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Abstract

Objective—The goal of this study is to determine what strategies caregivers use to cope with the
stress of a child having recently undergone surgical treatment for a newly diagnosed brain tumor.
Results will be used to improve psychosocial assessments and treatments provided to these
families during initial hospitalization.

Methods—Caregivers of children with newly diagnosed brain tumors admitted to Children’s of
Alabama were enrolled during the child’s initial hospitalization for surgical treatment. A single-
item, visual analog Distress Thermometer (DT) was administered. Clinical and demographic
variables were collected from the medical record. Approximately one month after hospital
discharge, caregivers participated in a semistructured interview, including questions about parent
and family coping strategies. Broad questions about stress management since diagnosis were
followed by specific questions about individual coping strategies. Interviews were recorded,
transcribed, and coded for common themes. Themes were broadly characterized as adaptive versus
maladaptive coping. Analysis was then performed to determine if DT scores, clinical, or
demographic factors were associated with the presence of maladaptive coping using a sequential
transformative mixed methods design.

Results—Caregivers identified several adaptive coping strategies, such as active coping,
acceptance coping, emotion-focused coping, spiritual coping, social support, and posttraumatic
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growth. Maladaptive coping strategies could mostly be categorized as avoidant coping. Caregivers
endorsed multiple different coping strategies (mean number of strategies per caregiver was 4.5).
No clinical or demographic variables, including whether the tumor was benign or malignant, nor
the DT score correlated with caregiver endorsement of maladaptive coping strategies.

Conclusions—Caregivers of children newly diagnosed with brain tumors employ a number of
coping strategies, some of which are maladaptive. We have not identified any method for
predicting who is at risk for maladaptive coping. Assessment of coping skills and education about
coping have the potential to improve overall care delivery to these families.

Keywords
pediatric brain tumor; distress; coping; brain tumor treatment

The initial hospitalization for a pediatric brain tumor carries a host of potentially distressing
factors for the patient and family. Though surgical treatment can be lifesaving, it can also
result in neurological deficits that affect activities of daily living and cognitive function.
Parents struggle to make important decisions in the best interest of their child.118 The stress
of a pediatric brain tumor can have a long-lasting psychosocial impact and result in changing
family dynamics over time.20

Previous studies have indicated that parental stress is significant, with up to 51% of parents
of a child with a brain tumor experiencing clinically significant levels of distress.Many
parents also report a reduced quality of life during their child’s brain tumor treatment.8 Prior
studies have demonstrated that caregiver distress is related to child distress and adjustment,
suggesting that active management of caregiver distress can positively impact the family
unit.1> While many families cope/adjust well to a brain tumor diagnosis, there is a subset
that experiences significant difficulties. In one study, over 35% of survivors and 29% of their
parents reported severe posttraumatic stress symptoms.? It is important for medical providers
to understand family adjustment to a pediatric brain tumor in order to make appropriate
recommendations and referrals.

Understanding the ways in which caregivers cope with a child’s diagnosis of a brain tumor
can help medical providers anticipate, assess for, and identify caregivers who may be having
difficulty managing the emotional, physical, and practical demands of the diagnosis on the
family. It is common for caregivers to perceive themselves as having difficulty coping, but
understanding the specific ways in which these caregivers struggle to cope will assist in the
development of interventions geared toward adaptive coping and adjustment with pediatric
brain tumor diagnosis.1® Importantly, the way that a caregiver copes with an initial diagnosis
or stressful event can predict a child’s later adjustment, suggesting that early coping is
important for future adjustment and should be addressed as soon as possible.11:15.21 This
study aims to evaluate early caregiver coping in relation to a child’s brain tumor.

There are several ways to conceptualize domains of coping strategies. They are sometimes
considered to fall into broad dichotomous categories such as approach coping (i.e., strategies
oriented toward confronting the stressor) versus avoidance coping (i.e., strategies used to
distract from the stressor), problem-focused versus emotion-focused coping, or adaptive
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versus maladaptive coping. The definitions of these main domains as well as relevant
subcategories tend to vary based on the relevant primary stressor. Coping style does
influence mental health outcomes, with more negative, emotion-focused coping (i.e., self-
blame/negative affect, avoidance, and substance use) being associated with depression and
posttraumatic stress symptoms.® Avoidant coping strategies in general are less adaptive and
can lead to a greater presence of psychiatric symptoms.:12.19 Conversely, active coping has
been found to reduce anxiety, somatoform disorder, substance issues, and thought disorder.1°

There is a dearth of qualitative evaluations of the coping mechanisms of caregivers of
children with brain tumors, especially during the period soon after diagnosis. Per our
literature review, there has been no qualitative assessment of coping strategies utilized by
caregivers of children with a new diagnosis of a brain tumor (i.e., within 2 months of
diagnosis). Quantitative investigations of coping with the diagnosis as well as qualitative
investigations during treatment for brain cancer suggest that information-seeking and social
support are the most commonly utilized strategies.13:18.20.22 A qualitative investigation of
caregiver coping at diagnosis will help providers to identify specific strategies that are
helpful to caregivers, and to design methods to teach these useful strategies to caregivers
who may be using more maladaptive coping strategies, such as avoidance.

The goal of this mixed-methods study is to use patient-centered qualitative techniques to
determine what strategies caregivers use to cope with the stress of having a child diagnosed
with and surgically treated for a brain tumor. Understanding the adaptive and maladaptive
ways caregivers cope can help design recommendations to families in the future.

Participants were recruited as part of a study to assess family and patient psychosocial needs
following a new brain tumor diagnosis. The overall study enrolled 40 participants. Data for
this project is from a subset of these participants, the first 22 to complete interviews.
Semistructured interviews were conducted, transcribed, and coded until thematic saturation
was reached. Thematic saturation is the principle upon which sample size in qualitative
research is based, whereby the sample size is not based on numbers needed for a
mathematical calculation, but rather for the collection of rich, detailed information.2:10
When analysis of 2 consecutive interviews no longer provided any new themes or ideas, we
considered enrollment complete and thematic saturation reached.

Recruitment took place at a large pediatric hospital in the southeastern United States that
diagnoses and treats 25 to 40 new brain tumor patients per year. All caregivers of patients
admitted to the hospital with a new brain tumor diagnosis and undergoing surgical treatment
were eligible for enrollment. Participants were recruited during their child’s initial
hospitalization brain tumor surgery. Enroliment took place over an 18-month period in
2016-2017.
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Caregivers of children who received surgical treatment for a brain tumor were eligible for
inclusion in the present study. Ethical approval was obtained from the hospital’s Institutional
Review Board. Study consent was obtained by a research assistant during hospitalization. At
the time of enrollment, caregivers rated their level of distress by using the NCCN Distress
Thermometer (DT).14 The DT is an 11-point visual analog scale that measures the level of
distress from 0 to 10. It has been validated for use in both pediatric and adult brain tumors
patients and in families of pediatric patients.”17

Semistructured interviews were conducted approximately one month following hospital
discharge and took place either during a routine follow-up visit in the neurosurgery clinic,
the oncology clinic, or via telephone. Qualitative methods were used to obtain an in-depth
understanding of coping mechanisms utilized by caregivers during the first month after a
child’s surgery.

Interviews were conducted by a psychology doctoral student (AC) trained in research ethics,
administration of appropriate informed consent, and qualitative data collection methods. The
interviewer used an interview guide that included open-ended questions designed to obtain
information about coping, stress management, and individual coping strategies. Caregivers
were first asked broadly about stress management over the previous month, and then
specifically about individual coping strategies. Interviews were audio-recorded, transcribed,
and coded for common themes. See Table 1 for a sample interview question and suggested
probes to demonstrate how interviews were conducted.

Clinical and demographic data, including age, gender, parental marital status, preoperative
neurological status, and tumor histology, were collected by review of the electronic medical
record.

Data Analysis

A concurrent triangulation mixed methods design was used to conduct this study.® In studies
with this design, qualitative and quantitative data are collected concurrently. The data are
analyzed separately and then compared. This method has allowed us to evaluate themes
identified during the qualitative component of the research and then analyze these themes
with respect to clinical variables and the Distress Thermometer. Coding criteria were
developed based on a phenomenological approach, an attempt to fully describe a
phenomenon or “lived experience,” to allow for a detailed thematic classification of coping
experiences. Transcriptions of interviews were reviewed, and parent descriptions of coping
mechanisms used during initial diagnosis period were coded for common themes and coping
domains. Common codes were organized into coping domains based on previous literature.
Coding criteria were determined by three of the authors, a psychology doctoral student with
experience working with families in medical settings (AC), a neurosurgeon with experience
treating brain tumor patients (BGR), and a health behavior researcher with expertise in
qualitative methods (SD). These three individuals each independently coded interviews and
resolved any coding discrepancies until reaching agreement on how to create/categorize
codes. Codes were then clearly defined on a final code sheet. The final code structure was

J Neurosurg Pediatr. Author manuscript; available in PMC 2020 January 06.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Cutillo et al.

Results

Page 5

composed of distinct codes, each with subcodes for detailed thematic classification. After all
the interviews had been coded by the psychology doctoral student, they were reviewed.
Validation checks were performed by having a team member individually code a random
33% of the interviews.

Using clinical and demographic data, chi-square tests of association (chi-square) and t-test
were used to determine whether those caregivers who utilized maladaptive coping
mechanisms (avoidance, self-blame, anger, and rumination) differed significantly from those
who did not endorse any maladaptive coping mechanisms. Finally, to assess the
representativeness of the sample of caregivers who were interviewed versus the total study
population, clinical and demographic variables were compared in these two groups using
Chi-square (chi-square) and t-tests.

Demographic characteristics of the group who completed semistructured interviews were
similar to those who did not complete semistructured interviews (Table 2). There was no
statistically significant difference in demographic characteristics or preoperative
neurological status between those who did and did not participate in interviews. There was
also no significant difference in level of distress in the two groups. However, caregivers who
participated in semistructured interviews were more likely to have children who were
diagnosed with malignant tumors (p = 0.03).

We identified the following themes of caregiver coping that emerged from semistructured
interviews. They can be broadly characterized in two main categories: adaptive coping,
defined as healthy and adaptive ways of reducing stress that are beneficial to the user and
can be maintained over time; and maladaptive coping, defined as mechanisms that are
nonconstructive, are not effective over times, and ultimately increase stress. Types of
adaptive coping included:(1) active coping; (2) acceptance coping; (3) emotion-focused
coping; (4) social support coping; (5) spiritual coping; (6) posttraumatic growth.
Maladaptive Coping was represented mostly by avoidance coping. Definitions of each main
domain of coping and subcategories of coping mechanisms are included in Table 3, based on
definitions used by Carver et al. in developing the COPE Inventory.3 Categorization into
adaptive and maladaptive coping was based on review of the literature.#1521 Active coping,
such as information seeking, was the most common coping strategy, endorsed by 96% of
participants. Nearly all participants also endorsed using acceptance coping and emotion-
focused coping. 64% described using some type of avoidance coping. All participants
described using more than one coping strategy (average number of coping strategies
endorsed 4.59, range 2-7). Table 4 provides caregiver quotations to illustrate the coping
strategies, and Table 5 provides a quantitative summary of how many participants utilized
each coping strategy.

Adaptive Coping Mechanisms

Active Coping.—Active coping mechanisms utilized by caregivers included information
seeking (i.e., internet research, asking questions, utilizing a hospital white board to track
treatment goals and questions for the medical team, seeking out educational materials,
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taking notes, blogging; e.qg., “....the more knowledge you have, the more you can meet with
that person and be able to talk and discuss™), maintaining normalcy (e.q., “Let them continue
to do things they enjoy....... that’s their normal™), self-care/boundary setting (e.g.,
“Sometimes | just need a little space.”), celebrating small victories (e.g., “/t’s a Jong road ....
And the distance ahead looks so much longer if you don’t ... celebrate those small
[victories] here and there.”), and planning (i.e., taking one step at a time, staying in control
and facing problems head on(e.qg., “We’re at letter ‘A’. And we’re not gonna talk about B, C,
D, E, For Z until we get past A...").

Acceptance Coping.—Caregivers who utilized acceptance coping were able to
understand the reality of their child’s diagnosis and treatment and that it cannot be changed
and were able to search for ways to move forward in spite of these challenges. “So do you
Just mourn and do you just mope and, you know, live that way? Or do you pull yourself
together for her?”

Emotion-Focused Coping.—Caregivers utilized crying (e.g., “I cry in the shower and
it’s over and done with and 1I’m ready to face whatever comes next.”), staying strong in front
of family (e.g., “You don’t cry in front of your kids if you can help it. Because you don’t
want them to be scared.”), finding support in patient’s strength (e.g., “I had to get it together
because he was like, ‘Mama, they have to get it out, then let’s do it.””), and talking about
emotions associated with the situation (e.g., “Okay, we’re gonna have one time a day where
we just let everything out that we’re feeling.”).

Coping Through Social Support.—Most caregivers (91%) used social support as a
coping mechanism by relying on their family, friends, medical teams, and communities.
These communities included: work, church, children’s sports teams, other caregivers in the
hospital, and online through social media and blogs. “We five in a small town and our ...
community came together. Our ball family, | mean, our community came together ... and
prayed with us.”

Spiritual Coping.—A significant number of caregivers endorsed utilizing faith based
coping through praying, trusting in God’s plan, and attending or streaming religious
services. One caregiver did not identify as particularly religious or spiritual, but did utilize
praying when she felt that she didn’t have any other options to cope (“...everybody prays
when they feel like they don’t have any other option... when things are the worst....”).

Posttraumatic Growth.—A small group of caregivers (n = 5) discussed posttraumatic
growth including an appreciation for life, becoming a stronger person, and maturing through
this experience. “You appreciate life more.... You never think that something like that could
happen to you.”

Maladaptive Coping

Avoidance Coping.—Caregivers avoided the child’s diagnosis and treatment by hiding
the diagnosis from the child (e.g., “... we have not had those conversations.”), not using the
word “cancer,” (e.g., “We don’t use the ‘C’ word.”), avoiding organizations and materials
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related to the child’s diagnosis, and terminating activities that prompt thoughts of the
diagnosis or activities that have become difficult because of the diagnosis (e.g., “A lot of
peaple try to bring her old videos, pictures. She doesn’t want to look at it.”).

Other.—Other maladaptive coping strategies included self-blame (e.g., “What did | do
wrong as a parent?”’), anger, and rumination (e.g., “I stay up literally, some nights,
sometimes | won’t sleep for 2 days just sitting up thinking what happened.”).

When comparing families who endorsed any maladaptive coping strategies to those who did
not, we see no significantly significant difference in demographic characteristics (Table 6).
There was no difference in the use of maladaptive coping strategies among caregivers based
on their child’s tumor histology (i.e., benign or malignant tumor), or preoperative
neurological status. Finally, there was no significant difference in level of distress among
participants who did and did not endorse the use of avoidant coping.

Discussion

This mixed-methods study examined the coping strategies that caregivers of children
diagnosed with and surgically treated for a brain tumor utilized within the first two months
after diagnosis. Our results indicate that these caregivers use a variety of coping strategies,
as well as employ multiple coping strategies. In particular, most caregivers utilized active,
emotion-focused, and spiritual coping as adaptive coping mechanisms. Avoidance coping
was the most commonly used maladaptive coping strategy.

The most commonly endorsed coping strategy was active coping, with the most commonly
reported mechanism being information seeking. This finding confirms other research that
has suggested that there is a need for systematic provision of specific information for
caregivers. In a quantitative, longitudinal study of parental coping in the context of a child’s
diagnosis with an embryonal tumor, results indicated that at the time of diagnosis parents
were most likely to utilize approach coping responses (directly addressing the stressor and
attempting to make change through action), with the most common methods being seeking
support, guidance, and information.16

In the present study, the second most commonly reported coping mechanism was emotion-
focused coping, which included crying, staying strong in front of family, using the strength
of the patient as a source of support, and talking about feelings related to the child’s
diagnosis and treatment. This finding corroborates previous findings that mothers caring for
a child with a brain tumor drew strength from their love for their children and the
responsibility of being a mother.18 In this study, maintaining a positive attitude was viewed
as a responsibility of being a mother.

Similar to prior findings, social support was an important factor in coping in our sample.
Specifically, most participants (91%) sought emotional support from their friends and
families. A smaller group of caregivers sought informational or instrumental/practical
support from others. Importantly, many caregivers indicated that relationships with other
caregivers in the hospital with children with similar medical conditions contributed to their
ability to cope. Previous research supports the importance of social support in bolstering
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adaptive coping by promoting self-esteem and confidence.13 Further, individuals with
supportive friends and families tend to engage in more active coping strategies.!! These
results support the systematic assessment of a family’s social support network, as this may
be an important resource to promote adaptive coping with the diagnosis.

We found no association between the presence of maladaptive coping strategies and
demographic characteristics, tumor histology, or level of distress in this sample. Previous
studies have shown that maladaptive coping can be related to negative psychological
diagnoses and mood disturbance.1521 Therefore, it is important to assess coping skills in
those at risk for maladaptive coping. Our findings show no variables significantly associated
with maladaptive coping. We would thus argue that risk stratification is not possible, and
that all families should be assessed for and educated about coping strategies. If families are
utilizing maladaptive coping strategies like avoidance, it may be beneficial for them to be
referred to a mental health provider to help support the development and use of more
adaptive coping strategies for the promotion of more positive adjustment.

This study has the following limitations. First, most interviews were conducted during clinic
visits, but two were conducted via telephone. Phone interviews did not allow the interviewer
to observe or display nonverbal communication, which could have potentially made these
interviews less personal or comprehensive. In-person interviews were conducted in
neurosurgery or oncology clinic rooms, which may have drawn up memories and emotions
that were not necessarily accessed by caregivers during phone interviews. Second, the
patient was present and/or participated in some of the semistructured interviews with
caregivers (n = 8, 36%). A caregiver with a child in the room may not have been as candid
about the challenges they have faced as a caregiver alone, especially considering the many
caregivers interviewed who shared that they make efforts to stay strong and not show
difficult emotions in front of their child. However, patients present in the room were either
younger than 2 years old (n = 3) or were teens who wanted to contribute to the conversation
and share insights about their experiences. Post hoc analysis shows no difference in
reporting maladaptive coping strategies among caregivers whose children were or were not
present during interviews (Table 6). Third, interviews addressed only parent coping and did
not cover topics related to child coping mechanisms. While parent coping can influence
child coping, it is important to uniquely assess for child coping, as a parent may not be
completely aware of a child’s primary coping mechanisms. Lastly, most of the caregivers
interviewed (77%) had a child who was diagnosed with a malignant brain tumor. Treatment
of a child’s brain cancer presents new challenges and prolonged physical, practical,
emotional, and financial stress on a family. Coping resources may be utilized differently in
the first month of treatment than they are during the first month after surgery alone.
However, there was no difference in the report of maladaptive coping strategies among
caregivers of children with benign or malignant tumor histology.

It will be helpful for providers to more deeply understand the experience of caregivers
whose children have recently undergone brain tumor resection and the strategies used to
cope with the stress of the first two months postsurgery. Understanding how caregivers cope
is the first step in identifying those using maladaptive strategies. Information regarding what
groups utilized adaptive coping mechanisms and what specific strategies were most useful
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can be used as a framework assisting caregivers endorsing maladaptive coping develop
adaptive coping strategies. Results from the present study support the need to screen all
families for distress and coping resources, regardless of treatment or demographic
characteristics.

Future analyses are needed to determine the relationship between initial caregiver coping
strategies and adjustment, and child age, medical information, and/or demographic
characteristics of caregivers.
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TABLE 1.

Excerpt from interview guide

Question

People respond stress in many different ways. How did you cope with the news of your child’s tumor?

Probes

Did you reach out to family members and friends?

Did you need help with chores or other responsibilities?
Did you search for information [online]?

Did you ask the doctors a lot of questions?

Did you keep to yourself?

Did you feel overwhelmed?

Did you turn to your faith?

Did you access support online?
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Total Sample (n = 40)

Interview Subset (n = 22)

No Interview (n = 18)

Interview vs No
Interview p Value

Variable
Parent’s sex 0.48
Male 7(18) 3(14) 4(22)
Female 33(82) 19 (86) 14 (78)
Marital status 0.11
Single 9(22) 7(32) 2 (11)
Married 26 (65) 14 (64) 12 (67)
Divorced 5(12) 1(5) 4(22)
Parent education 0.59
Less than high school 5(12) 2(9) 3(17)
High school 6 (15) 4 (18) 2(11)
Started college 8 (20) 6 (27) 2(11)
Finished college 13 (32) 6 (27) 7 (39)
Started graduate school 1(2) 0 (0) 1(6)
Completed graduate school 7 (18) 4 (18) 3(17)
Child’s sex 0.25
Male 25 (62) 12 (55) 13 (72)
Female 15 (38) 10 (45) 5(28)
Tumor histology 0.03
Benign 15 (38) 5(23) 10 (56)
Malignant 25 (62) 17 (77) 8 (44)
Neurological status 0.61
No deficits or seizures 20 (50) 10 (45) 10 (56)
Mild deficits 9(22) 5(23) 4(22)
Moderate deficits 9(2) 5(23) 4 (22)
Severe deficits 2 (5) 2(9) 0 (0)
Mean age of children, yrs 7.55 (5.83) 8.09 (5.94) 6.89 (5.80) 0.26
DT score 7.20 (2.57) 6.77 (2.78) 7.72(2.27) 0.25

Values are presented as the number of patients (%) unless stated otherwise. Mean values are presented as the mean (SD).
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TABLE 3.

Definitions of coping styles

Coping Style

Definition

Adaptive coping strategies

Effective ways of reducing stress that are beneficial to the user and can be maintained over time.

Active coping

Increasing awareness of the stressor, changing the way that one thinks about the stressor, and taking steps
toward reducing stress by utilizing one’s own resources.

Acceptance coping

Willingness to acknowledge the stressor and tolerate a difficult situation.

Emotion-focused coping

Managing the emotions associated with the stressor.

Coping through social
support

Emotional support, informational support, and instrumental support. Emotional support refers to the offering
of empathy and compassion. Informational support refers to offering help through the provision of
information. Instrumental support includes providing assistance to others through direct actions.

Spiritual coping

Relying on religious beliefs, practices, and community to manage a stressor.

Posttraumatic growth

Positive change as a result of adversity or a traumatic life event.

Maladaptive coping strategies

Mechanisms that are nonconstructive, are not effective over time, and ultimately increase stress.

Avoidance coping

Thinking and acting in ways that will prevent an individual from having to confront a stressor. Emotional
avoidant coping includes neglecting to confront or acknowledge the feelings surrounding a stressor or the
stressor itself, and active avoidance is defined as taking steps to hide the reality of a stressor from one’s self
or others.

Other types of maladaptive
coping

Rumination (repeatedly focusing attention on a stressor without the ability to problem solve or think of other
things), self-blame, and anger.

J Neurosurg Pediatr. Author manuscript; available in PMC 2020 January 06.




1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuen Joyiny

Cutillo et al.

Page 14

TABLE 4.

Quotations of participants illustrating coping domains

Adaptive coping
mechanisms

Active coping

boundary setting

Celebrating
small victories

Planning

Acceptance
coping

Emotion-
focused coping

Crying

Staying
strong in front of
family

Information “So it’s a, it’s a roller coaster of emotion but for the most part I’ve been, ‘What do we need to do? Where do we need to
seeking be?” And then just read, read, read whatever | can find out, whatever information because I feel like whatever | know, |
can ask for.” (mother of a 9-yr-old boy treated w/ surgery only)
“I"ve done a lot of research on my own just about kind of what to expect....It’s hard to know, because, there’s not a lot of
exact information, or concrete.” (mother of a 12-yr-old boy treated w/ surgery)
“l want to be able to converse with the doctors. | feel like, the more knowledge you have, the more you can meet with
that person and be able to talk and discuss.” (mother of an 11-yr-old boy treated w/ surgery, chemo, & RT)
Maintaining “We’re not stopping life because [patient] is sick.” (mother of an 8-yr-old girl treated w/ surgery)
normalcy
“Things need to get back to as normal as they can be. You know, stop bringing toys every time you come. Just visit him.”
(mother of a 6-yr-old boy treated w/ surgery & chemo)
“Let them continue to do things that they enjoy. And that gives them hope and it keeps them—that’s their normal. That
gives them a place to go.” (mother of an 11-yr-old boy treated w/ surgery, chemo, & RT)
Self-care/ “Sometimes | just need a little space.” (mother of an 8-yr-old girl treated w/ surgery only)

“As far as the breaks, it really makes a difference. There has been days where I’m really standoffish from [patient] ‘cause
1 don’t want him to feel that I’m upset? Like, it’s gotten better as the time’s went on, but I still have my days.” (mother
of an infant boy treated w/ surgery)

“It’s a long road but we’re going to there and...the distance ahead looks so much longer if you don’t you know, celebrate
those little [victories] here and there.” (mother of a 9-yr-old boy treated w/ surgery)

“So we are finally seeing a lot of good changes for him...you know, he’s coming back each week for his blood work and
things like that.” (mother of a 9-yr-old boy treated w/ surgery) “I1t’s been a journey, and | think God that it has been an
easy one because like I said, we have met some people and I’'m just like, ‘Lord, please help them.”” (mother of an 11-yr-
old boy treated w/ chemo & multiple surgeries)

“He explained it like the alphabet. He said, ‘We’re at letter A. And we’re not gonna talk about C, D, E, F, or Z until we
get past A. And that was a very, like...in that moment that was very easy for me to think, ‘Okay, | need to focus on A’
....And so that was probably, of every bit of information I got, that was probably the most beneficial to me.” (mother of a
12-yr-old boy treated w/ surgery)

“I guess mostly it was just like, “Well, let’s go!” Like, there wasn’t time to really process anything, like for me it was like
| can’t really process this right now, | just know we are going to Birmingham, we are having surgery, we gotta let
everybody know what is going on.” (mother of a 13-yr-old girl treated w/ surgery)

“That’s kind of what I’ve tried to do through this whole experience is focus on what we’re dealing with [one day at a
time]—and not it’s more of a week. Like focus on what we’re doing this week.” (mother of a 12-yr-old boy treated w/
surgery only)

“It’s like, you have to accept—you can’t do anything about it. So, do you just mourn and do you just mope and, you
know, live that way? Or do you pull yourself together for her?” (mother of a 17-yr-old girl treated w/ surgery & chemo)

“And it’s okay to fall apart. | thought, ‘Oh we have to be smiling and everything has to be okay.’....You can’t keep that
up.” (mother of a 13-yr-old boy treated w/ surgery only) “I cry in the shower and it’s over and done with and I, I’'m ready
to face whatever comes next.” (mother of a 12-yr-old boy treated w/ surgery only)

“l don’t cry around her, | try not to anyway. | think | did one time at church and then she started crying. So she’ll cry if |
cry.” (mother of an 8-yr-old girl treated w/)

“He in his own little way, he walked away and he shed his tears but he came in, because he didn’t want her to see that he
was upset about it.” (mother of a 13-yr-old girl treated w/ RT & multiple surgeries)

“You don’t cry in front of your kids if you can help it. Because you don’t want them to be scared.” (mother of a 1-yr-old
girl treated w/ surgery and RT)

“I don’t want to break down in front of him, you know, because he needs someone to be strong for him.” (mother of a 9-
yr-old boy treated w/ surgery)
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“The thought of her coming home with me was more important than breaking down over what was going on with her.”
(mother of a 1-yr-old girl treated w/ chemo, RT, & multiple surgeries)

“When they would take him to surgery, you know, | had 8 hours to fall apart....By the time he was out, | would have had
my cry over and | would have my ‘mom face’ on again. And so | would just do it that way, you know. | would just—
when he would be away or when I would get in the, you know...he would be asleep and | would take a shower.” (mother
of a 12-yr-old boy treated w/ surgery)

“1 would allow myself one fall apart a day.” (mother of a 12-yr-old boy treated w/ surgery)

“She is also my, my coping mechanism.” (mother of a 13-yr-old girl treated w/ RT & multiple surgeries)

“[Patient] said, “Well, I kind of understand a little bit, but um, God’s going to take care of me and the doctors are going
to do what they...know how to do, and me worrying is not going to make it any better and change it.” And we just started
crying because we didn’t, we were like, we’re still learning those things, like, as adults we’re still learning.” (mother of a
9-yr-old boy treated w/ surgery)

IIh

“I had to get it together because he was like, ‘Mama, they have to get it out, then let’s do it.
boy treated w/ chemo & multiple surgeries)

(mother of an 11-yr-old

“We did really good because [patient] was so strong.” (mother of 17-yr-old girl treated w/ surgery & chemo)

“I’m like, ‘Okay. We’re gonna have one time a day where we just let everything out that we’re feeling. And we have a
big cry, let it out, and then we’ll be good.”...Like, there were days that he would say ‘Mom, | just need to cry.” And so
we would sit there and we would cry and we would talk about what we were feeling and then he would be like, and we
would do that for as long as he needed, which would usually be 10 or 15 minutes, and then he’d be like, ‘Alright, I’'m
okay now.”” (mother of a 12-yr-old boy treated w/ surgery only)

“We’ve let him know that if he needs to talk about something... you know, and we talk to him...usually at bed time,
‘cause that’s usually more relaxed, you know, non, I guess, confrontational type conversation that you can have. Just
hanging out.” (mother of an 8-yr-old boy treated w/ multiple surgerfes)

“We live in a small town and our—my work family—our community came together. Our ball family, | mean, our
community came together and came and prayed with us.” (mother of an 11-yr-old boy treated w/ surgery, chemo, & RT)

“We had people we’ve never met before come up here and support us and pray for us and we had thousands of people
praying for him...through social media, through other people’s church.” (mother of an infant boy treated w/ surgery,
chemo, & RT)

“You get such an informal support network anyways with the parents you see out in the waiting room.” (mother of a 17-
yr-oldgirl treated w/ chemo & multiple surgeries)

“Everybody gave me information. So if there was a question that | didn’t think to ask of, | knew I could call them or
email and, you know. So | felt very supported.” (mother of a 12-yr-old boy treated w/ surgery)

“We have some friends who are going through the same thing at the same time as us. So...we kind of bounce some
things off.” (mother of an 8-yr-old boy treated w/ multiple surgeries)

“Grandparents are there, my sister, aunts, uncles, everyone has pitched in to help out with, um, I mean even friends, their
friends, like [sibling] ‘s volleyball team...every one has been great down there and helped out.” (mother of a 9-yr-old
boy treated w/ surgery)

“I tell people just keep believing in God, keep praying, keep reading the Bible, and God will do what He got to do. If it’s
not their time, He’s not gonna take them. But if it is, we can’t blame Him.” (mother of a 1-yr-old girl treated w/ RT &
multiple surgeries)

“We givin’ it to God and letting Him handle this with us.” (mother of a 13-yr-old girl treated w/ RT & multiple surgeries)

“God really showed me who He was. So | was like, “Why me?” in the beginning....And then, when you look at the
beauty of everything and how he made it out of every surgery.” (mother of an infant boy treated w/ RT, chemo, &
multiple surgeries)

“The doctor can tell you anything, but the Lord, He can turn it all around. You just, you mean, you know you just got to
be strong, you got to have faith. Yep, you got to believe.” (mother of a 7-yr-old boy treated w/ surgery)

“Everybody prays when they feel like they don’t have any other options....When | thought things were the worst, |
prayed to everybody that, everybody and everything that | could think of.” (mother of a 2-yr-old boy treated w/ chemo &
multiple surgeries)

“You appreciate life more, better than, you know. You never think that something like that could happen to you.” (mother
of an infant boy treated w/ surgery, chemo, & RT)

“Now | understand. It’s to help me be stronger, to help me be better. As a person, as a mother, as a church member, as a
friend. It helped me mature.” (mother of an infant boy treated w/ surgery, chemo, & RT)
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“No one’s even said, to this point, well, ‘It’s cancer, it’s spread.” We have not had those conversations.” (mother of an 8-
yr-old girl treated w/ surgery)

“All the doctors knew that we didn’t say anything about cancer or, when it first happened. We didn’t say anything about
the cancer, we were just saying ‘the mass.”” (mother of an 11-yr-old boy treated w/ chemo & multiple surgeries)

“We never used the word ‘prognosis,” ‘cause we kind of knew about this cancer, but then last week we kind of asked
about what kind of outlook for her.” (mother of a 17-yr-old girl treated w/ surgery & chemo)

“We don’t use the ‘C word. Don’t use the ‘C word. That’s...that’s a no-no.... I’m very surprised that at Children’s
Hospital, they use the ‘C word.” (mother of an 11-yr-old boy treated w/ surgery, chemo, & RT)

“I was like, okay. If this is the type of tumor they say she havin’, that means only have this amount of time. That was just
unacceptable.” “A lot of people try to bring her old videos, pictures.... She doesn’t want to look at it.”” (mother of an 8-
yr-old girl treated w/ surgery)

“He kind of had an episode, you know, kind of got a little freaked out about it. And we kind of joked with him and tried
to turn it around...we kind of made a joke about it to kind of get it.” (mother of an 11-yr-old boy treated w/ surgery,
chemo, & RT)

“| stay up literally, some nights, sometimes | won’t sleep for 2 days just sitting up thinking what happened.” (mother of a
1-yr-old girl treated w/ chemo, RT, & multiple surgeries)

“I was saying, “Why my baby? What happened? What did | do wrong as a parent? Where did this come from?” (mother
of an 11-yr-old boy treated w/ chemo & multiple surgeries)

“l get mad. | getill. It just eats at me to where | don’t want to. | just get away from everybody.” (mother of an 11-yr-old
boy treated w/ surgery, chemo, & RT)

Chemo = chemotherapy; RT = radiation therapy.
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TABLE 5.

Coping mechanisms used by caregivers of children with brain tumors

Coping Domain No. of Caregivers | %
Adaptive coping mechanisms
Active coping 21 95
Information seeking 20 91
Planning 7 32
Celebrating small victories 17 77
Relaxation/mindfulness 2 9
Self-care/boundary setting 5 23
Distraction/staying busy 5 23
Maintaining normalcy 5 23
Acceptance coping 1 5
Emotion-focused coping 20 91
Social support 20 91
Emotional support 20 91
Informational support 4 18
Instrumental support 5 23
Spiritual coping 17 77
Posttraumatic growth 5 23
Maladaptive coping mechanisms
Avoidance coping 14 64
Emotional avoidance 9 41
Active avoidance 13 59
Other maladaptive coping 3 14
Rumination 1 5
Self-blame 1 5
Anger 1 5

A mean of 4.59 (SD 1.56; range 2—-7) strategies per caregiver were used.
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TABLE 6.

Differences among participants who used or did not use maladaptive coping strategies

Maladaptive Coping (n = 15) | No Maladaptive Coping(n=7) | p Value
Variable
Parent’s sex 0.16
Male 1(7) 2(29)
Female 14 (93) 5(71)
Marital status 0.63
Single 4(27) 3(43)
Married 10 (67) 4 (57)
Divorced 1(7) 0 (0)
Parent education 0.36
Less than high school 2 (13) 0 (0)
High school 4(27) 0 (0)
Started college 3(20) 3(43)
Finished college 4(27) 2 (29)
Started graduate school 0 (0) 0 (0)
Completed graduate school 2(13) 2(29)
Child’s sex 0.45
Male 9 (60) 3(43)
Female 6 (40) 4 (57)
Tumor histology 0.66
Benign 12 5
Malignant 3 2
Neurological status * 0.37
No deficits or seizures 7(47) 3(43)
Mild deficits 2 (13) 3(43)
Moderate deficits 4(27) 1(14)
Severe deficits 2 (13) 0 (0)
Patient present during interview ™
Yes 5 3 0.67
No 10 4
Mean age of children, yrs 8.33 (5.55) 7.57 (7.16) 0.79
Mean DT score 7.27 (2.19) 5.71 (3.73) 0.34

Values are presented as the number of participants (%) unless stated otherwise. Mean values are presented as the mean (SD).

*
Post hoc analysis.

J Neurosurg Pediatr. Author manuscript; available in PMC 2020 January 06.




	Abstract
	Methods
	Participants
	Procedures
	Data Analysis

	Results
	Adaptive Coping Mechanisms
	Active Coping.
	Acceptance Coping.
	Emotion-Focused Coping.
	Coping Through Social Support.
	Spiritual Coping.
	Posttraumatic Growth.

	Maladaptive Coping
	Avoidance Coping.
	Other.


	Discussion
	References
	TABLE 1.
	TABLE 2.
	TABLE 3.
	TABLE 4.
	TABLE 5.
	TABLE 6.

