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Abstract

Purpose
Many cancer patients with minor children experience di�culty when talking about their illness with their
children. The aim of this study is to investigate the parenting experiences of cancer patients with minor
children and their conversations about the possibility of death.

Methods
A cross-sectional web-based survey was conducted between April and May 2019. Cancer patients with
minor children were recruited from among an online peer support group called “Cancer Parents”. The
participants were asked to complete a questionnaire about their experiences talking about their illness
with their children. The participants were classi�ed into those who disclosed their cancer to their children
(“disclosed group”), and those who didn’t disclose (“undisclosed group”). The association between
whether they talked with their children about their cancer and their conversations about the possibility of
death were examined.

Results
A total of 370 participants were analyzed (80.8% female, median age 43.0 years). The disclosed group (n
= 274, 74.1%) wanted to know what their child felt than the undisclosed group (p < 0.001). The
undisclosed group didn’t want their children to see their suffering (p = 0.002) and didn’t know how to
explain their disease condition ( p < 0.002). Both the disclosed (42.1%) and undisclosed (6.5%) groups
told their children about the possibility of death.

Conclusion
This study showed the disclosed group wanted to know their children’s feelings and they tended to have a
conversation about the possibility of death with their children, compared to the undisclosed group.

Introduction
Cancer is one of the leading causes of death in the world. Among deceased people aged 25-44 years old
in the United States, 13% died from cancer.[1] The National Cancer Institute estimated that about 24% of
adult cancer patients have minor children aged under 18 years.[2]

For parents with minor children, telling their children about their cancer was one of the predominant
themes and di�cult issues.[3, 4] Parents with cancer struggled to tell their children about their own cancer
and deal with their own feelings at the same time.[5] Cancer patients and their partners, as parents, have
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many concerns and anxieties about communicating with their children regarding the illness.[6] Similarly,
their children wanted to know what was happening within their families during the illness. They usually
wanted a frank conversation with their parents about the illness.[4] A previous study showed that the level
of anxiety in children who were informed about their parent’s cancer was signi�cantly lower than those
who were not informed.[7] Moreover, an inability to discuss their parent’s cancer worsened anxiety in
adolescents.[8] Most previous studies focused on di�culties and feelings in parents who had already told
their children about their own cancer. Knowing how parents with cancer felt and whether or not they had
conversations about death with their offspring may be helpful for healthcare professionals in order to
provide personalized care.

The aim of this study was to clarify: 1) the proportion of parents who disclosed their cancer to their
children, 2) the parents’ feelings toward their children, and 3) the conversations about the possibility of
death between the parents and their children.

Methods

Study Design:
This study was a sub-analysis of a cross-sectional web-based survey with self-administered
questionnaires. A detailed methodology was previously described.[9]

Participants:
The eligibility criteria for participation in this study were: 1) clinically diagnosed with cancer, 2) a member
of the online peer support community “Cancer Parents”, 3) aged 20 years or older, and 4) had children
aged under 18 years old. Participants who were unable to understand the questionnaire were ineligible.

“Cancer Parents” (https://cancer-parents.com/) is one of the largest online peer support groups for cancer
patients with children in Japan. “Cancer Parents” had more than 3,000 cancer patients as active users of
this group (as of February 5, 2020). Members can create/read posts, and connect to and exchange
messages with peers.

Procedures:
This study was conducted between April 27 and May 13, 2019. The details of the survey and the
questionnaire URL were sent via e-mail to the members of “Cancer Parents” using a web survey system
hosted by Medilead Inc. (http://www.medi-l.com). Participants anonymously accessed and answered the
questionnaire.

Measurements:
An online questionnaire form was developed, which was based on previous literature.[10–12] The
questionnaire was completely anonymous, and it included age, sex, primary cancer site, cancer stage,
number of children, age of �rst child, disclosure of their own cancer to their children, feelings toward their



Page 5/13

children, and conversations about the possibility of death with their children. Feelings toward their
children were evaluated using a 4-point Likert scale (1, strongly disagree; 2, disagree; 3, agree; 4, strongly
agree). Five options were provided for the question regarding conversations about the possibility of their
own death: “I told my children myself”, “I was asked by my children and told them”, “I was asked by my
children but refused to answer them”, “It has never been discussed”, and “I have never thought of such a
possibility”.

Statistical Analysis:
Continuous variables were expressed as a median with an interquartile range (IQR). In the analysis using
a 4-point Likert scale, responses of 1 (strongly disagree) and 2 (disagree) were classi�ed as disagree, and
those of 3 (agree) and 4 (strongly agree) were classi�ed as agree. Respondents who disclosed their
cancer to their children were de�ned as the “disclosed group” and those not disclosing as the
“undisclosed group”.

A chi-square test was utilized to analyze the association between disclosing their cancer to their children,
and their experiences or conversations about the possibility of death. All analyses were conducted using
JMP software (version 11.2; SAS Institute, Cary, NC).

Results

Respondents’ characteristics:
A total of 3012 patients were eligible, and a total of 370 participants were analyzed (response rate:
12.5%) (Fig. 1). Respondents’ baseline characteristics are shown in Table 1. The median age of the
participants was 43 years (IQR, 39-47 years) and 299 (80.8%) were female. The most common primary
cancer site was breast (34.3%), followed by the colorectal region (11.9%), and gynecological organs
(11.4%), and 103 participants (27.8%) were diagnosed as having stage 4 cancer. The median number of
children was two (IQR, one-two), and the median age of the �rst child was 11 years (IQR, 7-16 years).
Among the subjects, 274 (74.1%) disclosed their cancer to their children.
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Table 1
Participants’ characteristics (n = 370)

  n %

Sex Male 71 19.2

  Female 299 80.8

Age Median (IQR*) 43 (39 - 47)

Primary cancer site Breast 127 34.3

  Colorectal 44 11.9

  Gynecological 42 11.4

  Others 157 42.4

Stage I 92 24.9

  II 85 23.0

  III 59 15.9

  IV 103 27.8

Number of children Median (IQR*) 2 (1 - 2)

Age of �rst child Median (IQR*) 11 (7 - 16)

Disclosed that they had cancer to their children Disclosed 274 74.1

  Undisclosed 96 25.9

*IQR, interquartile range.

Respondents’ feelings toward their children:
The respondents’ feelings toward their children are shown in Table 2. The proportion of respondents that
agreed with the statement “I want to know how my child feels” was higher in the disclosed group (85.4%)
than the undisclosed group (57.3%) (p < 0.001) (Table 2). On the other hand, the proportion of
respondents that agreed with the statement “I have no idea how to explain my disease condition.” was
higher in the undisclosed group (66.7%) than the disclosed group (28.1%) (p < 0.001). The proportion of
respondents that agreed with the statement “I do not want my minor children to see my suffering” tended
to be higher in the undisclosed group (82.3%) than the disclosed group (72.6%) (p = 0.059). 
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Table 2
Participants’ feelings for their children (n = 370)

  Disclosed Undisclosed p*

(n = 274) (n = 96)

  n % n %  

I am overwhelmed by other issues. 32 11.7 13 13.5 0.630

I have no idea how to interact with my children. 29 10.6 15 15.6 0.189

It is distressing to interact with my children. 27 9.9 14 14.6 0.204

I want to know how my children feel. 234 85.4 55 57.3 <0.001

I do not want my minor children to see my suffering. 199 72.6 79 82.3 0.059

I have no idea how to explain my disease condition. 77 28.1 64 66.7 <0.001

Conversations about the possibility of death:
The respondents in the disclosed group were more likely to agree with the statement “I told my children
myself”, “I was asked by my children and told them”, and “I was asked by my children but refused to
answer them” (Table 3).

Table 3
Conversations about the possibility of death with children (n = 366)

Have you ever told your children about the possibility of your
own death?

Disclosed Undisclosed p*

(n = 273) (n = 93)

n % n %

I told my children myself. 115 42.1 6 6.5 <
0.001

I was asked by my children and told

them.

32 11.7 4 4.3

I was asked by my children but refused to answer them. 32 11.7 7 7.5

It has never been discussed. 64 23.4 53 57.0

I have never thought of such a possibility. 30 11.0 23 24.7

Discussion
The present study showed that: 1) a total of 74.1% of parents with minor children disclosed their cancer
to their children, 2) the disclosed group wanted to know what their children felt, and 3) the disclosed
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group frequently had conversations about the possibility of death, compared to those in the undisclosed
group.

The present study found that in both groups, parents with cancer had di�cult feelings toward their
children. The parents with cancer in the disclosed group were more likely to want to know how their
children felt than those in the undisclosed group. On the other hand, most of those in the undisclosed
group did not know how to explain their own disease to their children. A previous study reported that
parents with cancer felt that they did not have su�cient knowledge to tell their children about their own
cancer and wanted information from healthcare professionals.[13] Furthermore, patients with cancer felt
unsupported by healthcare professionals and felt that they were not provided with enough advice on how
to talk with their children about cancer.[14] Healthcare professionals supporting parents with cancer need
to communicate to their patients about the disease, and about the di�culties parents face in
communicating with their children. It is important for healthcare professionals to provide information
tailored to the needs of each patient.

The disclosed group were more likely to have a conversation about the possibility of death with their
children, while more than half of the undisclosed group never discussed the possibility of death with their
children. The reason for this difference in results is unclear. A previous study reported patients’ or their
family members’ di�culty in accepting a poor prognosis was an important barrier to discussing
advanced care planning.[15] The present study found that there were more parents who had never
thought of the possibility of death in the undisclosed group than the disclosed group. This suggests that
some participants in the undisclosed group may not have fully accepted their cancer situation, including
their prognosis. In addition, the present study showed that the undisclosed group had more parents who
did not know how to explain their own disease condition. Parents with cancer may not know how honest
they should be with their children, and be unsure of what is appropriate to share with them, and parents
with advanced cancer found it di�cult to answer their children’s questions, including about their
impending death.[16] Fathers with advanced cancer felt that they did not have the communication skills
to talk about their situation with their children.[17] In addition, bereaved families who did not disclosure
their terminal status to their children were more likely to feel distressed.[10] These previous studies
suggest that parents with cancer and their family caregivers may �nd it di�cult to tell their children about
the possibility of death, and it is even more di�cult for parents who did not disclose their cancer to their
children. However, young adult children of terminal patients desired open and honest communication
about cancer diagnosis, treatment, prognosis, and end-of-life care.[18] They also desired to create
memories and spend quality time together with their parent before he/she died.[19] Adolescents with
parents with cancer had di�culty taking the initiative in having conversations about their parents’
situation.[20] If the children were not given honest information about the disease and its prognosis, they
felt anxiety, loneliness, and sadness.[21] A multidisciplinary approach, such as Children’s Lives Include
Moments of Bravery (CLIMB), may be helpful to facilitate communication between parents with cancer
and their children. CLIMB provides the opportunity to connect with other children who have parents with
cancer, to share their feelings, and enhance their understanding of cancer.[22] While such an approach is
useful, it presupposes that patients disclosed their cancer to their children and does not include patients
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who did not.[23] Cancer patients may bene�t from online peer support networks, as an online peer
support group, such as “Cancer Parents”, could be an easily accessible resource that provides emotional
support.[9]

This study had several limitations. First, the participants were favourable to using an online peer support,
which may limit the ability to generalize the �ndings to diverse populations. Second, since this study was
a self-administered web survey, the clinical information may not always be accurate. Third, there was a
predominance of women in our sample (80%), compared with previous studies.[24–27] Fourth, the
percentage of respondents was small at about 10% of all the members of the website; thus, it was
di�cult to identify the number of all members who matched the inclusion criteria. Therefore, the �ndings
may contain a response bias and self-selection bias.

Future research should investigate: 1) sex differences about feelings toward their minor children, and
thoughts about telling them; and 2) what kinds of information and support help parents with cancer who
did not disclose their illness to their minor children.

Conclusion
This study showed that 74.1% of patients with minor children disclosed their cancer to their children. The
parents in the disclosed group wanted to know what their children felt and frequently had conversations
about the possibility of death, compared to those in the undisclosed group. It is important for healthcare
professionals treating cancer patients to understand their situations and problems to provide appropriate
support to them.
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Figure 1

Participants �ow according to STROBE statements (n = 3012)


