and FCs also reported feeling that they had
lost time in this process, which increased the overall
distress for all participants. A diagnosis of HM such
as acute leukemia requires a complex and invasive
diagnostic process. Sometimes the signs and symp-
toms are vague, and other times they are medical
emergencies. Combined, these factors make diagnosis
challenging for clinicians and upsetting for patients
and families who are already distressed over a serious
health concern (Danhauer et al., 2013; Kurtin, 2019).
To ease this distress for patients and FCs, it would
be beneficial for clinicians in all settings to apply
patient-centered communication (Teutsch, 2003)
with skilled interprofessional teams that include a
care coordinator to facilitate diagnosis and transition
to a tertiary cancer center, where treatment is most
likely to occur.

In addition, the patients and FCs reported that hos-
pital living conditions could be improved, particularly
by allowing more opportunities to sleep. Sleep-related
problems are common symptoms experienced by at
least one-third of individuals with cancer and are nearly
universal among individuals admitted to the hospital
(DuBose & Hadi, 2016). Disturbed sleep negatively
affects quality of life (Dahiya et al., 2013; Stepanski
& Burgess, 2007) and contributes to immune system
suppression (Theobald, 2004). Although patients
indicated understanding that interrupted sleep was
part of their care, limiting the number of unneces-
sary interruptions, including visits from housekeeping
and clustering clinical care, could benefit patients.
Negotiating or altering care delivery routines, such
as delaying routine laboratory draws until after 5 am
and limiting vital sign monitoring in stable patients
for most of the late night and early morning hours,
may be necessary. In addition, FCs may benefit
from improved hospital conditions such as regularly
accessible restrooms with showers. This could aid in
alleviating FC burden in terms of logistics and financial
resources associated with traveling back and forth to
the hospital. This is important to consider because the
FC assumes a significant amount of the home respon-
sibilities. Reducing the stress and burden for FCs while
they provide essential support to patients may mitigate
additional distress for patients and their families.

Some of the most-discussed home stressors for the
FCs in this study were increased financial and parent-
ing responsibilities, most often reported by the female
participants. Many FCs were limited in their knowledge
of household finances and medical bills, and found
navigating these fiscal matters stressful. Interventions
aimed at increasing FCs’ financial literacy and assisting
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because of the lack of preparation during diagnosis and treatment
of hematologic malignancies.

m Interventions aimed at managing distress, promoting psychologi-
cal and physical health, and leveraging support systems may pro-
mote better health outcomes.

them in navigating the healthcare system could be
valuable to patients and FCs. Ensuring access to inter-
professional care coordination that includes nurse
navigators and social workers early in the diagnos-
tic process is an essential component for both the
patient and FC (Kurtin, 2019). In addition to finances,
parenting-related stressors such as scheduling chil-
dren’s activities, disruptions to routine, access to
child care, conversations about cancer, and division
of parenting responsibilities were reported as being
distressing for patients and FCs with children living
at home. Many found this overwhelming, and it con-
tributed to reduced self-care and heightened feelings
of guilt when having to choose between being a FC
to the patient with HM or being an active parent.
Interventions aimed at supporting parents during
cancer diagnosis and treatment would benefit the
family unit.

Finally, cancer diagnosis and treatment can be trau-
matizing for patients and their FCs (Saeedi-Saedi et al.,
2015). For example, one study suggested that the emo-
tional toll (e.g., anxiety, depression) cancer evokes for
the patient is associated with the emotional distress
experienced by the FC (Tan et al., 2018). Both patients
and FCs reported being in a state of constant ambigu-
ity because of the volatility of the cancer diagnosis and
treatment. They also expressed concern for each oth-
er’s well-being in terms of self-care, mental health, and
patient survival (Tan et al., 2018). The FCs prioritized
the needs of the patient above their own and paused
their lives to be present for the patient. In addition, the
HM diagnosis brought up memories of past traumas
such as the death of a loved one for many participants.
Patients and FCs reported reflecting on past losses,
which increased their emotional distress and con-
cern for the patient’s survival. Interventions aimed at
managing distress, promoting psychological and phys-
ical health, and finding support could help attenuate
patient and FC trauma and distress.
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Several limitations of the study must be noted.
The data were collected from patients and FCs within
three months of diagnosis. Because this was within
the induction period of treatment, the patient and FC
were in an acute phase of the disease. Their interview
responses were limited to the things they had experi-
enced up to that point. Some challenges (e.g., medical
bills, effects on employment, social and relationship
effects) and disease stressors (e.g., secondary effects
of treatments, relapsed or refractory disease) may
not have been present yet. Finally, these findings are
limited in their generalizability because of the limited
study population (mostly White and diagnosed with
acute leukemia).

Implications for Nursing

This work adds to the growing body of literature that
helps clinicians understand the complex and multi-
faceted experience of newly diagnosed patients with
HM and their FCs. Having a better comprehension
of the patient and FC experiences allows clinicians
to better tailor clinical encounters to support the
needs of patients and their families. It also provides
information for researchers to develop tailored
patient- and family-centered interventions aimed at
filling voids in care from the time of diagnosis through
the disease trajectory. Patients and families alike
often need repeated interventions to educate them
on their disease and its potential progression, par-
ticularly because of the labile symptoms experienced
by many individuals with an HM diagnosis. This will
also allow for the development of rapport and trust
with the care team regarding care delivery, which
will improve patients’ and FCs’ experience with the
healthcare system.

Nursing has an important role in navigation and
care coordination. The interprofessional team, includ-
ing physical therapy, rehabilitation, social work, and
other key specialties such as palliative care, also pro-
vide valuable resources and support to patients with
HM and their families. The development of tailored
nursing interventions that target psychosocial sup-
port would be beneficial for patients and FCs alike.

Conclusion

The findings from this study contribute to an under-
standing of the complex effects of an HM diagnosis
on patients and their FCs. Findings from this study
can help guide the patient-focused and family-
centered care provided by hematology-oncology cli-
nicians. The challenges experienced by patients and
FCs in this population suggest that not only the
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patient, but also the FC, would likely benefit from
early palliative care referrals. In addition, these find-
ings can inform future interventions aimed at FC role
preparation, patient and FC burden prevention, and
mental health care for patients and FCs. Ultimately,
the findings from this study support the need for
tailored supportive care interventions that foster
positive adjustment and health outcomes for both
patients and their FCs.
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