
Palliative and Supportive Care

cambridge.org/pax

Original Article

Cite this article: Kastrinos AL, Fisher CL, Mullis
MD, Wollney E, Sae-Hau M, Weiss ES, Bylund CL
(2022). A lifespan approach to understanding
family caregiver experiences of a blood cancer
diagnosis. Palliative and Supportive Care 20,
22–29. https://doi.org/10.1017/
S1478951521000389

Received: 31 August 2020
Revised: 18 January 2021
Accepted: 17 March 2021

Key words:
Cancer; Diagnosis; Family caregivers;
Hematological malignancy; Lifespan; Oncology

Author for correspondence:
Amanda L. Kastrinos, College of Journalism
and Communications, University of Florida,
2096 Weimer Hall, 1885 Stadium Road,
PO Box 118400, Gainesville, FL 3261, USA.
E-mail: akastrinos@ufl.edu

© The Author(s), 2021. Published by
Cambridge University Press

A lifespan approach to understanding family
caregiver experiences of a blood
cancer diagnosis

Amanda L. Kastrinos, M.A.1 , Carla L. Fisher, PH.D.2, Michaela D. Mullis, M.A.1,

Easton Wollney, M.A.1, Maria Sae-Hau, PH.D.3, Elisa S. Weiss, PH.D.3

and Carma L. Bylund, PH.D.4

1College of Journalism and Communications, University of Florida, Gainesville, FL; 2College of Journalism &
Communications, UF Health Cancer Center, UF Health Center for Arts in Medicine, University of Florida,
Gainesville, FL; 3The Leukemia & Lymphoma Society, Rye Brook, NY and 4College of Journalism &
Communications, College of Medicine, University of Florida, Gainesville, FL

Abstract

Objectives. The study examined the diagnosis experience of midlife family caregivers of a
patient with a blood cancer, exploring similarities and differences between parent caregivers
and adult-child caregivers.
Methods. Participants were between 30 and 65 years old and were family caregivers of a living
patient with acute myeloid leukemia, acute lymphoblastic leukemia, or lymphoma. We con-
ducted semi-structured interviews with parent caregivers (n = 20) and adult-child caregivers
(n = 19) and a thematic analysis of the interview data.
Results. Both types of caregivers report the patient experiencing (1) mis- and missed diagno-
sis (facing delayed diagnosis or treatment and having symptoms dismissed or overlooked) and
(2) emotional distress (being in shock and survival mode, struggling with uncertainty, and
confronting mortality). Adult-child caregivers also experienced relational shifts in assuming
control of their parent’s care, sometimes despite geographic distance, and struggled to distrib-
ute the care burden among family members.
Significance of results. Differences between the caregivers’ experiences emerged based on the
relational role and the patient’s place in the lifespan. Findings can be used to inform the devel-
opment of support resources to address the needs of each group.

Background

Caring for a family member with cancer can be challenging physically, psychologically, and
financially (Kent et al., 2016). Caregivers provide informal, unpaid aid to family members
often to the detriment of their own well-being. Their quality of life is impacted as they struggle
to balance the patient’s needs with their own needs for self-care and support (Kim and Given,
2008). As the daily demands of informal cancer caregiving are increasing (Levit et al., 2013),
there is a growing need for support interventions for caregivers (Kim and Given, 2008; McLean
et al., 2017).

Caregivers’ needs may differ based on the patient’s place in the cancer continuum (Kim and
Given, 2008). As cancer patients progress across their disease trajectory from diagnosis to sur-
vivorship, each stage requires caregivers to complete new tasks (Kent et al., 2016). Diagnosis is
a notable crisis period for patients and caregivers, as many struggle to receive adequate psy-
chosocial, emotional, and informational support (Levit et al., 2013; Fletcher et al., 2017).
The caregiver’s experience during diagnosis is important because it sets the stage for the care-
giving process.

In addition, the caregiving experience is shaped by the caregiver’s place in the lifespan.
Cancer caregiving in midlife often requires the caregiver to manage the health of both younger
and older generations, while juggling professional, romantic, and personal responsibilities
(Fingerman et al., 2003; Litzelman, 2019; Zarit et al., 2019). Studies of middle-aged familial
cancer caregivers have prioritized spousal and parental caregivers, giving less attention to
adult children caring for a parent (Litzelman, 2019). There is little research on how midlife
caregivers’ experiences diverge in different types of caregiving relationships.

The primary aim of this study was to describe the unique needs of midlife caregivers of blood
cancer patients during the diagnosis adjustment period (which could include initial treatment).
We also sought to understand whether the needs of parent caregivers (caring for a diagnosed
child) and adult-child caregivers (caring for a diagnosed parent) differ, and if so, how.
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Methods

Participants

Participant inclusion criteria were being between 30 and 65 years
old and being a self-identified caregiver for one’s living child or
parent who was diagnosed with acute myeloid leukemia (AML),
acute lymphoblastic leukemia (ALL), or lymphoma. The patient
must have completed primary blood cancer treatment or mainte-
nance therapy within the past 1–18 months. These cancers were
chosen because the treatments are time-bound and affect all age
groups.

Procedure

Following University of Florida IRB approval, caregivers were
recruited via email through the Leukemia & Lymphoma
Society’s (LLS) constituent database and using a recruitment post-
ing to the LLS Community, an online community where patients
and caregivers can connect to each other, educational informa-
tion, and research opportunities. Interested caregivers could
click a link that led to preliminary online screening based on eli-
gibility criteria. Eligible participants read a waiver of informed
consent and could provide contact information. We contacted
interested caregivers to confirm eligibility and schedule the
phone interviews. Using a semi-structured interview script with
24 questions, we conducted 41 interviews over 2 months, which
were audio-recorded and transcribed. Three of these questions
pertained specifically to the diagnosis adjustment period (e.g.,
What led up to the patient’s diagnosis?). Two participants were
removed from analysis because the patient they were caring for
had died, making the final sample 39 caregivers. Interview dura-
tion ranged from 18 to 145 min, with a median interview time of
43 min. Participants received a $50 Amazon gift card.

Analysis

Data were managed using ATLAS.ti software and thematically
analyzed using the constant comparative method (Glaser and
Strauss, 1967). Separate analyses were conducted for each care-
giver group. Data were segmented to identify text specific to the
diagnosis adjustment period, which includes the three questions
regarding diagnosis and references participants made to this
period throughout the transcript. We reviewed the segmented
data multiple times and discussed patterns relevant to the aim.
We followed Strauss and Corbin’s analytical steps (Strauss and
Corbin, 1998). We open coded to identify concepts and assign
conceptual labels (i.e., code). When possible, and to maintain
rigor, labels were generated in vivo (using participants’ words).
Codes representing similar phenomena were collapsed into cate-
gories (i.e., themes). Thematic salience was determined by
Owen’s criteria (repetition, reoccurrence, and forcefulness)
(Owen, 1984). Axial coding was conducted to identify thematic
characteristics (i.e., properties) and relationships among themes.
Two authors reviewed the analysis at each stage. Once analysis
was complete, two additional authors verified findings by analyz-
ing different subsets of the data using the codebook.

Results

Interviews with n = 20 parent caregivers and n = 19 adult-child
caregivers were included in the analysis. See Table 1 for patients’
and caregivers’ demographics. Our analysis identified three major

themes: mis- or missed diagnosis and emotional distress, which
were described by both caregiver types, and relational shifts,
which was described only by adult-child caregivers. Both caregiver
types described similar experiences during the diagnosis adjust-
ment period, but these manifested differently in each group.
Thematic properties are italicized below (Table 2). Caregiver–
patient dyads are identified by the patient’s age at diagnosis, the
caregiver’s age, and their relationship to the patient.

Mis- or missed diagnosis

Mis- or missed diagnosis was experienced by both caregiver types
and was defined by two features: (1) facing delayed diagnosis or
treatment and (2) having symptoms dismissed or overlooked. The
following results reveal how experiences differed between the
two types of caregivers.

Facing delayed diagnosis or treatment
Both parent and adult-child caregivers described challenges with
delayed diagnoses or treatment. However, this experience was
more prevalent for parent caregivers. All parent caregivers
reported a delay (ranging from weeks to years) between onset of
symptoms and cancer diagnosis. Participants reported taking
their child to see several doctors before leukemia or lymphoma
was even considered. One caregiver described how her
17-year-old daughter was mistakenly treated for mononucleosis,
a sinus infection, a virus, and asthma before being diagnosed
with lymphoma. Caregivers expressed frustration and disappoint-
ment, as this mother shared: “[The doctor] missed it. She missed
a lot of signs. And I thought, this doctor should have taken blood
tests or something.” (Mother — 53, Daughter — 17)

Adult-child caregivers described how misdiagnoses caused
treatment delays, which some believed allowed cancer to progress.
A caregiver explained:

She was going to doctors. She was going to follow-up. She was getting test-
ing done. She was getting all these things done, and it took over a year to
get a diagnosis. And in that time, meanwhile, she’s getting sicker and
sicker. The cancer is getting more and more in her body. (Daughter —
33, Mother — 56)

Adult-child caregivers reported that their parents also experi-
enced treatment complications as a result of these delays, having
to wait until the parent was healthy enough to undergo surgery or
chemotherapy. One son shared how this affected his father, who
contracted an infection after biopsy:

They wanted him to heal before they started any kind of treatment because
the likelihood of dying from a post-operative infection and introducing
R-CHOP, which is going to reduce his ability to fight anything off. We
waited for about, I guess, it was six months. (Daughter— 47, Father— 64)

Having symptoms dismissed or overlooked
Both caregiver types shared how mis- or missed diagnoses were
tied to symptoms being dismissed or overlooked by providers.
For instance, parent caregivers recalled persistent cold and flu
symptoms or changes in appetite and energy levels. Adult-child
caregivers recalled parents having vague symptoms not uncom-
mon in aging adults (e.g., sudden weight loss or prolonged
fatigue). As this caregiver shared about her mother: “She was los-
ing weight. She had all these — her neck was very swollen. She
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Table 1. Participant demographics

Parent
caregivers

Adult-child
caregivers

n n t X2

Caregiver gender

Male 2 5 4.93 (nsa)

Female 18 14

Caregiver age, M(SD) 43.53
(10.68)

43.45
(8.26)

−0.03 (ns)

Frequencies

29 1

30 1

31 1

32 2

33 2 1

36 1 1

37 1 3

38 2

39 2

41 1

42 2

43 1

46 2 2

47 1

48 2 1

49 1

50 1 2

53 1

55 1

56 1 1

57 1

58 1

59 1

64 1

Patient gendera

Male 8 5 0.82 (ns)

Female 12 14

Age at diagnosis

Patients cared for by a parent

Infancy and early childhood 9

(<6) 5

Pre- and early adolescence

(9–14) 6

Adolescence and young

Adulthood (16–27)

(Continued )
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just felt really tired. She had a funny taste in her mouth. And she
went to doctor after doctor.” (Daughter — 33, Mother — 56)

Parent caregivers also recalled more uncommon symptoms.
For example, a mother spent years helping her young-adult
daughter search for an explanation for persistent itching, all
while facing speculation from physicians and family members
who questioned if her daughter’s pain was real:

She did not have swollen lymph nodes. Her main symptoms were itching,
and her skin was itching terribly every night. It was awful. It was a night-
mare.… It was almost as hard as the treatment… just not knowing what
she had and the fact that she was so sick, and nobody could figure out
what she had. And so they’d tell us to go to the psychiatrist. (Mother
— 57, Daughter — 27)

Emotional distress

Both parent and adult-child caregivers recalled significant emo-
tional distress. However, the nature of distress was distinct
between the two types. Parent caregivers stressed being in shock

and survival mode after diagnosis while adult-children caregivers
struggled with confronting mortality. Both types of caregivers
described struggling with uncertainty, which was tied to their
unique experiences with emotional distress.

Being in shock and survival mode
Parent caregivers recalled being in a state of shock followed by
functioning in “survival mode,” meaning just getting by, upon
diagnosis. Their shock was exacerbated by the aggressive treat-
ment protocol for pediatric blood cancer, which was often both
immediate and inpatient. After experiencing delayed diagnoses,
children were admitted to the hospital for inpatient treatment
the same day they were diagnosed. They described how this trau-
matic life change marked the beginning of a weeks- or months-
long hospital stay, as this mother shared:

We knew something wasn’t right. But to immediately go from the derma-
tologist, to the emergency room, to the ICU, and then being there for a
month. It was hard. It was really hard. (Mother — 41, Son — 9)

Table 1. (Continued.)

Parent
caregivers

Adult-child
caregivers

n n t X2

Patients cared for by an adult child

Young old (56–64) 6

Middle old (66–71) 28

Old old (76–90) 3

Adult-child caregivers who are also parents 11

Time since diagnosis

Less than 1 year 6 0 −1.86 (ns)

1–2 years 14 15

3–5 years 1 3

5–8 years 0 1

Race

Black/African-American 1 1 6.25 (ns)

Hispanic/Latino 1 0

Asian 0 3

White 18 15

Highest level of education completed

Some high school 1 0 7.54 (ns)

High school 3 0

Some college 3 2

College graduate 8 8

Postgraduate 5 9

Patient disease type

ALL 3 9 14.98

AML 11 0 P < 0 .01

Lymphoma 6 10

ans indicates nonsignificant findings.
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Parents were forced to process their child’s cancer diagnosis
and simultaneously learn how to support them during treatment.
Parent caregivers described shifting into “survival mode,” as this
mother explained: “It was as if time stopped, but we had to
keep going because each day was a different chemo, a different
procedure, lab work. It was just — it was a lot of information.”
(Mother — 33, Daughter — 1) These caregivers described how
survival mode meant prioritizing cancer over everything else,
including personal health, career, and even other children:
“Nothing else was as important as that. It was just getting her
better, getting her comfortable. That’s all I cared about.”
(Mother — 50, Daughter — 14) They described living
“minute-by-minute” and compartmentalizing fears and frustra-
tions to get through the initial weeks of treatment:

I just was numb to everything. I didn’t feel the extremes. So I wasn’t super sad
or super angry. Because at first, I was terrified and angry and a lot of these
feelings, and then it just came to nothing. (Mother — 42, Son — 10)

Confronting mortality
Adult-child caregivers highlighted emotional distress related to
facing their parent’s mortality. Some recalled being told at diagno-
sis that their parent only had a few weeks or months to live, as one
son shared: “[The physician] essentially said to my mother, ’Get
your affairs in order. There’s nothing that we can do,’
which was, as I’m sure you can imagine, absolutely devastating.”
(Son — 59, Mother — 85) Even when caregivers were not given

a terminal prognosis, the diagnosis propelled them to confront
their parent’s mortality and its impact on the family:

The most challenging thing for me is I know she doesn’t have a whole lot
of time to live.… I think the end is near. And what’s hard for me with that
is my daughters are 20 and 21. They’re just graduating from college. One
of them is engaged, and what’s going through my mind is she’s going to
miss the wedding. (Daughter — 49, Mother — 69)

Mortality-related distress was compounded when parents had
comorbidities, which made treatment challenging and heightened
caregivers’ fears about their parent’s survival. One daughter dis-
cussed how her mother’s cancer led to a lung infection and partial
heart failure. She was distressed about the physicians’ resistance to
start chemotherapy:

Finally I just said, “Listen, she’s going to die if we don’t start chemo.” [They
said] “Well, chemo might kill her.” I said, “Well, she might die anyways, so
we got to do something because this isn’t working. She’s not getting better…
It’s better to take that chance, doing chemotherapy in a weakened state, than
just letting her die like this!” (Daughter — 33, Mother — 56)

Struggling with uncertainty
Both caregiver types experienced uncertainty-related distress but
from different sources. Parent caregivers stressed information-
related uncertainty. They worried about how little they knew
about blood cancer or treatment. Upon diagnosis, parents
described waiting in the hospital for days without information

Table 2. Themes, properties, and exemplar quotes

Theme Property Exemplar quotes

Mis- or missed
diagnosis

Facing delayed diagnosis
or treatment

She was going to doctors. She was going to follow-up. She was getting testing done. She was getting all
these things done, and it took over a year to get a diagnosis. And in that time, meanwhile, she’s getting
sicker and sicker. The cancer is getting more and more in her body. (Daughter — 33, Mother — 56)

Having symptoms
dismissed or overlooked

“She was losing weight. She had all these — her neck was very swollen. She just felt really tired. She had a
funny taste in her mouth. And she went to doctor after doctor.” (Daughter — 33, Mother — 56)

Emotional
distress

Being in shock and
survival mode

We knew something wasn’t right. But to immediately go from the dermatologist, to the emergency room,
to the ICU, and then being there for a month. It was hard. It was really hard. (Mother — 41, Son — 9)

Confronting mortalitya “[The physician] essentially said to my mother, ’Get your affairs in order. There’s nothing that we can do,’
which was, as I’m sure you can imagine, absolutely devastating.” (Son — 59, Mother — 85)

Struggling with
uncertainty

We didn’t know what type of leukemia she had. So you’re just praying for the best prognosis possible,
which we did get, and you don’t know what kind of treatment options there’s going to be. There’s just so
many questions and not enough answers. (Mother — 39, Daughter — 3)

Relational
shiftsa

Controlling care-related or
medical decisions

That first day, it was noon. I’m like, “Did you take your diabetes medicine?” She’s like, “No.” I was like,
“Why not?” And she’s like, “I don’t know.” And I realized that she wasn’t able to. My mom has been always
taking care of her own diabetes. She was very on top of that, did that every morning.… It was
eye-opening for me to realize… she needs round-the-clock care. (Daughter — 37, Mother — 66)

Dealing with geographic
distance

She lives by herself. We knew it was probably not best for her to come to my house where I had small
children who were in daycare, because she was going to have a compromised immune system. So she has
brothers and sisters, and so we put a plan together where she had somebody at her house. (Daughter —
32, Mother — 71)

Coping with caregiver
burden

[My mother] was still in ICU… He was just like, “You need to ask for help, because you can do it all but
you shouldn’t because you have a brother. You have a sister.” I think that was a couple weeks in where he
said, “You need to start delegating tasks to other people.” (Daughter — 33, Mother — 56)

aOnly reported by adult-child caregivers.

26 Amanda L. Kastrinos et al.

https://doi.org/10.1017/S1478951521000389 Published online by Cambridge University Press

https://doi.org/10.1017/S1478951521000389


regarding the disease or treatment plan, as more tests were run to
confirm what type of leukemia or lymphoma their child had.
These caregivers mentioned that some doctors recommended
starting general chemotherapy even before knowing the test
results, as one mother stated:

We didn’t know what type of leukemia she had. So you’re just praying for
the best prognosis possible, which we did get, and you don’t know what
kind of treatment options there’s going to be. There’s just so many ques-
tions and not enough answers. (Mother — 39, Daughter — 3)

Adult-child caregivers highlighted uncertainty related to care-
giving demands, which was tied to mortality distress. They
described being uncertain about how they would manage caregiv-
ing with their other life demands:

The first thing of course was that you’re hysterical about it, that you think
they’re dying in the next five minutes and you’re losing them.… [then]
trying to figure out how the hell you’re going to do this — because I
work full-time, I have three kids, and my husband. I’m already needed
enough by them. So, “How do I do this?” and “Do I have to leave
work?” and “Do I have to give up my job?” and “What will this look
like to my family, and will everybody be able to cope through this?”
(Daughter — 47, Mother — 71)

Adult children described uncertainty about the impact on both
their parent’s life and their own, as this daughter expressed:
“What does this all mean? What does this mean for his lifestyle?
And his ability to take care of himself? And what is this going to
mean for me?” (Daughter — 47, Father — 64)

Relational shifts

Unlike parent caregivers of children, adult children encountered
relational shifts in their roles in order to provide care to their par-
ents upon diagnosis. Relational shifts required difficult changes in
family structure and as well as new responsibilities or experiences
in three areas: (1) controlling care-related or medical decisions, (2)
dealing with geographic distance, and (3) coping with caregiver
burden.

Controlling care-related or medical decisions
Some adult-child caregivers had to assume control of their par-
ent’s medical decision making for the first time, including deci-
sions related to activities of daily living and maintaining care
plans at home. As one daughter described:

That first day, it was noon. I’m like, “Did you take your diabetes medi-
cine?” She’s like, “No.” I was like, “Why not?” And she’s like, “I don’t
know.” And I realized that she wasn’t able to. My mom has been always
taking care of her own diabetes. She was very on top of that, did that
every morning. … It was eye-opening for me to realize… she needs
round-the-clock care. (Daughter — 37, Mother — 66)

In some cases, assuming control of a parent’s care meant over-
ruling their wishes. One son had to force his father to seek med-
ical attention: “I said, ’I’m going to take you to the hospital.’ …
And he turned to me and says, ’No, you’re not,’ and I said,
’Yes. I’m taking you to the hospital.’” (Son — 37, Father — 71)
He was later told by a physician that if they had waited even a
week longer, his father would not have survived.

At times, assuming control of medical care meant making life
or death decisions, including where their parent would receive

treatment, whether to enroll them in clinical trials, and what qual-
ity of life their parent would find acceptable. The weight of this
responsibility was evident in one daughter’s description of how
she and her mother discussed treatment options: “I really don’t
want to say, ’If you don’t do this, you’re not going to live long,’
but I think she goes, ’Well, I’ll trust you to make the right deci-
sions for me.’” (Daughter — 64, Mother — 86)

Dealing with geographic distance
Unlike parent caregivers, these adult-children caregivers rarely
lived with their parent, with many living states or countries
away. Adult children described how, after diagnosis, they had to
decide whether they would move home to care for their parents.
One daughter shared how she quit her job, gave up her apart-
ment, and moved in with her mother during 9 months of treat-
ment. Another daughter described the difficulties of leaving her
young children in America for 3 months to care for her father
in China: “My second child, she was only six, seven, eight months
old. So I was still breastfeeding, so it was very tough.” (Daughter
— 36, Father — 61)

Some participants spoke about how they found ways to coor-
dinate care from their current homes, either by traveling back and
forth or by organizing help from loved ones in the area. A daugh-
ter who lived in a different area than her mother shared this
experience:

She lives by herself. We knew it was probably not best for her to come to
my house where I had small children who were in daycare, because she
was going to have a compromised immune system. So she has brothers
and sisters, and so we put a plan together where she had somebody at
her house. (Daughter — 32, Mother — 71)

Coping with caregiver burden
Adult-child caregivers shared that they struggled with caregiver
burden. To cope, sometimes caregivers delegated caregiving
tasks when other family members were available. One daughter
described her husband encouraged her to do this:

[My mother] was still in ICU…He was just like, “You need to ask for
help, because you can do it all but you shouldn’t because you have a
brother. You have a sister.” I think that was a couple weeks in where he
said, “You need to start delegating tasks to other people.” (Daughter —
33, Mother — 56)

Geographic proximity, career flexibility, and dependent chil-
dren impacted the distribution of responsibilities, however.
Some caregivers sought long-distance support, as this woman
shared:

[My brother] has been a little bit of a support system for me, especially in the
beginning.… I’d call him and let him know like, “Okay, here’s now what is
going on…” [He] just kind of providing strengths, I guess, to me over a
phone call or something like that. (Daughter — 30, Mother — 60)

Not all caregivers were able to share the burden. Some
described anger and frustration at being the primary caregiver,
having to ask siblings for help, or when they refused to help.
A son shared such an experience soon after his mother’s
diagnosis:

My brother doesn’t really want to process all of it. My brother decided he
was going to keep his plan to go to [travel] for six months, seven months.
And so he went ahead and left. (Son — 46, Mother — 67)
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Discussion

Our findings highlight the diagnosis experiences of caregivers in
midlife who are caring for a family member with a blood cancer,
with a special focus on the distinct challenges of parent caregivers
caring for a diagnosed child and adult-child caregivers caring for a
diagnosed parent. Caregivers shared common experiences of mis-
or missed diagnosis, symptoms being overlooked, treatment
delays, uncertainty, and emotional distress. However, their chal-
lenges were also tied to their relational role. Particularly for parent
caregivers, themes emerged that depicted a state of shock and sur-
vival mode as well as informational uncertainty, which were tied
to coping with a diagnosis early in the lifespan. Particularly for
adult-child caregivers, themes reflected coping with family rela-
tional shifts, confronting mortality, and managing cancer in the
context of comorbidities and geographic considerations.

Although caregivers of both types reported experiencing mis-
or missed diagnoses, almost all parent caregivers received at
least one misdiagnosis before cancer was discovered.
Misdiagnosis among pediatric patients with leukemia and lym-
phoma is very common, often diagnosed as infection (Chen
and Mullen, 2017). Cancer is more likely to develop later in the
lifespan and, thus, less likely to be overlooked in older adults.
Still, older adult patients in this study did report experiencing
mis- or missed diagnoses too. This further complicated their abil-
ity to receive treatment and contributed to increased emotional
distress and caregiving burden. Better systems level and patient-
provider communication about time frame expectations and
updates may help caregivers cope with informational uncertainty.

Consistent with previous research, emotional distress is a pro-
found part of the caregiving experience, although different care-
giver types reported varying experiences of distress. In
comparison to adult-child caregivers, parent caregivers high-
lighted their extreme shock, as facing a life-threatening disease
in childhood is far less normative than in old age. From a lifespan
developmental lens, confronting mortality in later life, such as is
the experience of adult-child caregivers of aging parents, is more
expected or normative. Yet, not all adult children will assume the
role of caregiver for their parent. It involves a relational shift that
requires the adult child to transition into a new family role
(Phillips, 1957). These relational shifts or role changes for adult
children can exacerbate the already stressful caregiving experience,
requiring adult children to reevaluate both their personal identity
and their parental relationship (Germino and Funk, 1993). This
can be especially true in families where parental caregiving has
not been part of the family’s norm, perhaps due to cultural fac-
tors, ages of its members, or preexisting dynamics
(Dilworth-Anderson et al., 2005; Anngela-Cole and Hilton, 2009).

Collectively, these findings suggest that a caregiver’s needs vary
by caregiver relationship to the patient. Caregivers’ psychological
processes and concerns during the diagnosis period present dif-
ferently depending on age of the patient, and caregiving interven-
tions targeting middle-aged caregivers should be tailored based on
the intergenerational relationship with the patient.

Clinical and practical implications

Caregiving in midlife for a blood cancer patient is challenging,
and caregiving experiences vary based on lifespan factors such
as intergenerational dynamics and roles, patient and caregiver
age, and the patient’s place in the lifespan. Clinicians,
psycho-oncology professionals, and researchers can incorporate

a lifespan lens to better understand caregivers’ unique needs dur-
ing the diagnosis adjustment period. For clinicians working with
older patients, it is important to address the complex multi-
generational responsibilities facing midlife caregivers and the fam-
ily conflicts that the distribution of caregiving duties can create.
Enhanced logistical and psychological support resources are
needed to assist adult caregivers through family role and dynamic
changes and to better accommodate geographically distal caregiv-
ers. The findings of this paper can be used to inform the develop-
ment of support interventions that address the unique needs of
each caregiver group at the diagnosis stage of the cancer
continuum.

Study limitations

Participants in the study described aspects of their experience spe-
cifically related to the diagnosis and treatment of a blood cancer.
Generalizations about the differences between caregiving for this
cancer type and others cannot be made from these findings
alone. Additionally, only one member of the caregiver–patient
dyad was interviewed. Both relational perspectives of a dyad are
important, as well as that of the provider. Finally, participants
in this study were mostly of White race and female, meaning
these findings may not reflect racial, ethnic, and cultural diversity
of caregiving experiences.

Conclusion

This qualitative study found that family members in midlife who
are caring for a patient with a blood cancer commonly experi-
enced mis- or missed diagnosis, treatment delays, emotional dis-
tress, and uncertainty. Parent caregivers described a state of shock
and informational uncertainty. Adult-child caregivers described
coping with family role reversals, confronting mortality, manag-
ing cancer despite comorbidities, distributing the caregiving bur-
den among family members, and geographic considerations. The
findings of this study stress that intergenerational roles, relation-
ship type, and age impact caregivers’ experiences and, ultimately,
their needs. More work should be done to understand how these
findings vary in different ethnic and racial groups. Scholars
should also investigate interventions, system-level efforts, and
process changes that contribute to the psychological toll of cancer
diagnosis on the family unit.
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