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Abstract

Context: With advances in treatments that have resulted in children living longer with serious
illness, it is essential to understand how parents adapt to changes during the final stages of their
child’s life or after their child’s death.

Objective: To examine the process by which parents adapt to their child’s serious illness and
death among a group of non-bereaved and bereaved parents of adolescents and young adults
(AYAs) with advanced cancer.

Methods: Qualitative study exploring the experiences of parents of AYAs who were being treated
for recurrent or refractory advanced cancer (non-bereaved parents) or had died from their disease
(bereaved parents) at one large academic center. Participants completed demographic surveys

and semi-structured interviews to better understand parent adaptation. Data were analyzed using
content and thematic approaches.

Results: Of the 37 participating parents; 22 (59%) were non-bereaved and 15 (41%) were
bereaved. The AYAs predominantly had hematologic malignancies (n=18/34, 53%). Across both
cohorts, parents described the process of adapting to their child’s worsening health or death as
moments of feeling stuck and moments of gratitude and meaning.

Conclusion: Adaptation to a child’s serious illness and death likely occurs on a dynamic
spectrum and parents may oscillate both cognitively and emotionally. This has important
implications for how clinicians and communities support parents. Greater comfort with and
normalization of the adaptation process may enable parents to more openly share both the
unimaginable hardships and unexpected silver-linings that are part of their parenting experiences
during their child’s illness and death.

Keywords
parents; grief and bereavement; pediatric; adolescents and young adults; cancer

Introduction

Advances in medical care have resulted in children living longer with serious illness and
dying after receiving intensive therapy for their disease.l Adolescents and young adults
(AYAs) with advanced cancer often receive therapies such as stem cell transplant and
immunotherapy, yet little is known about the lived experience of these patients and their
families.2> As families, and especially parents, provide the essential support, caregiving,
and advocacy these children need during these intensive treatments, it is imperative to
understand how they can be supported.® Parents also have to live with the events their child
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experienced and the decisions that they made as parents after their child’s death.”8 Even
for children who survive, parents often question decisions made, especially if there are late
effects of treatment.®

Important work has been conducted to understand the experiences of parents of seriously
ill children during the final stages of their child’s illness and in bereavement, yet our
understanding is limited by the scope and constructs of these studies.19 Historically,
frameworks for parental emotional responses to their child’s serious illness and death

have focused on dualistic models, where parents are either in states of grief and distress

or acceptance and resolution.11.12 For example, studies on anticipatory grief among
parents with children undergoing cancer treatment suggest sustained unease, helplessness,
uncertainty, and lack of peace in parents during this process.13-15 Similarly, studies in
bereaved parents suggest that they struggle with grief-related separation distress after their
child’s death along with complicated/prolonged grief and regret.”6 In contrast, studies on
parental acceptance and resolution suggest that parents’ ability to focus on their roles as
good parents, harness resilience resources, and be there for their child can bolster positive
coping and post-traumatic growth after their child’s death.17-20

Although this work has broadened our understanding of how parents respond to their child’s
serious illness and end of life, the binary model of grief and acceptance is limited, and there
is a need to more deeply explore parent experiences. The aim of this study was to examine
the process by which parents adapt to their child’s serious illness and death among a group
of non-bereaved and bereaved parents of AYAs with advanced cancer. In this study, we used
the term adapt to represent the process by which changes occur over time and with new
circumstances.

The “Exploring the Concept of ‘a Good Death™ qualitative study was designed to gather
perspectives about how to improve end of life care for AYAs with cancer and their families.
It included four stakeholder cohorts: healthcare providers, AYAs, non-bereaved parents, and
bereaved parents. Participants in this analysis included both non-bereaved and bereaved
parents to explore the spectrum of experiences among these groups. Study methods have
been detailed previously and are briefly described here.® Eligible participants were English-
speaking parents or legal guardians of AYAs between the ages of 14-25 years treated at
Seattle Children’s Hospital who received treatment for advanced cancer (non-bereaved) or
bereaved parents of AYAs who had died from advanced cancer =18 months prior. Advanced
cancer was defined by the AYA meeting =1 of the following criteria: 1) relapsed or recurrent
disease following initial treatment; 2) refractory disease; 3) eligibility for a phase 1 trial; 4)
enrollment in hospice or receiving palliative care; or 5) patients with <50% likelihood of
long-term survival as judged by the treating oncologist. Non-bereaved parents were enrolled
between December 2017-July 2018 and bereaved parents were enrolled between September
2015-April 2017. Parents completed a brief demographic survey and a 60-minute (range 24—
137 minutes) semi-structured interview in-person or by phone exploring their perspectives
about decision-making, worries, and strengths/supports during their child’s illness and/or

in bereavement (see Interview Guide Supplement 1). Two sets of bereaved parents were
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interviewed as a couple. Two additional bereaved parents completed separate interviews but
were parents of the same child. Additional demographic information including the child’s
age, gender, advanced cancer type, and date of death (if applicable) were extracted from the
child’s health record. The Seattle Children’s Hospital Institutional Review Board approved
this study.

Following the Standards for Reporting Qualitative Research (SRQR) guidelines?L, the study
team included physician-researchers with training in palliative care (JFB, AT, ARR), critical
care (JK), and pediatric oncology (MT, ARR) as well as a social worker and behavioral
scientist with expertise in parental grief (LW) and a health services investigator with
expertise in qualitative research (KSB). Interviews were conducted by two study team
members (ARR, who may also have previously taken care of families in her role as a clinical
oncologist, and KSB, who had no clinical contact with any of the families). Interviews were
audio-recorded, transcribed verbatim, de-identified, and entered into Dedoose®© software??
for analysis. We used directed content analysis?3 for development of the initial codebook
and coding structure. All primary and secondary coding was completed by one of three
authors (JFB or AT for non-bereaved parents and JK, MT, or JFB for bereaved parents).
Adjudication was led by a qualitative expert (KSB) during regular study discussions among
the full coding team until agreement was reached.

After coding was complete, a combination of content and thematic analysis was used to
analyze data.2324 Specifically, themes were derived both inductively and deductively from
established constructs of experiences of parents of seriously ill children including grief and
resilience scaffolds.2>26 These scaffolds were then used to group excerpts from relevant
codes by two study members (JFB and AT) for in-depth analysis. Themes were iteratively
grouped and then re-grouped to form topics related to parental experiences. Data were also
analyzed between non-bereaved and bereaved parent groups as well as across the responses
from individual parent participants to more deeply explore topics. Additionally, data were
analyzed based on whether parents were early (< 2 years) or late (> 2 years), since their
child’s diagnosis (for non-bereaved parents) or death (for bereaved parents). Subsequently,
data were presented to the entire study team to iteratively review data analysis, areas of
disagreement, and to come to consensus regarding data interpretation.

Demographics

A total of 37 parents participated of which 22 (59%) were non-bereaved and 15 (41%) were
bereaved at the time of interview. An additional 3 parents consented (2 non-bereaved and

1 bereaved) but did not subsequently complete interviews and 9 bereaved parents declined
study participation. Parents were a median age of 47 years old [IQR 45-52] and the majority
were female (n=29, 78%). Parents’ AYA children (N=34) were a median of 17 years old
[IQR 15-19] either at the time when their parent was interviewed (non-bereaved parents)

or when they had died (bereaved parents). About half (n=18, 53%) were female and had
primary hematologic malignancies (n=18, 53%). Four parents had children with central
nervous system tumors (12%) and 12 with non-central nervous system solid tumors (35%).
Additionally, non-bereaved parents were a median of 2.5 years from their child’s diagnosis
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[IQR 1-6] and bereaved parents were a median of 2 years from their child’s death [IQR
1.8-3.4]. Other parent and AYA demographics are shown in Table 1.

Qualitative Findings

Parents described a spectrum of adaptation experiences as they navigated topics including
control, meaning, acceptance, support, and hope. These topics are described in detail

below, with additional representative excerpts shown in Table 2. There were no differences
identified when data were grouped according to whether the parent was bereaved or non-
bereaved and whether the parent was early or late in the time since their child’s diagnosis or
death.

Control: From guilt and feeling helpless to empowerment by recognizing their
locus of control—Regarding control, parents described a wide array of thoughts and
perspectives. Some parents described feeling at fault for their child’s worsening health
because they wondered if they could have prevented their child’s illness with different
treatment choices. Similarly, many expressed a worry that they did ‘something wrong’ that
contributed to the cancer returning.

Sometimes the hard thing is not knowing why it happened and why she relapsed.
And we question why it was back and if we could avoid that, if there’s something
we could have done. (Non-bereaved Parent 2)

Other parents discussed how relinquishing control enabled them to worry less about what
would happen to their child or why their child did not survive. Many parents discussed
focusing on the “moment’ and taking things ‘one hour at a time’ to ease worries.

Don’t worry about what happens next, don’t worry about how hard this might
change things, because you are not in control, you may think you are in control, but
you are not. (Non-bereaved Parent 3)

Meaning: From senselessness to gratitude and meaning-making—Many parents
described the senselessness of their child’s illness and how far removed it felt from society’s
conception of loss.

I think that when a child dies, there’s nothing that you’re looking at that feels like
opportunity.... when an adult dies, there’s a lot of opportunity for learning and
growth. And this is, you know, it’s growth but it’s forced growth and it’s growth
that is isolating and it’s growth that is un-talked about and it’s secret and it’s dark,
and it’s unrecognized in our society. (Bereaved Parent 27)

Some parents felt completely submerged in the senseless loss of their child such that
nothing felt helpful to them. Other parents shared how the experience allowed them to find
meaningful connection with other people, gratitude, and new appreciation for the ‘smallest
things’ in life.

That kid was sent here to teach me love. Unconditional love. That’s what 1’ve
realized since he’s passed. He was here to teach me that and | didn’t have anybody
to love me like that before that — unconditionally. (Bereaved Parent 26)
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Acceptance: From denial and questioning to acknowledging and moving
forward—Parents described diverse perspectives about accepting their child’s illness and
death. Many parents described the push and pull of trying to accept the severity of their
child’s illness or death in a ‘matter of fact’ way while also rallying against it with anger or
sadness. Parents also described how they avoided thinking about their child’s illness and/or
death to help them cope. Many parents described the importance of not looking too far
ahead, particularly if they were concerned that time with their child was limited.

Today, what are you going to focus on? The answer is, you’re going to focus on
today. Just today. And get through today. | try to practice what | preach. | do have
concerns for her, but then again just going day-by-day. (Non-bereaved Parent 17)

Living in the moment helped parents to limit worries about the ‘what ifs” while also
bolstering feelings of acceptance. Many parents described focusing on quality time with
their child or on the positive moments of their child’s life prior to their death.

Some parents also recalled repeatedly experiencing denial, questioning, and anger in regard
to their child’s disease. Many wanted to know why their child was relapsing or why
treatments weren’t working. Others wanted to accept their child’s death — but felt that they
never would.

Some of us have strength in our minds and others don’t. Some accept the reality
and others do not want to accept it. | mention this because in my case, | found it
very difficult. For me, | didn’t want to accept that she was going to die. But just the
same, | knew it was going to happen. And emotionally, I thought it was going to
take me to a point where | was going to just give up. (Bereaved Parents 31+32)

Support: From isolation to strength from connection—The majority of parents
described how important support was during the many difficult experiences they had as
parents. Some parents recalled support from clinicians who acknowledged their struggle and
encouraged them. Others gained support from other parents of children with cancer going
through similar experiences, colleagues at work, or family and friends in their community.

[Another parent of a child with cancer] found out about [my child’s] relapse, so she
was sending me encouragement which was pretty neat ‘cause... they’re the ones
that really understand what this walk is like when they’re walking the same path.
(Non-bereaved Parent 21)

Some parents also described times of wanting to be alone to process their feelings and
experiences. Others experienced a sense of isolation during their child’s illness or after their
child died.

I think it’s this huge ironman marathon and someone’s running this marathon. And
if you’re running a marathon all by yourself and you have no one, there’s no one

in sight and you’re running this marathon and you don’t even know where the

end is. You don’t even know where the finish line is, you’re just running... | just
don’t understand if you don’t have anyone helping you, what’s the point of running
it and how is someone doing it all by themselves? | don’t think it’s possible.
(Non-bereaved Parent 17)
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Hope: From feeling lost to trusting the outcome—Although some parents described
feelings of hopelessness when they realized their child would likely die, other parents
expressed more consistent feelings of hopefulness regardless of their child’s prognosis.
Parents often portrayed their faith and spirituality as a way to maintain and strengthen their
hope. Sometimes this hope was focused on miracles or new treatments, while at other times,
parents focused on things beyond their child’s remission or survival. Parents sometimes
expressed simultaneous feelings of hopefulness that their child’s health would improve,
while preparing themselves if their child’s health declined.

We’re always hopeful, we never lose hope. There’s always finding the silver-lining
in anything. (Non-bereaved Parent 17)

Adaptation as a Process of Oscillation

Within interviews, both non-bereaved and bereaved parents described oscillations in their
adaptation. These included stuck moments and times of finding the silver-lining in their
experiences. Specifically, when the content of excerpts was evaluated across individual
participants, >80% (n=30/37) of parents described oscillations in their experiences (i.e.,
feeling lost to finding hope and trusting the outcome). This was exemplified by some parents
who within the same interview, oscillated in their description of how they were adapting to
their child’s illness or to their child’s death. For example, some parents described their lack
of acceptance and also their appreciation for the “awesome” days. Other parents discussed
having “ridiculously” hard days while also always having “a million good things to a few
bad things.” Examples from the same parent demonstrating these scattered oscillations are
shown in Table 3.

Parents also expressed the need to be able to openly show the full spectrum of their
vacillating feelings, concerns, and experiences. Parents wanted to share this with their
child’s clinicians, with other parents, and within their communities. Parents described the
importance of shedding expectations about being strong and positive all the time. Rather,
parents wanted to show ‘vulnerability’ to shift expectations about what is considered
resilient and courageous during these experiences. Parents wanted to be supported and
encouraged to share their feelings in an effort to foster transparency and awareness about
their experiences.

You [need to have] the community support to be able to make things happen and
stay present for [your child]. And I feel like that really ties into... community and
support and all that comes with that.... and vulnerability. Defining what is strong
and what is courageous. And just, you know, shifting the paradigm... and that
paradigm also being that the parents need to be taken care of. (Bereaved Parent 24)

I just really openly share about how painful things are and parents should be
allowed to grieve. (Bereaved Parent 37)

Discussion

In this qualitative study of both non-bereaved and bereaved parents of AYAs with advanced
cancer, parents described the process of adapting to their child’s serious illness and
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death. The majority of parents described experiences of devastation, denial, senselessness,
and anger as well as meaning-making, growth, and gratitude. Parents also expressed the
importance of being able to openly share the full range of their experiences and the

need to shift expectations about how parents should feel and behave during these difficult
experiences. Additionally, parents wanted to openly express moments of hardship and the
need for support during their child’s serious illness and after their child’s death.

Recognizing and supporting parent well-being is an established standard of pediatric
oncology psychosocial care.18:27-29 parent well-being is essential to the care of both

the child and family — as distressed parents are less able to care for their children or
themselves.18 This is particularly important in the advanced cancer setting, where 1 of 7
parents have been found to be highly distressed.3 To better support parents, it is imperative
that we gain additional understanding about how parents navigate the process of adapting
when their child has a serious illness or dies.3!

This study suggests that parents can have perspectives and experiences that seem conflicting,
sometimes simultaneously, in the process of adapting to their child’s illness or death. This
suggests that when parents exhibit signs that they are ‘doing well,” they may also be
struggling and vice versa. Indeed, these experiences are not a duality, but rather often

consist of simultaneous and competing feelings and rational thoughts. Instead of considering
parents’ reactions to their child’s illness and death as either “positive’ or ‘negative’,
clinicians and communities might serve them better by considering these responses as
multitudes of valid experiences and emotions. Similarly, rather than being defined by a
single moment in time, clinicians and communities may need to consider parent experiences
as a complex process where swings and cycles are expected and normalized.

This study has important implications for the care of parents during their child’s serious
illness and after their child’s death. Specifically, these findings suggest that there are ways
for clinicians to better understand and respond to parents’ experiences. When clinicians
hear parents expressing emotions of regret, denial, or anger — it is important to understand
that for them, this is just one moment in time and may not represent the full picture

of their understanding. Furthermore, these expressions may not represent understanding
at all, but rather, may be the expression of regret, denial, or anger as grief coping
mechanisms. Similarly, when clinicians hear gratitude, resilience, and meaning-making —
they should not expect parents to remain in that constructive, positive mental space all the
time. Understanding and expecting oscillations as parents adapt provides an opportunity
to improve communication and enhance support for parents.32 Recognizing that strong
emotions will come up often, clinicians can respond to parents with empathy, using

both silence and statements that acknowledge and normalize parents’ emotion in that
moment.33-35 When parents appear angry or upset, clinicians can proceed non-defensively
by validating parents’ reactions and respecting their emotional response and advocacy

for their child.36 When parents are expressing denial, disbelief, or a seemingly disparate
understanding of their child’s prognosis, this is not always a sign that the parent needs
more information. In fact, well-meaning attempts to help parents “get it’ by clarifying or
repeating hard information can contribute to conflict or mistrust of the medical team.3’
Instead, clinicians can focus on assessing a parent’s understanding of their child’s illness
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at a time when parents are feeling prepared for the discussion and by asking open-ended,
non-judgmental questions. Although listening support is often helpful, at times, hearing
expression of these emotions may call for further assessment of the parent, as clinicians
need to be cognizant of issues with complex or prolonged grief. Similarly, when parents
are expressing moments of acceptance, clinicians can be aware that their work is not done.
Instead, clinicians can listen during moments of grief and sadness and bolster moments

of resilience and meaning by looking for opportunities to normalize these experiences.
Additionally, clinicians may benefit from communication training, bereavement education,
and to have bereavement and psychosocial clinicians available to support parents and
families.

Furthermore, these data present an opportunity for parents to hear honestly and openly from
other parents about the process of adaptation. Anticipatory guidance from other parents

and learning from parent experiences are important. As parents in this study suggest,

there is a need to normalize oscillations as part of adaptation within our hospitals and
communities. Parents and clinicians can help other parents by setting different expectations
and underscoring that there is no need for parents to hide how hard the process is or to be
‘perfect’, optimistic parents who ‘have it all together’ and can ‘do it alone.”38 Furthermore,
clinicians can allow parents opportunities to share what is bringing them peace, confidence,
and gratitude while normalizing this as part of adaptation as well. These findings underscore
the fact that parents recognize, manage, tolerate, and accept the breadth and change of

their emotional and rational thoughts in variable ways. While established psycho-therapeutic
techniques such as dialectical behavioral therapy and acceptance and commitment therapy
may help, such formal intervention may also not be available to all parents. Instead,
clinicians must learn to support parents, and scalable interventions to help are needed.

Being a strong parent means having stuck moments and seeing silver-linings, and all of these
oscillations may be necessary in the process of adapting as a parent to a child’s serious
illness or death.

This study has several limitations. The majority of parents in our study were white,
educated, English-speaking mothers. This limits the generalizability of our study and our
ability to better understand the unique needs of various parent populations. Additionally,
this study is limited by selection bias, as parents included in this study were coping fairly
enough to be interviewed. Due to the sensitive nature of this study, parents may not have felt
comfortable sharing information about their experiences during interviews, although studies
suggest that interviews may be better suited for collecting information on sensitive topics
when compared with surveys.3? Similarly, one of the interviewers (ARR) was known to
some of the parent participants, and this may have enriched or restricted our data. Despite
this, data were consistent in regard to themes with those completed by an interviewer
unknown to families (KSB), suggesting that this may have had a limited impact. We also
only interviewed parents at a single timepoint and did not follow parents from before to
after their child’s death, limiting our understanding of the longitudinal process of adaptation
over time. We also included parents with varying lengths of time from their child’s diagnosis
(non-bereaved) or death (bereaved) to interviews, which may have introduced differing
levels of recall bias. Furthermore, in spite of comprehensive analysis, some perspectives
from parents may have been misunderstood. Nevertheless, we think these findings provide
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a window into different points along parents’ experiences and the ways clinicians and our
communities might better respond to parents in caring and supportive ways.

Conclusion

Parenting a child with life-threatening illness is extremely difficult. This is further
complicated by advances in medical technology and the types of intensive treatments

that AYAs may undergo throughout their illness trajectory. Understanding how parents
adapt during the end of their child’s life and thereafter is critically important to providing
necessary supportive care. In this qualitative study, non-bereaved and bereaved parents alike
described a process of adaptation that occurred on a spectrum. Parents described oscillating
back and forth both cognitively and emotionally in their experiences. They also suggested
that having a supportive space and opportunities to learn from other parents would be
helpful as part of the normalization of the oscillation experience of adaptation. This study
underscores the importance of clinicians being flexible, not over-reacting or over-assuming,
and being present for families so that they can meet them where they are. Important work
is needed within our hospitals and communities so that parents can more openly share

the hardships and silver-linings that are part of their parenting experiences. Clinicians can
support parents by witnessing, normalizing, and responding to oscillations with caring,
understanding, and patience as these may be natural and necessary parts of the adaptation
process.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Table 1:
Parent and AYA Demographics
Variable Results
PARENTS N=37
Non-Bereaved, n (%) 22 (59)
Bereaved, n (%) 15 (41)
Age, median in years [IQR] 47 [45-52]
Gender Female, n (%) 29 (78)
Ethnicity Non-Hispanic or Latino, n (%) 28/32 (86)
Race, n (%)’
White 26 (62)
Asian American 5(12)
Black or African American 2(5)
Native Hawaiian or Pacific Islander 2(5)
American Indian or Alaskan Native 2(5)
Unknown 5(12)
Level of Education, n (%)
Less than High School Diploma 1(3)
High School Diploma 6 (16)
Associate or Trade School 11 (30)
Undergraduate Degree 8(22)
Graduate Degree 7(19)
Unknown 4(11)
Annual Household Income, n (%)
<$50,000 6 (16)
$51,000-$100,000 6 (16)
$101,000-$150,000 5(14)
>$150,000 5(14)
Unknown 15 (40)
Marital Status, n (%)
Married 22 (59)
Divorced 9 (24)
Never Married 2(5)
Unknown 4(11)
Number of Children (including AYA with advanced cancer), n (%)
1 4(11)
2-3 22 (59)
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Variable Results
4-5 6 (16)
Unknown 5(14)
Self-Described as Spiritual and/or Religious, n (%) 30/32 (94)
AYAs N=34
Age at Time of Parent Interviews for Non-bereaved Parents or At Time of Death for Bereaved Parents, median in years [IQR] 17 [15-19]
Gender Female, n (%) 18 (53)
Ethnicity Non-Hispanic or Latino, n (%) 24/30 (80)
Race, n (%)!
White 24 (65)
Asian American 3(8)
Black or African American 2(5)
Native Hawaiian or Pacific Islander 1(3)
American Indian or Alaskan Native 1(3)
Unknown 6 (16)
Primary Advanced Cancer Diagnosis, n (%)
Hematologic 18 (53)
CNS Tumor 4(12)
Non-CNS Solid Tumor 12 (35)
Years Since AYA’s Diagnosis to Non-Bereaved Parent Interview, median in years [IQR] 2.5[1-6]
Years Since AYA’s Death to Bereaved Parent Interview, median in years [IQR] 2[1.8-3.4]

1 . .
Parents and AYAs reported >1 race; IQR: interquartile range; AYAs: adolescents and young adult; CNS: central nervous system
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Experiences of Parents of AYAs with Advanced Cancer Demonstrating the Spectrum of Adaptation

Experiences

Spectrum of Adaptation

CONTROL

Guilt and feeling helpless

Recognizing the locus of control

« And sometimes, when treatment
doesn’t work, | feel like it’s my
fault, like | chose this route. These
were the options given to us, and |
made the decision to go this way.
What if we would have gone the
other way? (Non-bereaved Parent
19)

« | just kind of play everything
out in my head all the time. On
when it started, when it ended. Is
it me, did I do something wrong?
Did he do something wrong? It’s
that whole religion thing, are you
bad, so are you being punished?

| don’t know, | have no answers.
(Bereaved Parent 28)

* You always question yourself, why didn’t
we do this, why didn’t | do that, why

didn’t I say that? And sometimes | looked
around [my son’s] room wondering if he left
something for us cause he knew, but, we did
the best we could. And I think [my son]
knew. (Bereaved Parent 34)

* | don’t know how I am going to deal with
[my child’s death]. Except to say that, it’s
going to be a day at a time and | can’t worry
about cancer coming... | can’t let my head
go that way...We will eventually have to,
but [not now]... (Non-bereaved Parent 6)

* We try to really focus on what’s
most important right now...What do
we need to worry about and what
[we don’t] need to worry about...
That’s something we’ve focused
[on] as a family and try not to worry
about the things that we just can’t
change. (Non-bereaved Parent 20)

« You can’t solve anything
worrying. You really can’t change
the outcome of what is going to
happen by worrying... just go the
best way you can, just go one day

at a time, one moment in time,

one hour at a time. (Non-bereaved
Parent 1)

MEANING

Senselessness Gratitude and meaning-making

« | remember hearing on the

radio somebody saying ‘what’s the
worst thing that could ever happen
to you?” and the guy, the other
talk show host was like ‘oh, like

a spouse dying.” And | was like,
people think, when you think of
the worst thing that [this is it]

— [but] this is not... this is so

bad that it doesn’t even cross the
human capacity that you might
lose a child. (Bereaved Parent 27)
« Not one thing [helps]... Yeah no,
there really isn’t anything. | just
miss her every second. (Bereaved
Parent 37)

» As much as you want to be out of this
cancer circle and be normal - I think our
new norm is you have to accept it for

once. We do our best again and the thing

is really you look at it whether it’s the
provider, whether the nurses, social worker
and people who understand our situation
and supporting us. | mean you are really so
embraced and surrounded by very, very nice
people. That’s what | feel. It has been really
quite an experience to see the benefit of the
world as well. (Non-bereaved Parent 15)

* And literally you have to embrace
each day and be thankful and have
some gratitude in even the smallest
things... | think that you do find a
new sense of gratitude in life. (Non-
bereaved Parent 11)

« | just felt like | was gonna shrivel
up. But I can honestly say that |
enjoy my life and | have a measure
of happiness more often than not.
And | didn’t think | was ever

going to feel that way afterwards.
(Bereaved Parent 23)

ACCEPTANCE

Denial and questioning Acknowledging and moving forward

« | sure would like to think |

can get comfortable with it, but
at the same time, it still pisses

me off that she’s not here, but |
mean, I’m not accepting it still
and | don’t know if | ever will.
(Bereaved Parents 29+30)

« My family doesn’t want to talk
about it... Right now he’s cancer-
free and that’s the thing | want to
focus on. (Non-bereaved Parent 8)

« | wrestle with people[‘s] perspective of
“it’s god’s will”... I don’t think there is

a given plan of what is going to happen
to my child already... If I thought that his
path was already set then why would | be
putting him through the tortures of chemo?
(Non-bereaved Parent 5)

« I’ve thought about everything | could’ve
done. But you know, at the time, | wasn’t
able to do it because I was seeing my son
die. (Bereaved Parent 26)

I have to accept it. There’s no other
way around it. My faith gives me
that | know she’s in a good place, |
know she’s safe, and I’ll be with her
eternally one day. (Bereaved Parents
29+30)

* There is a time that everybody

has to pass away. And sometimes
unfortunately that comes sooner for
some people than later. And if we
can humanly do anything to delay
that for the right reasons, in this
case, we would do that ... You
don’t want [death] to happen, but it
happens. (Non-bereaved Parent 3)

SUPPORT

Isolation Strength from connection

« | was so mad at the funeral... |
was just so overwhelmed | think.
I just wanted to be by myself.
(Bereaved Parents 29+30)

« | think even in the context

of being at Children’s we felt
very seen and then as soon

as he died, we were cut off

from the only place where we
were understood... We were in

« Walking with another caregiver...
sometimes [that was] hard too, because
you know you’re hearing their journey

as well and your heart breaks for them
and what they’ve been through, and that’s
been hard too. Because you’re not only
processing your own grief and what ifs,
you’reprocessing it with other people...
So, | mean there’s beauty in walking

that road with other people, but it’s also

« | work with a place with 700
employees and probably 40 or 50
people have donated me vacation
hours to be here... And they say,
“Take as long as you need. When
you come back you, you have your
job” (Non-bereaved Parent 16)

* There was somebody always
sleeping on the couch or sleeping
on the floor and we’d be walking
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Experiences

Spectrum of Adaptation

that world for months and that
was our whole world. We sat
there, we breathed there, we

lived there, we ate there, we
celebrated our holidays there. We
had very weird experiences, very
funny experiences, very horrible —
everything. (Bereaved Parent 27)

heartbreaking. (Non-bereaved Parent 10)

« The general public, they don’t understand
anything about what’s really going on, but
the healthcare team, they understand. So that
empathy to say, “You are in an impossible
situation and you are doing good. You’re
doing awesome. Keep going.” From a
healthcare team that means everything.
(Non-bereaved Parent 17)

around them. And his friends are
amazing, just amazing. And the
support we still have with the
friends — they come by, or they
come over for football games.
We’ve been so fortunate with that.
(Bereaved Parent 26)

HOPE

Feeling lost Trusting the outcome

« It’s hard to stay hopeful. Each
time you have it, the more it takes
out of you. (Non-bereaved Parent
8)

« | was just hoping for some

big miracle and it was going to
change any day. | couldn’t wrap
my mind around ‘he won’t be
here.” (Bereaved Parent 28)

« We’re just people that can do both to
where we have hope that she’ll live and
hope that she’ll beat the odds - and we
aren’t afraid to be let down if that makes
sense. We’re very much optimist people and
we fight for the optimal side of it with
balancing a little bit of reality too... It’s
back and forth. You can fear death but then
you’re still an optimist. You still hope, hold
onto that hope. (Non-bereaved Parent 17)

* We just go push forward and make the best
of it and hope for the best and it’s not easy.
This is the hardest thing he’s ever had to

do and this is the hardest thing I’ll ever see
him go through. We’re scared but we want
to try fighting than not try at all, and this is
where we’re at. And it’s what we’ve got to
do. (Non-bereaved Parent 8)

« | pray and | believe that God has
got her here for as long as he does,
and that it’s my job to care for her
and fight for her as long as I have
her. And I’m hopeful that she’ll live
a long and happy healthy life and
that this medical treatment will keep
evolving, and getting better, and that
someday there’ll be some sort of

a cure for her, and that she’ll live

a normal, fun, fulfilling life. (Non-
bereaved Parent 12)
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Representative Excerpts of Oscillations in Adaptation During Individual Parent Interviews

Parent

Oscillation in Adaptation

NON-
BEREAVED

3

[W1]hen it is your own child
who has grown in front of you
ideally, at least in our culture,
you want to pass away before
your kids. That is how we
think and it is impossible to
accept that. No matter what
any person says, it is just
impossible to accept that.

| stopped thinking a while back because
there is no guarantees for anything, if it’s
positive or negative. Because | stopped
believing in both— that there is a miracle
treatment, that this is like an amazing thing,
or oh boy this is it and it’s gonna go bad
either.

If it comes again, | don’t know if it will or
if won’t come at all. | don’t care. At this
time, we just look at today and be like ‘hey
its good.” ... Today is an awesome day and
you don’t think about anything else.

17

There’s that hard day or
there’s the emotional hard day
where, ‘This sucks and this

is ridiculously, ridiculously
hard.”

You just have to think of the good. There’s
always a million good things to a few bad
things ... So then you just change your
attitude and look at things with a different
perspective.

| think for some reason we notice a lot
more good that has come out of it, as far
as just being able to see the good in people
that I think a lot of people don’t get to see.
There’s so many people that are just good
people, and empathetic, and they care, and
they love, and they serve, and they think
outside of themselves. And I think the
cancer for some reason a childhood cancer,
it brings out the good.

BEREAVED

27

And when [my son] died, all
we could think of was this
wasteland of potential. So |
don’t know how you can cut
off potential from the world
and think of it in a positive
way.

It was very helpful to me to see trees
growing and these weird things of like a
dead tree and a live tree growing on that. It
just meant a lot to me. It sort of gave me

a sense of who | was and who [my child]
was in the universe, or the world, and the
context of time.

I was like we’re feeling things very raw-

ly and | think what comes out of that

and what we’ve taken away from that

is that there’s something very beautiful
with moving, and there’s something worth
fighting for, even when you’re not who you
thought you’d be.

33

In the beginning I did not
accept any help at all. I didn’t
want to believe that it was
that serious to need help and

| didn’t want to be a burden.

There’s people that [say] things like, “You
never get better it never goes away, but
you learn how to handle it and deal with
it.” Which sounds almost weird and sort
of depressing when people say that. And |
would say now, having two years out | feel
like I understand what they mean and at
the same time know that that doesn’t really
describe it, but I don’t have a better way to
describe.

Our language just doesn’t, | don’t think
have the power to describe a lot of things
that relate to emotions and feelings.

| really do think that does help me in my
... grief handling process that having that
to look back and go, ‘I did everything that |
could.

Everybody did everything that they could.’
I don’t know what it would be like if | had
a bunch of regrets. | imagine that it would
disastrous honestly. And so | am thankful
that | don’t have them.
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