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Abstract

Background A diagnosis of childhood cancer results in new parent-child communication challenges. Little is known about

how communication changes over time after diagnosis or relapse. The objective of this study was to determine the effect of

time since diagnosis and relapse on quality of parent-child communication. We hypothesized that there would be a positive

correlation between time and quality of parent-child communication. Methods Cross-sectional study in children (7 to 17 years)

with relapsed/refractory cancer and their caregivers, who spoke English, were not cognitively impaired, and had internet access.

Parents were recruited through Facebook ads. Parents and children completed the Parent-Adolescent Communication Scale

(PACS), a 20-item measure of communication quality, with openness and problem subscales. Spearman’s Rho coefficients

assessed correlations between PACS scores and time since diagnosis/relapse. Results There was a statistically significant

negative correlation between parent PACS scores and time since child’s cancer diagnosis (Spearman’s Rho = - 0.21, p = 0.02),

indicating a tendency for overall worsening communication as time since diagnosis increased. There was a positive correlation

between the parent PACS problem scores and time since diagnosis (Spearman’s Rho = + 0.22, p = 0.01), indicating more

problematic communication as time since diagnosis increased. Correlations of time since relapse and PACS scores were small

and not statistically significant. Conclusion Parent-child communication worsens over time following a child’s cancer diagnosis

with more communication problems, contrary to our hypothesis. Future studies are needed to evaluate intervention timing to

best support parent-child communication beyond the new diagnosis period.
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Abstract

Background

A diagnosis of childhood cancer results in new parent-child communication challenges. Little is known about
how communication changes over time after diagnosis or relapse. The objective of this study was to determine
the effect of time since diagnosis and relapse on quality of parent-child communication. We hypothesized
that there would be a positive correlation between time and quality of parent-child communication.

Methods

Cross-sectional study in children (7 to 17 years) with relapsed/refractory cancer and their caregivers, who
spoke English, were not cognitively impaired, and had internet access. Parents were recruited through
Facebook ads. Parents and children completed the Parent-Adolescent Communication Scale (PACS), a 20-
item measure of communication quality, with openness and problem subscales. Spearman’s Rho coefficients
assessed correlations between PACS scores and time since diagnosis/relapse.

Results

There was a statistically significant negative correlation between parent PACS scores and time since child’s
cancer diagnosis (Spearman’s Rho = - 0.21, p = 0.02), indicating a tendency for overall worsening com-
munication as time since diagnosis increased. There was a positive correlation between the parent PACS
problem scores and time since diagnosis (Spearman’s Rho = + 0.22, p = 0.01), indicating more problematic
communication as time since diagnosis increased. Correlations of time since relapse and PACS scores were
small and not statistically significant.

Conclusion

Parent-child communication worsens over time following a child’s cancer diagnosis with more communication
problems, contrary to our hypothesis. Future studies are needed to evaluate intervention timing to best
support parent-child communication beyond the new diagnosis period.

Introduction

Approximately 16 850 children and adolescents will be newly diagnosed with cancer in 2020.1 While five-
year childhood cancer survival rates have improved to 85%,1 cancer remains the leading cause of disease-
related death for children in the United States, with 1730 deaths expected in 2020.1 The stress of childhood
cancer often challenges parents’ decision-making, time management, coping, and communication, resulting
in burden on parental mental health.2 Parental distress has been shown to negatively impact parent-child
communication,3–5 and ineffective and harsh communication has been correlated with psychologic problems
in children with cancer.5,6

Parents have identified barriers to open and honest communication,7 including desires to protect ill children
from fear or other unpleasant emotions,8–12perceptions of inappropriately burdening children,13,14 concerns
that children would lose trust in them,11 fear of children’s reactions,8,15 feeling too overwhelmed,12,13 and
lack of confidence in communicating.8,13 Some parents have perceived that children were too young to
understand,8 already knew so did not need to communicate,8 or lacked the desire to communicate.8,14

Consequently, the majority of parents of children terminally ill with cancer have avoided discussions with
their child about potential death.8,16 About a quarter of those parents later regretted not telling their child,
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. more commonly if they sensed their child was aware of their impending death.16 Despite ill children’s frequent
awareness, many children avoid communicating about death to protect their parents.10 Parents and children
with cancer may also engage in mutual pretense, when they both know the difficult-to-acknowledge truth
about the child’s terminal prognosis but pretend as though they do not.8,17 This means of interacting is
often set by parents’ lack of openness in disease-related communication with their child.

Despite these challenges, communication between parents and children with cancer is crucial and has nu-
merous benefits. The National Cancer Institute recommends that parents communicate openly and honestly
with ill children about their cancer diagnosis.18 Young children value their family in helping them commu-
nicate with providers and often feel anxious when information about their disease is withheld.19 Supportive
rather than invalidating parental communication has resulted in less pain and distress in children undergoing
procedures, such as port access or lumbar puncture.20 In children with incurable cancer, parents have cited
that communicating with their child about death allowed for parents to address fears, gave the child the
opportunity to help plan their funeral, and resulted in stronger family relationships.8 Parents are motivated
to communicate openly with their child when they feel it helps protect their child from fear,10 facilitates
coping,14,21 or allows their child to be involved in decision-making.14,15 Many parents want to avoid lying and
maintain their child’s trust.9,12,15Child-initiated conversations about their disease or death have facilitated
more open parent-child communication.21,22Studies have shown that parents may communicate because they
feel it is difficult to hide information15 and are more likely to communicate with older rather than younger
children.12,15

Despite these advances in research related to parent-child communication in pediatric oncology, minimal data
exist for how parent-child communication changes over time throughout the illness trajectory. Specifically,
initial diagnosis or relapse may be milestone timepoints that create challenges for parent-child communi-
cation. While parents may communicate more openly with older children,12,15 and children often prefer
to know more about their disease over time,23 children’s communication preferences may vary at different
points in their illness journey,12,23which may affect the quality and amount of information exchange between
parents and children. The purpose of this study was to determine the effect of time since childhood cancer
diagnosis and relapse on quality of parent-child communication. We hypothesized that there would be a
positive correlation between time and quality of parent-child communication.

Methods

This study was a secondary analysis of data collected as a part of a randomized controlled trial examining
the effects of a legacy intervention for children with advanced cancer and their parents.24 After obtaining
Institutional Review Board approval, parents of children with cancer were recruited between 2015 and 2018
through the use of Facebook advertisements. Advertisements targeted parents in the United States who had
“liked” or “followed” other childhood cancer-related Facebook pages. Advertisements included a REDCap (a
secure online software for the development and analysis of research data)25,26 survey link which described the
study and asked basic screening questions, followed by a prompt for demographic and contact information.
Study personnel contacted interested individuals within a week to discuss the study further. Eligibility
criteria included children diagnosed with relapsed or refractory cancer aged 7 to 17 years and their primary
parent caregivers (aged 18 or older) who were fluent in English, without cognitive impairment, and had
internet access. The study coordinator obtained verbal parent consent and child assent. Written consent
was waived per the IRB. Child-parent dyads were randomized 1:1 to a usual care or intervention group.

After consent, parents completed a demographic survey, including dates of diagnosis and relapse, if applicable.
In addition to baseline (T1) and post-intervention (T2) measures of child quality of life and child and
parent coping, children and parents completed the Parent-Adolescent Communication Scale (PACS)27 via
REDCap to assess parent-child communication. The 20-item PACS consists of two subscales, openness of
and problems in communication, prompting participants to select their rating on a 5-point Likert scale from
“strongly disagree” to “strongly agree.” Higher scores for the openness subscale and lower scores for problem
subscale suggested higher quality of communication. An overall communication score is then derived, with
higher scores indicating better communication. Children were asked to complete the measure twice – once
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. regarding communication with their mother and again regarding communication with their father. Parent
participants completed the questionaire about communication with their child with cancer. Cross-sectional
baseline demographic and PACS data from T1 only were included in this secondary analysis.

Data were analyzed using IBM SPSS Statistics Version 27. Frequency distributions were used to summarize
the nominal and ordinal variables. Due to skewness, median and interquartile range (IQR) were used to sum-
marize the continuous variables of age, time since diagnosis/relapse, and the PACS scores. Spearman’s Rho
coefficients assessed the correlations between the PACS scores and time since diagnosis/relapse. Statistical
significance was determined by an alpha of 0.05 (p < 0.05).

Results

Of 273 screened parent-child dyads, 150 dyads enrolled in the study. Dyads that completed T1 with informa-
tion for time since diagnosis were included in the sample for this secondary analysis (N = 132). Summaries
of the children and caregivers included in the analyses are shown in Table I. Children were a median 10.0
years old (IQR = 8, 13). A majority of the children and caregivers were White (85% and 92% respectively).
Approximately 54% of the children were female and a majority of the caregivers were female (92%). Chil-
dren were a median 4.1 years from diagnosis (IQR = 1.8, 6.2). Ninety-two (70%) children had experienced
a disease relapse and 40 (30%) had refractory disease.

Summaries of the PACS scores and their correlations with time since diagnosis and relapse are shown in
Table II. Most of the children completed the PACS describing communication with their mothers (n = 129
of 132, 98%), while only 61% (n = 81 of 132) completed the respective measures about their fathers.

There was a statistically significant inverse (negative) correlation between the parental overall PACS scores
and the number of years since their child had been diagnosed with cancer (rs = - 0.21, p = 0.02, Table 2)
describing a tendency for overall communication scores to decrease as the time since diagnosis increased.
This overall correlation appeared to be largely explained by the positive correlation between the PACS
problems scores and time since diagnosis (rs = + 0.22, p = 0.01). The correlation between the parental
PACS communication openness and time since diagnosis was considerably smaller than the other two and
not statistically significant (rs = - 0.11, p = 0.23). None of the correlations between the child reports of
communication with either parent and the time since diagnosis were statistically significant (rs ranged from
- 0.15 to + 0.16, p > 0.05). Finally, all the correlations of either parent or child PACS scores with time since
relapse were quite small and not statistically significant (rsranged from - 0.05 to + 0.06, p > 0.50).

Discussion

Due to the simultaneous importance and challenge of parent-child communication in childhood cancer,
research is needed to better understand how time affects the quality of communication between parents and
children with cancer. Novel aspects of this study included the analyses of parent-child communication from
both parent and child perspectives, while prior studies have evaluated communication based on either parent
or child report.28,29 Other strengths of the study included the large sample size and inclusion of patients
with relapsed/refractory cancer, a population that is typically difficult to access.

Contrary to our hypothesis, increased time since cancer diagnosis was associated with more problematic
communication and worse overall communication based on parent reports. These results align with those
of prior studies in pediatric cancer survivors that showed more time from diagnosis increased the likelihood
of developing a struggling parent-child relationship with poor communication.29Similarly, children newly
diagnosed with non-advanced cancer have shown an increase in parent-child conflict and problematic com-
munication over time.28,30 While more parent-child communication problems over time may be expected as
children enter adolescence and strive for more autonomy,31 we conducted a post-hoc analysis that showed
no statistically significant association between child age and years since diagnosis. Thus, age is an unlikely
mediator of the correlation between time and problematic communication.

Our results also suggested that time from diagnosis did not impact communication openness. This is in
contrast to previous findings in pediatric cancer patients, which showed a decrease in paternal openness at
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. one year after diagnosis compared to time of diagnosis in children with non-advanced cancer.28 However,
in studies evaluating quality of communication between adults with cancer and their adolescent children,
parent-child communication openness and problems were not impacted by time since diagnosis.32,33

Interesting to note is that our results showed no statistically significant association between time from most
recent relapse and quality of communication in the patients with relapsed disease. These results are congruent
with a prior study, which showed that parent-child communication problems and openness were more stable
in children with advanced cancer, measured in the year following relapse, than in healthy children or those
with newly diagnosed non-advanced cancer.28 Ethnographic data from families who experienced childhood
cancer relapse found that families strive to maintain normalcy and avoid letting cancer dominate their
lives after relapse, distinct from the new-diagnosis period when the families’ lives are completely centered
around the child’s treatment.34 This may explain why relapse appeared to be a less important milestone
than diagnosis in affecting parent-child communication. While disease relapse has been associated with a
closer, more involved parent-child relationship,29 with few studies evaluating communication change over
time, more research is needed to understand the continued impact of relapse on parent-child communication.

Limitations of our study included potential selection bias based on the opt-in recruitment approach. The
limited range of scores of the PACS may have reduced the ability to detect correlations with time. A
small number of fathers participated (n = 10; 7.7%) as primary parent caregivers; thus, the parent PACS
data is biased towards maternal impressions of communication with the ill child. Only 61% of children
completed the PACS about their fathers (versus 98% about their mothers); this could be due in part to
participation by single-parent families, as half of participating parents report being married. Regardless,
limited father participation in pediatric research studies has been a long-standing challenge.35–37 Social
media advertisements targeting fathers rather than gender-neutral “parent” strategies have recently been
shown to improve recruitment in this population.38 Additional research on and implementation of paternal
recruitment strategies may allow for a more balanced representation of parental perspectives in future studies.

Conclusion

With evidence that parent-child communication worsens over time with more problems in communication
following the diagnosis of childhood cancer, oncologists should continue to provide families with support
in communication throughout the child’s illness journey rather than only in the immediate new diagnosis
period. Providers should consider continued involvement of interdisciplinary teams, including psychologists,
social workers, child life specialists, and palliative care providers in order to best support communication
within the family over time. Furthermore, providers can encourage high-quality communication within the
family by modeling open communication in the clinic, including sharing medical information with both the
parent and child while eliciting questions and concerns from each, establishing the expectation for ongoing
openness at home.

Future studies are needed to determine if there is an optimal time for intervention after a child’s diagnosis
or relapse to most effectively prevent worsening parent-child communication. Additional prospective studies
evaluating parent-child communication over time from the child’s cancer diagnosis through relapse may better
elucidate the impact of each of these milestones on quality of communication. With many more mothers
than fathers participating in this and most other studies for parents of children with cancer and other chronic
childhood illnesses, further research endeavors specifically targeting fathers would also be valuable. Such
research is critical to improving care and decreasing suffering for vulnerable pediatric patients and their
caregivers.
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