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Objective To investigate the rationale and consequences associated with a 
parent’s decision to discuss death with a child with incurable cancer. 
Study design  We present data from a larger retrospective study involving 
bereaved parents of a child who died of cancer. Parents were asked whether they 
had discussed the impending death with their child, whether they reflected on 
this discussion positively, their reasons for not discussing death with their child, 
and the manner in which the conversation regarding death occurred. The data 
were analyzed qualitatively using a framework approach. 
Results  Of the 86 parents of 56 children who answered the questions regarding 
discussing death with their child, 55 parents of 35 children did not discuss the 
impending death with their child. The following themes were identified: the 
parents’ inability to discuss the impending death; the parents’ desire to protect 
their child; views regarding talking with children; parents’ views of child 
characteristics; the child’s unwillingness to discuss the subject; lack of 
opportunity to talk; and the child’s disability. The parents who did discuss death 
with their child generally used symbolic and/or religious narratives, or they had 
brief, direct conversations regarding death. The majority of parents felt positive 
regarding their decision about whether to talk with their child about his/her 
impending death. 
Conclusion  Most parents in this study cited several reasons for not discussing 
death with their child. Our findings highlight the sensitive and complex issues 
surrounding these conversations, indicating that there may be a role for 
clinicians in supporting parents. (J Pediatr 2015;167:1320-6). 
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In recent decades, the importance of open, honest communication in the field of 
pediatric palliative care has been underscored by several studies and 
recommendations.1-11 In pediatrics, communication is often a 3-way process 
involving the healthcare professionals, the parents, and the child.12 Here, we explored 
the topic of communicating about death between parents and their child who had 
incurable cancer. 
 
Strikingly, a landmark study of 429 Swedish parents with terminally ill children 
found that only 34% of parents talked about death with their terminally ill child.13 

The finding that a relatively large percentage of parents did not talk with their 
terminally ill child about death raises important questions regarding why some 
parents may choose not to talk with their child about the child’s impending death. In 
a qualitative study of 25 parents of 17 children who died because of brain cancer, 
Zelcer et al found that parents did not discuss the impending death with their child 
because they were “in denial” regarding their child’s prognosis14; moreover, the 
parents did not wish to jeopardize their own hopes—or their child’s hopes—for a 
cure.14 Beale et al15 referred to “myths” regarding withholding communication about 
end-of-life issues, including the perceived myths that discussing death will induce 
depression in the child and that children lack the capacity to adequately understand 
death. 
Parents who discuss death with their terminally ill child are confronted with the issue 
of how to talk about death. To address this issue, several recommendations and 
guidelines have been published with the aim of supporting parents and healthcare 
professionals during this process.15,16 One such approach is the “6 Es” (Establish, 
Engage, Explore, Explain, Empathize, and Encourage), which was established to 
help parents communicate with their terminally ill child.15 However, research 
regarding these recommendations are limited. 
Another key issue is the long-term consequences of a parent’s decision regarding 
whether to discuss death with their terminally ill child. For example, Kreicbergs et al 
previously reported that none of the parents who discussed death with their child 
regretted the conversation after the loss of the child.13 On the other hand, more than 
25% of parents who did not discuss death with their child ultimately regretted that 
decision.13 Given this background information, the goal of the current study was to 
determine: (1) the percentage of parents in our cohort who discussed death with their 
child with incurable cancer; (2) the parents’ reasons for not discussing death with 
their child; (3) how parents discussed the topic of death with their child; and (4) how 
parents retrospectively viewed their decision to either discuss or not discuss death 
with their child. 
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METHODS 
 
All parents who lost a child to cancer from 2000 through 2004 either during or after 
receiving treatment at the Erasmus Medical Center–Sophia Children’s Hospital, 
Department of Pediatric Oncology/Hematology were invited to complete a 
questionnaire that was part of a larger study focusing on parents’ experiences 
regarding pediatric palliative care.17 In total, the parents of 123 of the 135 children 
who died from 2000 through 2004 were eligible for this study. The parents of 12 
children were not approached for this study for the following reasons. In 5 cases, the 
physician believed it would place too heavy a burden on the parents; 2 of the 
children died while being diagnosed with cancer; 2 children died because of sudden 
toxicity during treatment; 2 children were prematurely born infants who had multiple 
organ problems and died shortly after birth; and 1 family was seeking asylum in The 
Netherlands.17 This study focused on the questions that parents completed with 
respect to discussing death with their child. Specifically, the parents were asked 
whether they discussed the impending death with their child and whether—in 
retrospect— they reflect positively on this decision. 
Parents who reported that they did not talk with their child about death were 
additionally asked in an open ended question their reason(s) for not doing so.  
Parents who reported that they talked with their child about death were additionally 
asked in an open-ended question to specify how they talked to their child about 
death. The parents were also given the opportunity to provide additional comments 
regarding their experiences with respect to discussing or not discussing the 
impending death. This study was approved by the Medical Ethics Committee of the 
Erasmus Medical Center, Rotterdam, the Netherlands (MEC number 2007-362). 
Parents received an invitation letter, an information sheet describing the aims of the 
study, the questionnaire (including instructions), and an informed consent form. 
Parents who wished to receive more information were invited to contact the research 
physician and/or psychologist. If desired, a pediatric oncologist and psychologist 
were available to provide the parents with emotional support. 

Data Analyses 
Descriptive analyses were performed using SPSS ver. 21.0 (IBM Corp, Armonk, 
New York). Talking about death was defined as either one or both parents discussing 
the topic of death with their child. Differences between fathers and mothers with 
respect to discussing death with the child were analyzed using the c2 test. To analyze 
the findings from the open-ended questions, qualitative analyses were performed 
using a framework approach in order to identify any emerging themes.18 This 
approach consisted of the following stages: (1) becoming familiar with the data; (2) 
coding the data; (3) developing a working analytical framework; (4) applying the 
analytical framework; (5) charting the data into the framework matrix; and (6) 
interpreting the data.19 In our study, the parents’ quotations were coded by one author 
(I.v.d.G.), and a quality control of 10% of the quotes (selected at random) was 
performed by another author (A.-S.D.). Any discrepancies with respect to coding 
were discussed with a third author (M.v.d.H.) in order to reach consensus. 
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 RESULTS 
 
Of the 246 parents of 123 children who were sent a questionnaire, 89 parents of 57 
deceased children returned the questionnaire. Among the questionnaires that were 
returned, 86 parents (54 mothers [63%] and 32 fathers [37%]) of 56 children 
completed the question related to discussing death with their terminally ill child. The 
median interval between the child’s death and completion of the questionnaire was 5 
years (range: 3-8 years). A detailed description of the cohort is presented in the Table 
and has been reported previously.17  

  
Talking about Death 
Fifty-five of the 86 parents who responded (64%) did not discuss the impending 
death with their child; the median age of these 35 children at the time of their death 
was 7 years (range: 1-17 years). The other 31 parents (36%) discussed the impending 
death with their child; the median age of these 21 children at the time of death was 8 
years (range: 3-15 years). No significant difference was found between the number 
of fathers and mothers who discussed death (N = 14 and 17, respectively; c2 value = 
1.3; P = .25). 
 

Parents’ Reasons for Not Discussing Death withTheir Child 
Fifty-three of the 55 parents provided an explanation for why they did not talk with 
their child about death; the majority of these parents stated several reasons. The 
following themes were identified: the parents’ inability to discuss the impending 
death; the parents’ desire to protect their child; views regarding talking with 
children; parents’ views of child characteristics; the child’s unwillingness to discuss 
the subject; lack of opportunity to talk; and the child’s disability (Figure 1). These 
themes are discussed in detail below. 

[TABLE]  
  

Parents’ Inability to Discuss the Subject of Death with the Child 
Some of the parents reported that they struggled with the subject and/or did not have 
confidence in their ability to convey the message that their child had a terminal 
illness. Other parents felt unable to cope with their child’s approaching death or 
remained hopeful for a cure. Oftentimes, by the time they wanted to discuss death 
with the child, it was too late. In addition, 1 parent explicitly stated that fear was the 
underlying reason for not discussing death with the child. This parent described a 
sense of fear regarding the child’s response (“Would he become angry, or very 
sad?”), but also expressed fear that the child would no longer be able to enjoy his 
final days. 
 
 

Parents’ Desire to Protect Their Child 
Several parents indicated that they did not wish to cause their child additional pain or 
anguish. As one parent wrote, “Our child felt good. He had no pain or awareness of 
the situation. I wanted him to enjoy life, and I gave him pain medication as needed.” 
Other parents reported that they did not want to extinguish their child’s hopes for a 
cure. 
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Views about Talking to a Child 
A few of the parents reported their views regarding talking to children about death. 
For example, some parents felt that it is inappropriate to tell a child that he or she 
will die, and they felt that the doctor should also refrain from telling the child. 
Occasionally, parents were discouraged from talking to their child about death. One 
such parent specifically noted that a healthcare professional discouraged him/her 
from discussing death with the child, whereas another parent did not state explicitly 
who discouraged him/her. 
 

Parents’ Views of Child Characteristics 
Several parents stressed that their child’s personality was a reason for not discussing 
the child’s impending death. For example, 1 parent indicated that his/her child “was 
not a child who could talk about death,” and some parents described their child as 
being too timid. Several parents felt that their child was too young for this type of 
discussion, but they also often acknowledged that they believed that their child was 
aware of what was happening. Some parents interpreted their child’s deteriorating 
condition, sudden change in behavior, or appearance of being “at peace” after their 
healthcare professional was unable to provide a cure as a signal that their child was 
aware of his/her impending death. Some parents used what they believed was their 
child’s perceived awareness as a reason for not talking; as 1 parent stated, “We both 
knew what was happening, so we didn’t need to talk about it.” 
 
[FIGURE 1] 
The Child’s Unwillingness to Discuss the Subject of Death 
A number of parents reported that their child clearly indicated that he/she did not 
want to discuss the subject of death. One parent’s child had made it clear that he/she 
preferred to discuss other topics such as positive things in life. Other parents’ 
children actively avoided any discussions related to death, for example by refusing to 
answer sensitive questions. Lastly, some parents did not discuss the subject of death 
with their child because their child never initiated such a conversation, which could 
reflect unwillingness on the part the child. 

Lack of Opportunity to Talk about Death 
Some parents did not talk with their child about death because the child’s death was 
sudden, the child was young, or there were physical restrictions (eg, the child was in 
a coma, was mechanically ventilated, or was otherwise unable to communicate). 

The Child’s Disability 
Some parents cited their child’s disability as a reason to not discuss death with the 
child. However, it was not always clear whether they were referring to a physical or 
mental disability. 
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Parents Who Discussed Their Child’s Death with the Child 
Thirty-one parents of 21 children talked with their child about death. Several of these 
parents used a symbolic story to talk with their child. Some parents spoke about 
death in a way that they believed would make sense to their child; for example, 1 
parent told their child—who adored flying—that one day he would fly away and 
never return. Other parents used narratives written specifically to help parents talk 
with their child; one such example is the book Naar het Regenboogbos (To the 
Rainbow Forest) by Susanna-Elly Marijs, which is about a country where children 
can go to after death, where sickness and pain do not exist, and where children can 
play in a forest.20One parent who used this story hoped that telling this story to 
his/her child might help make the concept of death more tangible to the child and 
would help alleviate the child’s fear of dying. Another story that some parents used 
was designed by a spiritual caregiver in our hospital and is about a beetle that lived at 
the bottom of a reservoir, swam to the surface, and was transformed into a dragonfly. 
One parent who used this story stated, “My child wanted to hear this story many 
times. At the end of the story, he would always start to cry, and I felt that he really 
understood the message.” Some parents found religious stories helpful. One parent 
stated, “We told him/her that God has meaning in everything, and that somehow we 
would always be connected.” Another parent wrote, “Our child was proud that she 
would get to play in God’s garden.” Several parents described having a brief 
conversation with their child about the child’s impending death. Some of these 
parents used a very direct approach, telling their child he/she could not be cured or 
asking the child whether he/she thought that he/ she could be cured. Other parents 
talked with their child when the child requested information regarding his/her 
prognosis. 

PARENTS’ FEELINGS REGARDING EITHER DISCUSSING OR  NOT DISCUSSING DEATH 
WITH THEIR CHILD 
The majority of parents reflected positively on their decision either to discuss or not 
discuss death with their child. Figure 2 summarizes the relative number of parents 
who replied “yes,” “no,” or “I don’t know” when asked whether they reflected 
positively on their decision. Eight of the parents who did not discuss death did not 
answer this question, and 1 parent who did discuss death did not answer this 
question. Figure 2 also provides example responses written by the parents for each 
choice. Twenty-nine of the responding 47 parents who did not talk with their child 
about the impending death reflected positively on their decision (ie, answered “yes”). 
Some of these 29 parents indicated that their child clearly did not want to talk about 
death or avoided the conversation. A few of the parents who did not reflect positively 
on their decision not to talk indicated that there was no possibility to discuss death or 
that they chose not to discuss it because they still hoped for a cure. 
More than three-quarters of the parents who discussed death with their child felt 
positive about having had the conversation. These parents reported the following 
benefits of having a conversation with their child regarding death: the parents could 
help eliminate the child’s fear; the child was able to help organize the funeral 
themselves according to his/her own wishes; and the open and honest nature of the 
conversation brought some families closer together. In a few cases, the parents who 
talked about death with their child reported that this experience was not positive, and 
this was often based on the child’s resulting emotional response (figure 2). 
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[FIGURE 2] 

DISCUSSION 
 
Here, we report that approximately two-thirds of parents in our Dutch cohort chose 
not to talk with their terminally ill child regarding the child’s impending death. This 
finding is consistent with a previous study by Kreicbergs et al.13 Several reasons 
were cited by parents for not discussing death with their child. Some parents reported 
fear in [Figure 2] association with talking about death, some felt unable to cope with 
their child’s impending death, and some did not feel confident talking with their 
child about death. A previous report showed that some parents reported feeling guilty 
or experienced their child’s approaching death as a “failure to protect (their) child”.10 

Such parental insecurities can further complicate communication and openness 
between the parent and child. 
Many parents described a desire to protect their child from bad news, a finding 
consistent with previous reports. 10,12,21-24 A parent’s desire to protect the child is a 
common theme, in palliative care settings as well as shortly after receiving a 
diagnosis of childhood cancer25 or other potentially life-threatening chronic illness.26 

On the other hand, the reasons a parent might choose to not discuss death with 
his/her child can include having a child who is unwilling to talk about death or a 
child who does not initiate a conversation regarding death. Data suggest that this 
situation can lead to a phenomenon known as “mutual pretense,” in which both the 
parent and child are aware of the impending death, but neither is willing or able to 
discuss it.10 Mutual pretense can cause feelings of isolation in the child, and this can 
also lead to a decreased level of trust by the child in his/her parents and healthcare 
providers.1,6,10,11,14,21,24,27-29 Another theme was related to views regarding talking 
with children about death. Previous publications discussed several potential “myths” 
related to withholding open communication regarding the child’s impending death 
during the palliative phase. One such myth is that children under the age of 10 years 
are not aware of their imminent death (and therefore    will not experience anxiety or 
concerns); another myth is that discussing death with the child can lead to severe 
depression in the child.9,15 Consistent with these notions, our results show that the 
parents’ views often prevent them from discussing death with their child. 
Another theme involved the parents’ views of child characteristics. 
For example, several parents mentioned their child’s young age as a reason to not 
discuss death with the child, even though the children were often aware of their 
prognosis. 
Developmentally speaking, young children may not be able to understand fully the 
implications of dying; however, as previous studies suggest, terminally ill children of 
all ages can be aware of their impending death.1,10,16,23,25,30,31 This awareness can 
arise from changes in circumstances or in the behavior of the parents and/or 
healthcare professionals. Children can often identify and correctly interpret these 
changes (for example, when the child is suddenly excluded from the conversations 
with health care professionals). In addition, contact with other children with 
incurable cancer can make children aware of their own imminent death.1,10,16,26,28,32,33 

According to the parents in our study, some of the children clearly stated that they 
did not want to talk about death, whereas other children avoided the conversation, for 
example by not answering delicate questions from their parents. The published 
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literature gives less attention to the possibility that children may not want to talk with 
their parents about their impending death. In fact, both studies and recommendations 
underscore the importance of open, honest communication,1-11 and discussions are 
increasingly focused on how we should talk with children about death. 
Based on the results of our study and the work of other groups, not discussing the 
subject of death with their parents may be the best option for some children.22,32-34 

Moreover, although some children may not want to talk about death with adults, they 
may want to discuss this topic with their peers.10 Several of the parents in our study 
reported that they lacked the opportunity to discuss death with their child, and some 
of these parents did not reflect positively on the fact that they did not discuss death 
with their child. 
Research by Wolfe et al has revealed that—for some parents— a “gap” can occur 
between the time at which the oncologist documents the prognosis and the time at 
which the parents fully understand and accept the prognosis; this gap can be longer 
than 3 months.35 This delay may explain why some parent experienced their child’s 
death as sudden and therefore believed they had no opportunity to talk with their 
child about death. In addition, in some cases the rapid progression of the illness may 
have led to a situation in which there was no longer an opportunity to talk with the 
child about death. Importantly, in these situations, parents are unable to say goodbye 
and let go, which are essential elements in the grieving process.6,36 One-third of the 
parents in our study talked with their child about death, and many did so using 
narratives. According to some parents, their children often found comfort in the idea 
of going to Heaven; this is consistent with previous studies.6 The fact that the parents 
reported using a variety of approaches to discuss death with the child illustrates that 
there are several effective ways to communicate with a child regarding death. 
Three-quarters of the parents who discussed death with their child reflected 
positively on having had this discussion with their child. In some cases, the parents 
reported that talking about death was a means of minimizing the child’s fear. 
Our results show that discussing the topic of death with the child can create an open 
atmosphere within the family and can help the family grow closer. Nevertheless, we 
cannot exclude the possibility that the subgroup of parents who talked with their 
child about death came from families with an inherently open communication style, 
leading to a possible bias in the results. 
In contrast with a previous study,13 we found that some of the parents in our study 
did not feel positive about their conversation with their child regarding death. Some 
of the parents in our study reported that these feelings arose primarily because their 
child had reacted with strong emotions following their conversation regarding the 
impending death. One such parent stated that she wished she had been better 
prepared for this. In clinical practice, terminally ill children can respond differently 
upon learning that their condition is terminal; these responses can range from 
reacting calmly to becoming angry.6,21 Although these responses can appear severe, it 
is important to remember that such emotional responses by a child are often 
considered normal behavior and do not necessarily indicate that broaching this 
subject was inappropriate for these children. Thus, consistent with previous reports, 
we believe that a parent should not avoid discussing death with the child simply to 
avoid an emotional response by the terminally ill child, particularly when the child 
and family have adequate support. 
15 This study has several limitations that warrant discussion. 
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First, the low response rate precludes our ability to generalize our findings. In 
addition, because the information was obtained by written questionnaire, there was 
no opportunity to question the parents further regarding their responses in order to 
obtain more details. Moreover, overlap was observed in some of the categories, 
although such overlap is generally not uncommon in an analysis of this nature. 
Lastly, although data were obtained from both parents of some children, this 
subgroup was relatively small; therefore, we were unable to compare the responses 
of mother-father dyads. 
With respect to clinical practice, our findings suggest that the decision regarding 
whether—and how—to talk with a child about death should be tailored based on 
individual context. In the palliative phase of care, most parents base their decision in 
light of good parenting. This concept, which was described previously by Hinds et al, 
underscores the notion that parents make decisions that they feel are in the child’s 
best interest.37-40 In addition to benefiting the child, this approach also helps parents 
during the grieving process.38 We propose that clinicians can play a central role in: 
(1) exploring whether parents wish to talk with their child about death; (2) 
identifying the parents’ reason(s) for either discussing or not discussing death with 
their child; and (3) understanding the factors that may cause the parents to regret 
their decision over the long term. Parents should be supported with respect to their 
views regarding discussing death with their child, and this support should be 
provided in a non-directive manner once the underlying rationale has been explored. 
For example, clinicians can support parents who feel insecure, or they can explain 
the possible consequences of “protecting” the child from knowledge regarding the 
impending death. Open, honest communication is important; however, as our data 
show, not all parents feel confident discussing impending death with their child. It is 
therefore equally important to guide and support parents through the process of 
talking with their child about death while remaining mindful of complex family 
dynamics. Lastly, our results suggest that parents should be adequately prepared for 
their child’s emotional responses during—and after—any such conversations with 
the child. 
Overall, two-thirds of parents in our study whose child had incurable cancer did not 
talk with him or her about the impending death, and multiple reasons were cited for 
this decision. The parents who did talk about death used mostly symbolic or religious 
narratives, or they had brief, direct conversations with their child regarding death. In 
retrospect, most of the parents felt positive about their decision, regardless of 
whether they discussed death with their child or not. Our findings highlight the 
complexities surrounding these conversations and  indicate that clinicians can play a 
key role in supporting parents. 
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TABLES AND FIGURES 
 

 
 
Figure 1. Schematic overview of the reasons why the parents in this study chose not to discuss the 
topic of death with their child with terminal cancer. The 7 general themes are indicated, with specific 
reasons shown for each category. 
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Figure 2. Summary of the parents’ self-reflection regarding their decision to either discuss or not 
discuss death with their child. Left, 55 parents of 35 children did not discuss death with their child. 
When asked whether they felt positive about this decision, 29, 6, and 12 parents answered “yes,” “no,” 
and “I don’t know,” respectively (8 parents did not answer this question). Right, 31 parents of 21 
children talked with their child about death. When asked whether they felt positive about this decision, 
24, 4, and 2 parents answered “yes,” “no,” and “I don’t know,” respectively (1 parent did not answer this 
question). 
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