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Purpose: Pediatric blood cancer diagnosis is a stressful experience for families as it can involve urgent
treatment that can be life-threatening and require extended hospital stays. Little is known about the experiences
of parent caregivers of children with a blood cancer during the diagnosis period and how families’ needs may
differ in light of the patient’s developmental phase in the life span.

Methods: We conducted semistructured in-depth interviews with 20 parent caregivers (aged 30-65) of children
diagnosed with a blood cancer, recruited through The Leukemia & Lymphoma Society’s (LLS) constituency.
Interview transcripts were thematically analyzed using the constant comparative method. To elucidate simi-
larities and differences in caregiving experiences, findings were compared across parents with children
diagnosed in three developmental periods: infancy-early childhood, age 0-6 (n=9); pre-early adolescence, aged
9-14 (n=35); and late adolescence-emerging adulthood, aged 16-27 (n=06).

Results: Across all developmental periods, parents described three similar caregiving experiences during the
diagnosis period: being persistent to obtain a diagnosis, attending to the child’s quality of life challenges, and
attending to their other children’s well-being. Among caregivers of younger children, persistence was moti-
vated by parental intuition and challenges included coping with traumatic physical and psychological impacts of
treatment procedures. For caregivers of late adolescents-early adults, persistence was motivated by the child’s
self-assessment and fertility-related concerns emerged.

Conclusion: Results illustrate core issues for parent blood cancer caregivers and highlight ways to tailor
supportive resources that facilitate good communication practices and shared decision-making to children’s
distinct developmental needs.

Keywords: life span, developmental differences, parent—child relationship, caregiving, leukemia, lymphoma,
hematological malignancy

Introduction

C AREGIVING FOR A family member diagnosed with cancer
is challengmg physically, psychologically, socially, and
ﬁnan01ally Caring for a diagnosed child is uniquely
stressful. Parents struggle to balance their child’s needs with
their own, while adapting to changing caregiving responsi-
bilities across the disease trajectory.>”~® Pediatric blood
cancer may involve a diagnosis and treatment process that is
urgent and intensive.””'" It can entail a complex diagnosis

period that can require lengthy treatment immediately, even
within hours of diagnosis, and a long hospital stay, which
stresses and disrupts the entire family system.'*
Caregivers’ support needs are informed by life span fac-
tors. A life span lens recognizes that we constantly adapt to
changes across the life span (some expected and some un-
expected), and our communication is core to that adjust-
ment.'”'® Our experiences and needs during life changes,
like a cancer diagnosis, will be informed by our develop-
mental phase in life.'”?° For instance, a cancer diagnosis
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early in a child’s life span is non-normative and, thus, un-
expected and traumatic.?’** At the same time, the child’s
developmental maturity impacts their psychosocial needs
and, as such, parents’ caregiving experiences.”> Although life
span factors in parent—child bonds are critical to under-
standing families’ unique needs after diagnosis, a life span
lens is not widely utilized in cancer research or intervention
development,'81%:21:24

Little is known about parents’ blood cancer caregiving
experiences or how it varies in relation to when the child was
diagnosed in the life span. We sought to explore this further,
using a life span lens to capture midlife parents’ experiences
caring for children diagnosed with a blood cancer in three
developmental periods: (1) infancy through early childhood,
(2) late childhood through early adolescence, and (3) late
adolescence through emerging adulthood (EA). We aimed to
identify parents’ shared experiences and variations in relation
to developmental differences.

Methods
Participants

In line with a life span approach, purposive sampling was
used. Participant inclusion criteria were (1) being 30-65
years old, (2) self-identifying as a caregiver for one’s living
child with a blood cancer (acute myeloid leukemia, acute
lymphoblastic leukemia, or lymphoma), and (3) having a
child who completed treatment or maintenance therapy
within the previous 1-18 months (Table 1). Data were coll-
ected as part of a larger study (IRB201800974) exploring the
experiences of blood cancer caregivers for intervention
development.

Procedure

Caregivers were recruited by email through The Leukemia
& Lymphoma Society’s (LLS) constituent database and
using a recruitment posting to the LLS Community, an online
community of patients and caregivers. Caregivers were given
alink to an online screening survey with the option to provide
contact information. They were then contacted through
email to confirm eligibility and schedule an interview.
A semistructured interview script was developed to identify
caregivers’ needs within the transitional experience of pedi-
atric cancer, with special attention paid to identifying expe-
riences contextually situated within developmental phases of
life and multiple transitions experienced across the cancer
continuum. The second author conducted 20 interviews over
the course of 2 months and maintained investigator respon-
siveness, sampling adequacy, as well as thinking theoreti-
cally to ensure trustworthiness.” Interviews ranged from 33
to 63 minutes. Participants were compensated with a $50
Amazon gift card. The interviews were audio-recorded and
transcribed resulting in 246 single-spaced pages.

Analysis

Transcripts were thematically analyzed using the constant
comparative method.”® Following Strauss and Corbin’s>’
steps for analysis, one author conducted open coding using
the following systematic steps: (1) identify concepts and
assigning codes in transcripts and (2) collapsing concepts into
categories to identify emergent themes. During open coding,
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analysis revealed differences in parents’ reports based on
children’s developmental phase in the life span. Axial coding
of the data was then conducted to identify thematic properties
and isolate variant experiences based on life span factors.
Finally, excerpts from data illustration rich description were
identified for presentation of findings. Widely used thematic
saturation criteria included repetition, reoccurrence, and
forcefulness.”® Two authors used the codebook to analyze
different subsets of the data to validate the analysis and en-
sure rigor.”> Exemplar quotes provide participants’ rela-
tional role and child’s age at diagnosis for context and to
maintain confidentiality. Findings are presented as action
statements in Table 2 using the ecological sentence syn-
thesis approach.?*-°

Results

Parents with children diagnosed across developmental
periods encountered several shared experiences: (1) being
persistent to obtain a diagnosis, (2) attending to the diag-
nosed child’s quality of life challenges, and (3) attending to
other children’s well-being. However, parents’ reports of
each experience varied given the children’s developmental
phase. Summaries of themes show similarities in parents’
experiences, with thematic properties illustrating variability
given developmental differences.

TABLE 1. PARTICIPANT DEMOGRAPHICS

Demographics
Caregiver gender
Male 2 (10%)
Female 18 (90%)
Caregiver age, M (SD) 43 (8.26)
Patient gender
Male 8 (40%)
Female 12 (60%)
Age at diagnosis
Patients cared for by a parent
Infancy and early childhood (<6) 9 (45%)
Pre- and early adolescence (9-14) 5 (25%)
Adolescence and young adulthood 6 (30%)
(16-27)
Time since diagnosis
Less than 1 year 6 (30%)
1-2 years 13 (65%)
3-5 years 1 (5%)
Race
Black/African American 1 (5%)
Hispanic/Latino 1 (5%)
White 18 (90%)
Highest level of education completed
Some high school 1 (5%)
High school 3 (15%)
Some college 3 (15%)
College graduate 8 (40%)
Post-graduate 5 (25%)
Patient disease type
ALL 3 (15%)
AML 11 (55%)
Lymphoma 6 (30%)

ALL, acute lymphoblastic leukemia; AML, acute myeloid
leukemia; M, mean; SD, standard deviation.
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Being persistent to obtain a diagnosis

Parents reported a delay between symptom onset and diag-
nosis, ranging from weeks to years. They saw multiple pro-
viders, and children underwent (what were later deemed)
unnecessary procedures. Parents shared how persistence was
critical to receiving a diagnosis. What motivated their persistent
communication differed by their diagnosed child’s age.

Relying on parental intuition. Parents with children di-
agnosed in the two earliest age periods (infancy through early
adolescence) described how their intuition motivated their
pursuit of second opinions or additional testing, using phrases
like, *‘I just had this really weird feeling about this’” (Mother,
daughter, 14), or “‘I knew something was wrong’’ (Mother,
son, 11). Sometimes it was the parents’ insistence that con-
vinced physicians to take a second look or order more tests.
This parent explained:

Normally [daughter’s] energetic, running around. ... Now
she’s crying in the middle of the mall. She can’t walk ... I took
her right back to the pediatrician. I'm like, ““Something is
wrong with her. She can’t even walk up the stairs at night.” ...
He said, “Well, while you’re here, let me recheck her blood.”
(Mother, daughter, 5)

Relying on the child’s self-assessment. Parents with
children diagnosed in late adolescence through EA described
how their children’s communication motivated them to be
persistent. Adolescent patients explicitly asked their parents
to take them back to a physician. A mother recalled how her
daughter (age 17) told her, “You need to take me to the
doctor. I want to go to Daddy’s lung doctor.” Parents were
also motived by children’s behavior during appointments.
This mother shared:

When he said, ““Take her home. Let her try Miralax for a
couple of days. See if she gets better,”” she broke out into tears
because she knows her body at this point. And she knows she’s
not constipated. So we pushed the doctor a little bit harder. He
went ahead and ordered a CT of her stomach. (Mother,
daughter, 16)

The experiences of parents of EAs differed somewhat
because their children had recently transitioned to live in-
dependently outside of the home. Parents reported being
persistent once EAs reached out for help with ailments that
didn’t resolve after seeking health care. A mother, whose son
had prolonged cold symptoms, stated: ‘““He’s a university
student ... He called me to say that he was having a difficult
time breathing, and if I could come pick him up’” (Mother,
son, 20). EAs ultimately relied on their parents to manage
their care, as this mother stated: ‘‘She moved home because
she was too sick to take care of herself. And I took her to
doctors here”” (Mother, daughter, 27). At times, parents as-
sumed control of other aspects of their lives:

We had to talk to her guidance counselor at school ... to ask
them if she could take her finals earlier because they wanted to
start treatment fairly quickly. ... She lived on campus, but I
got a hotel room and we stayed there. We talked to everybody
we needed to talk to. (Mother, daughter, 22)
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Attending to the diagnosed child’s quality
of life challenges

Parents collectively described difficulties managing their
diagnosed child’s quality of life. Although all parents en-
countered issues, what they described varied in line with their
child’s age or developmental maturity.

Coping with physical and psychological effects of proce-
dures. Parents of children in the youngest age group re-
called traumatic reactions to procedures that impacted
psychological and physical well-being. Parents witnessed
children’s extreme distress during painful procedures:

They drew a bunch of blood, which is tough on a little kid.
He already had blood drawn that day. They couldn’t use the
same arm, so they tried to use the other arm. And then that
wasn’t working ... They tried to use his foot. It was just a long
night of putting him through all this torture. Usually, he’s a
very good-natured kid, and he was not. It was one of the worst
nights since the whole thing happened—was this first night.
(Father, son, 2)

Parents explained how traumatic procedures or treatments
impacted their child’s behavior and temperament, becoming
angry, emotional, and fearful. This parent shared how quickly
this occurred after starting treatment:

Within 24 hours her whole personality completely chan-
ged. She was so fearful of any and everyone who came into the
room and didn’t want to see anyone except for me or my
husband really ... even her grandparents who live down the
street that she adores. She’s like, “Get them out of here.
I don’t want to see anybody.” It was just very painful to see
such a huge change in her personality. (Mother, daughter, 5)

As parents struggled to help their children cope, they noted
how difficult it was to explain the traumatic procedures,
treatments, and side effects to young children:

At the beginning, he thought he was dying because of the
chemo. ... He had a fever and he wasn’t—he was super, super
lethargic, but the chemo was worse, right? He asked if he was
dying. And I said, ““Well, actually, the medicine that’s making
you better is making you feel sicker, but it’s making you
better.”” (Mother, son, 10)

Identifying the long-term impact on fertility. In two cases,
parents of daughters (a late adolescent child and an EA) en-
countered treatments affecting fertility. The mother of a
teenaged daughter recalled having to decide between che-
motherapy options with limited information. They didn’t
know that a risk was infertility until after treatment began,
leaving them to manage this quality of life issue later:

I don’t know that we fully understood the side effects that
she was going to get from the chemo. ... We’re discovering
now not only is she most likely infertile, but she’s got pre-
mature ovarian failure. Now at 18, she’s menopausal.
(Mother, daughter, 18)

In contrast, the mother of an EA said that they were in-
formed about the infertility risk before treatment. Their on-
cologist recommended visiting a fertility specialist. The
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daughter had the option to delay her treatment and freeze her
eggs: ““Of course we did it. She wanted to, and I wanted her
to. That delayed the start of her chemo, by about three weeks
because she had to go through that process. But that was well
worth it”’ (Mother, daughter, 22).

Attending to other children’s well-being

Parents described attending to their other children’s dis-
tress and behavioral changes (e.g., being angry, withdrawn),
relating this to abrupt changes they faced as a family. Sib-
lings’ distress was tied to ‘“‘getting all the questions’™ in
schools, moving cities, or changing schools to be close to
treatment. Older children (EAs) struggled to cope with their
sibling’s diagnosis while not living with the family. Parents
described variant priorities in managing their other children’s
well-being given divergent developmental needs.

Needing normalcy. Parents of children diagnosed in in-
fancy or early childhood typically also had other children in
early childhood (8 or younger). They prioritized preserving a
sense of normalcy to promote well-being in the midst of mul-
tiple disruptions after diagnosis. This mother shared: ‘“We
didn’t really want the kids there to watch their baby sister be
hooked up to the machines and everything”’ (Mother, daughter,
2). To maintain normalcy some parents had nearby family
travel to help care for their other children so they could sleep at
the hospital. Parents also split caregiving responsibilities: one
parent stayed at the hospital and the other maintained the other
children’s routines—a difficult “‘juggling’” act:

I was sleeping at the hospital for the most part with my little
one. My husband was coming to see her during the day and
then going back to be with my older [daughter]. ... We also
didn’t want her spending all her days at the hospital with us. ...
It was a lot of juggling, sleepless nights obviously, very
stressful. (Mother, daughter, 5)

Parents were aware of their other children’s need for
normalcy, with some children expressing this. This mother
recalled this after her diagnosed daughter spent a month in the
hospital:

[Other daughter said], ““I just want everyone to be home
together so we can have a regular dinner like we used to ...
like chicken.” ... Obviously we were eating all take-out or at
the hospital. ... [I said] “I know. We will. One day we will.
We’ll be home together.” (Mother, daughter, 5)

Providing enough attention or being present. Parents of
other children in late childhood through EA (ages 9-17)
addressed challenges with being present and attentive. They
made a conscious effort to help their other children feel in-
cluded during treatment, which was challenging, as this
mother explained:

I was always very worried about my 17-year-old. ... He
would close himself down and not talk. ... The first few
weeks, [I tried] to give him as much of my attention as I could
and [make] things about him also. ... Everything was just
worried about [diagnosed daughter] and that’s all I could think
about. (Mother, daughter, 14)

Because parents had to spend more time with their diagnosed
child, it was hard to be present with other children. A mother
explained the impact on her daughter, whose twin was diag-
nosed: “My daughter has had more of a difficult time because I
haven’t been around, because she was pretty much seven
months without me” (Mother, son, 9). Similarly, a mother
described the impact on her teenaged sons: ““[They] felt a bit
neglected. ... So much attention went to [diagnosed daughter],
and it had to, especially those early days of her treatment. So
maybe a little resentment came up’’ (Mother, daughter, 5).

Discussion

Life span factors are not commonly used to tailor cancer
coping resources and, yet, developmental variables play a
role in caregivers’, patients’, and family members’ variant
needs.®' Our findings offer insight on how to better meet the
needs of parent caregivers and their children, identifying
commonalities in caregivers’ experiences in being persistent
to attain a diagnosis, attending to the diagnosed child’s well-
being, and addressing their other children’s quality of life
challenges. Results also highlight divergent support needs in
relation to children’s age and maturity. We address these
further with suggestions for tailoring interventions based on
patients” developmental stage.'?

Infancy—adolescence

For parents of children early in the life span, communi-
cation was especially challenging. Although parents collec-
tively described how persistence was key to reaching a
diagnosis, those with younger children had to rely on intui-
tion and careful observation of behavioral cues, as opposed to
parents with older children who could be explicit about their
symptoms. Unfortunately, leukemia and lymphoma are often
misdiagnosed by unsuspecting providers as infection.*> Most
symptoms of childhood cancer (e.g., headaches, fatigue,
bruises) are not immediately indicative of cancer, and re-
search shows that parents are typically the first to notice
something is wrong.’

Parents of children diagnosed with cancer struggle with
how much they are able to communicate with their child
about their diagnosis, making it difficult to manage their
child’s quality of life and attend to their mental health
needs.** Parents in our study observed their younger chil-
dren’s extreme distress and behavioral changes after under-
going traumatic procedures during initial treatment. They
struggled to communicate what was happening to their
children who were too young to understand or even voice
their own mental health needs. This was true also of the
diagnosed child’s younger siblings.

Recent research has advocated for more attention to sib-
lings’ psychosocial coping, calling siblings the ‘‘hidden pa-
tient” and stressing the impact of sibling’s developmental
phase on their needs.*>” Parents in our study expressed
concerns about the mental well-being of their other children,
including younger children who are not yet able to voice their
needs. Parents stressed maintaining some normalcy to pro-
mote a healthy adjustment for their youngest children. Our
findings provide insight on how to promote a family-centered
care approach and highlight the importance of listening to
parents’ concerns and soliciting feedback on their observa-
tions of their young children’s behavior.*
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Adolescence—EA

For adolescents and EAs, our findings illustrate how a
critical developmental task—cultivating independence or
self-differentiation—may be disrupted during the diagnosis
period. Although parents are critical to getting a diagnosis
and managing treatment, tensions regarding control and au-
tonomy may emerge, and the child’s independence is likely
an important issue across the disease trajectory.'®>%~40
For EAs maintaining involvement in their health care and
decision making is critical to developing the patient—
provider communication and decision-making skills
necessary to manage their health care as fully autono-
mous adults.*'

Parents of diagnosed children in EA may need help facil-
itating decisions unique to this developmental period. In-
fertility is a known concern of childless women diagnosed in
EA and young adulthood.**** Yet, as is evident in our study,
fertility may not be discussed before treatment decisions are
made.**® Given the inconsistency, it is imperative that
parents know and learn to take the lead by engaging their
children (and providers) in discussions of the long-term
treatment risks while also involving adolescent and EA
children in such decisions to cultivate independence and
health care communication skills.

Conclusions and Limitations

Past research addresses the issues of pediatric cancer
caregivers as a monolith. Our findings suggest that even
within blood cancers diagnosed between infancy through EA,
parents’ experiences during the diagnosis period can vary
given the age of the patient and their siblings. Future schol-
arship can explore these similarities and differences further
with different cancer subtypes and by incorporating multiple
relational perspectives, as well as deeper explorations of
differences in diagnosis experiences among varying blood
cancer types. Participants were mostly White, female, and
mothers. Findings may not reflect diversity of family cancer
caregiving experiences, which is important for future re-
search.
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