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Abstract
In a sample of parents who lost a child to cancer, we investigated their needs before and after their
child’s death and how these needs were fulfilled. We met parents of AYA (adolescents and young
adults) between 15 and 25 years old, who died in Curie Institute between 2000 and 2003. Twentyone families agreed to participate in this study between October 2005 and April 2006. When a
family agreed to participate, a semi-structured interview was held in the psycho-oncology unit of
the Curie Institute. This interview was audiotaped and then retranscribed for analysis. Data were
subjected to the Grounded theory method, a systematic and standardized method of semantic data
analysis. Three prominent themes emerged from our thematic data analysis: first, the importance of
psychological care during the terminal phase of the child’s disease and after the child’s death,
reported by 95% of parents; second, the need to be listened to and to be understood by the
medical team (97% of parents); third, the need for information from the medical team. A big
discrepancy was observed between psychological support expectations and the proportion of
parents who actually consulted or participated in bereavement groups. Our study clearly demonstrates that parents who lose a child through cancer have particular needs and therefore deserve special attention.
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1. Introduction

The loss of a child is critical and traumatic for parents. Parents whose children have died from cancer live in a
context of chronic uncertainty and apprehension (Monterosso & Kristjanson, 2008). However, parental bereavement as well as their needs just before and after the child’s death remains poorly understood.
A recent study explored the experience and needs of nine parents who had received hospital-based bereavement support following the death of their child from cancer (DeCinque et al., 2006). Parents identified the need
for more supportive contacts from hospital staff during the palliative phase and following the child’s death, early
access to information on how to practically and emotionally prepare for the death of their child, contact with
other bereaved parents and formal grief support for siblings.
In a study examining parental perspectives regarding bereavement services from a pediatric oncology treating
center, D’Agostino et al. interviewed 7 parents whose children had died from cancer (D’Agostino et al., 2008).
Parents perceived flexible and continuous bereavement services from the treating hospital as a necessary transition to community services. Talking to other parents with similar experiences and maintaining contact with staff
at the treating hospital were considered critical for their healing after the loss.
Researchers emphasized that parents who had lost a child from cancer had a strong need to maintain contact
with the team that cared of their children for months (Clerici et al., 2006). They observed that, in the process of
coping with bereavement, anxiety and depression symptoms were common and not necessarily pathological,
though there might be psychopathological reactions that could interfere with the parents’ quality of life, when
these symptoms are particularly intense or long-lasting. Several studies investigated risk factors associated with
psychological distress. For instance, Li et al. underlined that the risk of mental disorders increased among parents, especially mothers, who lost a child (Li et al., 2005). Concerning long term grief reactions, regarding the
place of death and the gender of the parent, authors showed than one year after the child’s death, fathers reported
higher levels of psychological disturbance (depression, anxiety, and stress) when the child died at the hospital
(Goodenough et al., 2004). On the other hand, there was no difference in the mother’s psychological state as a
function of the place of death.
Main psychological negative outcomes seemed to reveal complicated grief. Thus, identifying the needs of
parents who have lost a child suffering from cancer is essential in order to preserve their quality of life.
We retrospectively asked 21 parents about their needs before and after their child’s death and how these needs
were fulfilled. The data presented here are part of a broader study on the place of death of adolescents and young
adults (AYA) with cancer (Montel et al., 2008). This research is the first known parental bereavement study in
oncology conducted in France, thereby extending (not just replicating) previous research findings to another
country/culture (Barrera et al., 2009; Christ et al., 2003). On the other hand, AYA constitutes a unique group
whose bereaved parents may have needs that differ from bereaved parents of younger or older children (Kavanaugh, Trier, & Korzec, 2004). The expectations and needs for support of bereaved parents after caregiving have
not been extensively and empirically investigated in France. This severe lack of knowledge hinders the implementing of relevant and refined support care for this vulnerable population. A broader international literature
aims at capturing berefts’ experience, trying to make their voice heard. In order to ensuring respect ethical imperatives while conducting bereavement research, authors suggested to favour qualitative studies with indepth interviews (Beck & Konnert, 2007; Dyregrov, 2004; Hynson et al., 2006). Qualitative methodology
allows addressing experimental themes while giving possibility for bereaved parents to make sense of their
loss.

2. Methods
2.1. Participants
We contacted by mail and phone all parents of AYA died in the Curie Institute between 2000 and 2003. We
consecutively met the 21 parents of AYA (between 15 and 25 years old), who agreed to participate. The AYA
were both treated in the Medical Oncology Department or in the Paediatric Oncology Department. We conducted individual interviews between October 2005 and April 2006. We met both parents of 17 families, while
the other 4 families were composed of one father and 3 mothers. The age of participants varied from 30 to 60
years. The ethics committee of our institution as well as a National Ethic Board gave approval for this research.
The researcher in charge of this study and conducting the interviews was a clinician trained in cancer and bereavement research, but external from the Medical Oncology Department and the Paediatric Oncology one.

666

C. Flahault et al.

Baseline characteristics of families
21 Families

17 parents (mother & father)
1 father
3 mothers

Age (years)

43.2 yr

Time since death (months)

20

Age of deceased children 13 boys 8 girls

18.3 yr
SD: 15 - 25

Types of cancer

Ewing sarcoma: 7 (33.3%)
Osteosarcoma: 6 (28.6%)
Rhabdomyosarcoma: 3 (14.3%)
Chondosarcoma: 1 (4.7%)
Neuroblastoma: 1 (4.7%)
Malignant temporal tumour: 1 (4.7%)
Neuroectodermal tumour: 1 (4.7%);
Pulmonary adenocarcinoma: 1 (4.7%)

Mean prevalence of siblings in bereaved families

2

2.2. Procedure
We contacted parents by letter signed by the attending physician. Each family was able to refuse the interview
by sending an E-mail or by contacting us by phone upon reception of this letter. In the absence of any sign of refusal during the two weeks after sending the letter, the families were contacted by phone by the investigating
psychologist to present the protocol and ensure that they did indeed want to participate. When the family agreed
to participate, they have to sign a written consent which informed them about the study and the possibility to retract anytime, and then, a semi-structured interview was held in the psycho-oncology unit of the Curie Institute.
This interview was recorded and then retranscribed for analysis. Existence of mental disorders (assessed through
DSM-IV-TR) was a non-inclusion criterion for participation.

2.3. Instrument
The semi-structured interview we used was created especially for this research. To our knowledge, and after a
review of the literature, no survey was particularly dedicated to assess needs and supportive care expectations
among bereaved parents of AYA through cancer. The interview was the result of a brain-storming session
among clinicians from different backgrounds (one medical oncologist, one paediatrician, one psychiatrist and
three psychologists) experienced in palliative and supportive care for young patients with cancer. It allows us to
clarify the needs of parents who have to cope with this type of situation. We paid a particular attention to formulate questions that were not too disturbing for the participants. The researcher adopted an empathic and supportive attitude towards the participants. A psychological support was offered when acute emotional distress was
expressed. But no parents turned toward the psychology unit of the Institute, arguing that they already benefited
from an individual psychological support.
The questions asked during the interview were the following:
1) What did you consider to be important for you at the end of your child’s life? After his/her death?
2) Has your need(s) been fulfilled?
3) What kind of needs did you feel were not fulfilled and why?
On average, the interviews lasted an hour.
Both a “theoretical” or deductive approach and a thematic or inductive approach were used, based on the Grounded
Theory (Charmaz, 2005; Guillemette, 2006; Strauss & Corbin, 1998) a systematic and standardized method of
semantic data analysis. An inductive approach means that the themes identified are strongly linked to the data
themselves (Rice & Ezzy, 1999).
The main researcher (S) who conducted the interviews analysed the data with a second investigator (C).
Regular meetings and joint sessions regarding coding, label process and analyse ensure inter ratter reliability.
The coding-concept development process was defined as follows: main needs were defined as those emerging in
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more than half of all interviews, and appearing in the parents’ answers to the first question (What did you consider to be important for you at the end of your child’s life? After his/her death?).

3. Results
3.1. Evocation of Needs: Parents’ Perspectives
One of the main needs highlighted by parents was psychological support during the terminal phase of the child’s
disease and after the child’s death. Indeed 95% mentioned it. While the 21 parents interviewed spoke about the
importance of psychological care (“We need psychological support during the dying of our son [Did you ask for
professional help?] No, we were too busy...”), the results showed that no family attended a bereavement group
and that only 3 out of 21 (14%) families consulted a mental health-care professional before and after the child’s
death (Figure 1).
Two out of the three parents who consulted a mental health-care professional had their child treated in the
Medical Oncology Department while the children of the other families were treated in the Paediatric Oncology
Department. We noticed no differences between those who consulted and those who did not regarding age, gender or educational levels. However, the 3 parents who consulted a mental health-care professional lived in a big
city where more specialists were available. Only 1 out of the 3 parents who consulted a professional presented a
mental disorder (complicated grief, diagnosed by the mental-health professional). It is important to notice that
expression of psychological support and/or of friendly/familial support emerge spontaneously.

3.2. What Kind of Support
One of the main needs underlined by parents was to be listened to and to be understood by the medical team.
(97%) According to their retrospective experience, it seemed that this need was better fulfilled in the Paediatric
Oncology Department than it was in the Medical Oncology Department. Indeed, none of parents whose the child
was treated in Paediatric Oncology reported any lack of listening. However, as the other parents, they emphasized this point as one of their main needs. All the parents reported having received a great deal of support outside the hospital from their family and/or their friends. They even reported it as their principal means of support
(95%). Indeed, parents underlined the fact that support from family and friends was most often maintained over
time, while such was not the case for the support received from the hospital.
They also insisted on the need for more information at the end of their children’s lives including information
which was difficult to hear, while their position was quite ambivalent since they sometimes avoided finding out
too much about their children’s outcome. Finally, all parents with several children emphasized the need for formal grief support for siblings (“Finally my husband and I go help each other to face the death of our daughter...
We feel bad but it’s normal in this situation... Actually, I think that her brother is really suffering and that he
needs professional help but he doesn’t agree... He’s not speaking about his sister death...”). This reported need is
really interesting to investigate and could be associated with former ambivalence. We can suggest that this
movement is linked to a frequent tendency among bereaved people: it is easier to seek help for others (for instance children) than for oneself. Some authors also suggested that behind request for helping one’s children,
there is in fact a request for oneself (Meert et al., 2008). The need for grief support for siblings, expressed by
parents, was based on anxious anticipation of impending psychological distress. When asked about actual psychic difficulties, parents reported no symptoms or troubles.
3

BG expect

21

BG attend
MHC expect

21

MHC consult

0

Figure 1. Proportion of families expectation and attendance in
bereavement groups and mental health care consultations.
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3.3. Evolution of Needs

Importantly, we noticed no differences regarding the needs expressed by parents before and after their child’s
death. Moreover, no differences were observed according to the culture and socio-economic levels of the parents.
Thus, the needs of parents did not seem to differ as a function of these variables. This stability of needs in time
could be a result of the particular experience of time for bereaved people. Indeed they frequently report impressions that time is locked or frozen since death of their loved one, and they need time to modify their needs and
expectations.

4. Discussion
One of the most surprising results of our study is the discrepancy which exists between the needs reported and
the number of parents who actually consult a mental health-care professional or join a bereavement group. This
gap is already known, but poorly investigated, for other bereft population. For instance it has been established
that many bereaved spouses report that psychological support could have helped them, while they did not seek
such a support, or even they refused it when it was offered to them (Valdimarsdóttir et al., 2005). This discrepancy could be explained by difficulties for identifying one’s own psychic distress, and by common representations among bereaved people, as: “I feel so bad and helpless, but it’s normal, I lost my child, and this is not a
psychologist/psychiatrist who can help me”. Although there is a lack of knowledge about this clinical observation, we can argue that parents have specific psychological needs, the earliest of which are not psychotherapeutic needs. Authors demonstrated that 50% of the bereaved families spontaneously contact the medical team that
took care of their children (Clerici et al., 2006).
Parents expressed the need to be listened to and to be understood by the medical team. The ability to listen to
and to provide better comprehension for those suffering cannot be acquired at school or in books. It requires experience, maturity and generosity. Experience and maturity come with time, provided that young nurses and
physicians have such time to develop them before they are discouraged by the amount of work and the emotional challenge of being daily confronted with death. We think that it is essential that this time is made available
for clinicians to allow them to take care of the needs of young dying patients and their families. Parents who
have to cope with the death of a child just need the attentive ear of someone who is able to listen to them without
judgment or pity. This listening could come from any of the caregivers and is not only reserved for mental
health professionals. In our study, it seems that the most important support was actually provided outside the
hospital by family and friends. Whoever gives it and whenever it is given, the patient and his/her family deserve
such attention. As some studies show, in the long term, sharing one’s emotional burden with others facilitates
the grieving process (Kreicbergs et al., 2007).
Our results also demonstrated that the need for information is variable and this fact must be understood by the
medical team in order that they respect the psychic defences of each individual. Therefore, when parents do not
seem to clearly understand the message that physicians or nurses want to transmit them, this should not be a
cause for worry. It is part of the coping process developed by parents and should not to be confused with denial
which refers to a pathological rejection of reality. Interestingly, authors established a difference between intellectual and emotional awareness (Valdimarsdóttir et al., 2007). Logically, the period of emotional awareness is
always longer but nonetheless, it should not be too much longer because of the risk of developing psychological
disorders (Valdimarsdóttir et al., 2007). Therefore, as health professionals, we have to be vigilant in order to distinguish the period necessary for emotional integration from the inability for parents to integrate the child’s
death. In the same way, literature regarding preparation for the death of a loved one emphasizes a frequent difference between cognitive comprehension of the fatal prognosis (comparable to intellectual awareness) and the
feeling of being prepared to the death (that is emotional awareness) (Hebert et al., 2006). As a consequence of
this difference, this emotional preparedness is not only depending on medical information.
The need for formal grief support for siblings, reported by all parents with several children, was also highlighted in literature (DeCinque et al., 2006). However, our experience shows that few siblings of a deceased
child ask for psychological support. Parents have to encourage their children to ask for psychological help and in
many cases, the needs of adults and children do not have the same evolution and parents have difficulties evaluating the siblings’ psychological needs and outcomes. We have observed that sometimes, parents speak about
themselves when they ask for psychological help for their children, and we should think about different ways to
help parents and their children. Do they need individual or familial approaches to work on the changes in famil-
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ial functioning after the child’s death? Do they need group therapy to share emotion and express their grief? It
seems very important to take the time to make a clear evaluation of the needs of parents and children (and of the
family as a system), then to help them choose the response most adapted to their needs. A relevant way to improve this screening of distress among siblings could be support for parents through educational groups on how
to support their other children
The culture and socio-economic levels of these families did not influence the needs of the parents, although
we know that culture influences the way illness and death are understood (Hass & Walter, 2007). In this study, it
should be noted that only 4 families were not caucasian. Moreover, all of them had lived in France for several
decades and our finding could be the result of their cultural assimilation. Finally, this result could reflect the
difference between personal beliefs about death and illness and personal needs during a child’s illness and after
his death. Thus, in this perspective, parents’ needs might not be influenced by cultural background very much.
In the future, it would be useful to investigate the needs of each parent separately in order to better distinguish
them, since the risk of developing mental disorders after a child’s death seems to vary as a function of gender
(Li et al., 2005).
This study identifies particular needs of parents which have lost a child due to cancer, but it contains some
bias. The retrospective method is a bias to identify clearly the evolution of needs during the terminal illness and
after the death. A prospective investigation with several times of interviews (during terminal illness and after the
death for example) should provide more information about parental needs. Concerning the siblings, it will be
very interesting to investigate their needs by interviews and to compare it with parental evaluation. We also
think that familial approach and investigation can be the way to develop family centred interventions to facilitate
changes in familial functioning after the death of the child.

5. Conclusion
Our study clearly demonstrates that parents who have lost a child suffering from cancer have particular needs
and therefore deserve special attention. Identifying their personal needs is vital in order to improve the assistance that all of us can provide for them.
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