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Abstract

In today's medicine, making a decision requires close collaboration between patient, family and the medical team.
Communication about disease prognosis and death in the triad of paediatric cancer patient, family and medical team plays a
crucial role, with multiple moral dilemmas to balance the patient's right to be informed and the parents' obligation to act in the
best interest of the child.

This narrative review presents information about the challenges that arise in this process, from the perspective of all parties
involved, with the associated limitations and barriers. The majority of the accounts come from parents/carers, followed by medical
staff and then patients. Early involvement of palliative care services helps to increase comfort and quality of life in patients with
terminal cancer disease; however, this can also be challenging at times.

Empathetic communication from diagnosis to end of life poses some challenges for healthcare professionals. For optimal
outcomes it is necessary to put the patient and his/her needs at the centre of the communication and the decision-making
process. There are several general strategies to improve the way information is conveyed to the patient and their family. It would
also be useful to obtain data from paediatric oncology centres in Romania related to end-of-life communication.

Rezumat

n medicina actuala, stabilirea unei decizii presupune o stransa colaborare intre pacient, familie si echipa medicala. Comunicarea
despre prognosticul bolii si moarte n triada pacient pediatric cu boala oncologica, familie si echipa medicala are un rol crucial,
cu multiple dileme morale pentru a echilibra balanta intre dreptul pacientului de a fi informat si obligatia parintilor de a actiona in
interesul optim al copilului.

Aceasta revizie narativa prezinta informatiile despre provocarile ce apar in acest proces, din perspectiva tuturor partilor implicate,
cu limitele si barierele aferente. Majoritatea relatarilor vin din partea parintilor/apartinatorilor, urmate de cele ale personalului
medical si apoi ale pacientilor. Implicarea precoce a serviciilor de Tngrijiri paliative ajuta la cresterea confortului si calitatii vietii la
pacientii cu boald oncologica in stare terminala; insa si acest demers poate fi uneori anevoios.

Comunicarea empatica de la diagnostic si pana la finalul vietii ridica unele dificultati personalului medical. Pentru rezultate optime
este necesar sa punem in centrul actului de comunicare si decizional pacientul si nevoile Iui la momentul respectiv. Exista mai
multe strategii generale de imbunatatire a modului de transmitere a informatiilor catre pacient si familia lui. Ar fi utila si obtinerea
de date din centrele de oncologie pediatrica din Romania legate de comunicarea la finalul vietii.

Introduction

According to the National Childhood Cancer Registry in
Romania (RNCCR) (1) annually there are diagnosed and
treated in the pediatric oncology network about 400 new
cancer cases (10 cases/100.000 children). The average
survival rate in children in Romania diagnosed with cancer is
69.1% (RNCCR-2018).

The current decision-making process has evolved from the
paternalistic model towards autonomy of the patient and
cooperation between the patient and the medical team in
decision-making; concerning children, as they are under
parental care, the balance tilts towards beneficence and thus
the collaboration between patient, family and medical staff
becomes more a crucial role. (2)
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Discussions in the doctor-parent/caregiver-patient triad about
disease prognosis and death raises multiple moral dilemmas
and challenges. Doctors and parents need to balance between
children's right to receive information, to express their opinion
in issues that directly concern them (3) and the right and
obligation of parents to act in the best interests of the child.
SIOP (International Society of Pediatric Oncology) encourages
medical staff to provide children with relevant medical
information, according to their developmental stage and
culture, to actively involve children in the decision-making
process regarding their health problems, mentioning also the
parents' responsibility for the child's health, but not their
exclusive right of decision (4).

On the other hand, the health care team needs to balance
children's and parents' wishes related to treatment and their
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own professional even personal values (both regarding life and
death issues and daily practice) (5).

In the literature, there is increasing interest in improving
communication skills and decision-making regarding end-of-
life care, translated into an increasing number of studies
addressing this issue (6).

The purpose of this paper is to present published material on
the barriers, limitations and challenges that arise in
communication between the pediatric cancer patient, their
parent/caregiver and the healthcare team.

Material and methods

This is a narrative review of articles on the topic of
communication in the triad Physician/nurse team -
parent/caregiver - patient about communication concerning
end-of-life care and dying. We used searches in 2 international
databases (PubMed and ScienceDirect), using key terms:
‘communication’ AND 'death’ AND ‘'pediatric/child’ AND
‘cancer' AND ‘palliative/end-of-life care', as well as
‘challenges/barriers' AND ‘communication' AND 'end-of-life’
AND 'cancer' AND 'pediatric’; in next step we used advanced
search using the key terms mentioned by the author, from the
abstract or title ('end of life' and 'children’).

Inclusion and exclusion criteria

Inclusion criteria were: open access articles, published in
English, type of study (clinical trials, meta-analyses,
randomized clinical trials, reviews and revisions systematic
reviews), papers mentioning pediatric patients under care at
the end-of-life care with cancer pathology and which raised the
issue of patient-family communication- health care staff
regarding terminal conditions and death.

Exclusion criteria were inclusion of adults in the study, other
chronic non-oncological life-threatening pediatric conditions,
exclusive mention of clinical symptoms.

Item selection, review and data extraction

Selected texts were entered into Mendeley Reference
Manager and Zotero Bib. Article reading and data extraction
were done by one person.

At the end of the search 186 articles remained eligible for
review. After exclusion of duplicates (63 articles), reading
abstracts (23 articles), reading articles in full and eliminating
off-topic articles (10 articles), which did not provide information
about communication (2 articles) or that only mentioned clinical
symptoms at the end of life (3 articles) left 49 articles to be
analyzed (Figure 1). We kept the 12 reviews of literature for the
synthesis of the information they provided and 37 original
articles remained.
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Figure 1 - Flow diagram for selection process of articles
From: Page MJ, McKenzie JE, Bossuyt PM, Boutron I,
Hoffmann TC, Mulrow CD, et al. The PRISMA 2020 statement:
an updated guideline for reporting systematic reviews. BMJ
2021;372:n71. doi: 10.1136/bmj.n71

Results

The perspective of children and adolescents

Given the age and desire of parents to protect their children,
pediatric patients do not participate in parent-physician
discussions; however, as they grow up and if they want to, they
can be increasingly involved in this type of communication.
Discussions in the child-parent-health care team triad in the
end-of-life period is fraught with emotions and understanding
these can tip the balance from curative treatment towards more
realistic goals (7).

On the other hand, children ask their parents for information
about death, and the parents prefer to discuss prognosis and
death with their children in person as shown by Ansley E.
Kenney et al in a study of a group of parents who had lost their
children by cancer - 66.7% of 131 parents discussed death with
their children (8).

In a study including 23 adolescents and young adults aged 12
to 39 years with a diagnosis of stage IV cancer or recurrent
cancer, the patients expressed the need to be respected, to
have their priorities recognized outside of medical issues, the
right to personal relationships, the possibility to maintain a
state of nhormality (9) In the same study, many patients wished
to be informed earlier about end-of-life issues and to have a
therapeutic plan centered on patients and their needs.
Adolescents' acceptance of their own death has a dynamic,
devastating, and long-lasting impact which is different for each
surviving family member. (10). Application of specially
designed questionnaires to patients with life-threatening
pathology about personal, emotional needs, spiritual and
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medical needs (such as Five Wishes or Voicing my Choices)
was considered helpful or very helpful by a set of adolescents
and young adults with advanced stage cancer disease (19/20
patients) and could pave the way for better communication with
family, decreasing the isolation experienced by patients (11,
12). On the same note, applying an advanced care plan
specifically designed for adolescents was found to be
beneficial for the patient and their family, with constant
maintenance of lower stress levels (13, 14). There are other
advanced care plans tailored to the needs of adolescents that
are being evaluated (15).

Parent and family perspective

Most information about the type of communication at the end
of life, the process of decision-making and about death and all
its implications is drawn from studies reflecting parents' views.
For patients at the end of life the first step is for the family to
understand and accept the poor prognosis. This is not always
the case; often parents of children diagnosed with a cancer
with a poor prognosis do not recognize that the chances of cure
are low (16). Because parents have accepted the stem cell
transplant procedure as the last chance at a cure, children
have experienced more intense suffering and the family failed
to plan for the end of life if the transplant fails. (17).

Faced with the death of their child, parents have to go through
the most difficult experience possible for their role as a parent,
which remains vivid in their memory for many years (up to 4-9
years) after the event (18). 131 parents whose children had
died from cancer, 40% did not feel prepared for the end-of-life
medical and emotional issues, including those issues that
occurred after the death of their child. In the same study, 66.4%
of parents felt that they had noted significant distress in their
child.

Parents are faced with extremely difficult decisions for the well-
being of their terminally ill children, the emotional impact being
crucial to the bereavement period. One of these decisions is
the place of death: parents of patients with progressive
disease, with a previous death in the family, with access to
palliative care at home and who felt that their oncologist had
explained all their end-of-life treatment options to them were
more likely to choose home as the place of death. Choosing
the place of death, even if it did not materialize as expected,
resulted in fewer invasive maneuvers and less parental regret
about decisions (19). In countries where the DNR (do not
resuscitate) order is mandated the family faces even more
feelings of giving up, frustration, guilt and regret that they did
not have enough time to spend with the child (20).

In general, parents do not clearly express their emotions about
their child's illness and prognosis. And the response given by
the medical staff (by providing medical information) stops the
communication process. It is recommended to use the
empathic response to further explore parents' concerns (7).
Parents also found it useful to discuss prognosis with the
pediatric oncologist, explaining symptoms and physical
changes that may occur at the end of life, symptoms and signs
that occur near death (21).

Parents also need support in communicating with their children
on the topic of death (through discussions with health
professionals on this topic, establishing contact with other
parents who have lost children, involving the clergy in
discussions, providing sources of information) - (8).

Most of the information about parents' perspectives comes
from studies conducted in United States. However, we also
have the results of Zimmerman et al. who studied negative or
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positive experiences of parents of children in palliative care in
Switzerland; the parents' wish is an honest relationship with the
medical staff throughout treatment and the provision of
continuous and coordinated emotional, spiritual and cultural
support (22).

There are quite a few studies on the long-term effects for
siblings of children who have died from cancer. The effects are
felt in the short term (anxiety, depression and substance abuse
increased in the first year after the death but returned to normal
afterwards) and in the long term, the data show a direct link
between complicated bereavement and lower academic
performance and impaired socioeconomic status in adulthood
(23, 24).

In a national assessment in Sweden 174 young people who
had lost a sibling when they were 12-25 years old answered a
guestionnaire about how they felt about the loss and its long-
term effects. Several factors were identified associated with
the risk of complicated bereavement: the feeling that the
deceased sibling had not had a peaceful death, impressive
signs and symptoms preceding the death (seizures),
avoidance of discussion with medical staff (no time and space
for clarification of end-of-life issues), receiving limited
information in the last month of life and, an extremely important
factor, the lack of discussion with family members or others
about iliness and death. The negative effect of these deficits
translated into feelings of loneliness and the presence of
complicated grief until almost 9 years after the event. (24).

An optimistic conclusion is that the risk of complicated
bereavement directly decreases proportionally to the interval
since the event (24). There are also individuals who believe
that the death of their sibling has produced a degree of
personal development, with improved personal communication
style, with a greater degree of kindness and maturity compared
to individuals of the same age (23).

Perspective of health professionals

Working in a pediatric oncology service is marked at the same
time by burnout (due to high workload, bureaucracy, system-
driven changes) and a high degree of satisfaction, as the care
of children and the relationship with them is not considered
stressful by medical staff. However, burnout can affect the
relationship with patients, the quality of care and the physical
and emotional health of healthcare staff (25. Approximately
40% of healthcare professionals in a survey of 266 people
(doctors and nurses from intensive care, oncology and
cardiovascular intensive care units) felt that the work with
patients with poor prognosis is depressing, a view shared
especially by the least experienced (26). In the same study,
physicians with <10 years clinical experience experienced
feelings of guilt and failure at the death of a patient compared
to those with more experience.

The doctor-patient relationship with chronic pathology is more
emotionally charged compared to patients with acute
pathology (major trauma is not included here). For this reason,
there are some issues that hinder communication in the end-
of-life period. Personal powerlessness and fear of damaging
the doctor-patient relationship by revealing the prognosis
cause a reluctance to initiate this type of discussion (9).
Another fear is also related to the lack of training for
communicating directly with children and adolescents about
bad news (9, 27).

Health professionals believe that they are prepared to show
empathy in discussions about death, discuss an adolescent's
overall goals, and support the family's hope, but feel less
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prepared to talk with a schoolchild or adolescent about
cardiopulmonary resuscitation (26). However, doctors and
nurses usually do not directly discuss with the pediatric patient
or avoid certain topics such as his/her prognosis, hopes and
concerns.

Although it is shown to improve the quality of life of terminally
ill patients by early involvement of palliative care, oncologists
are encountering some challenges. As palliative care in many
countries is not available as a consultative service alongside
treatment with curative intention, oncologists’ experience
uncertainties when to transfer to such services (uncertain
prognosis, emotional involvement, fear of failure and negative
emotional reaction of the family, communication concerns
about choosing the right time and setting) (28).

The findings of the articles comprising the literature reviews are
summarized in Table 1.

Tabel 1 - List with assessed literature reviews

Articles
#

Author Year Country

Conclusions

Aasen 2023 21
E.R.H.V et

al. (51)

Norvegia

Involvement of children in advance care planning is limited, but
increases as patients get older; in general, this has been
beneficial for patient-caregiver communication

There is often disagreement between adolescents and
caregivers about the level of information shared, the objective of
care, and how they want to spend their last days

Alan
Bates,
Julia
Kearney

T. | 2015 SUA
Canada

A.

The process of children's understanding of death evolves over a
longer period of time

Children and adolescents at the end of life usually want to receive
information about their illness and prognosis; they also want to
live the remaining period as intensely and fully as possible
Death should be discussed in a step-by-step manner, through
honest, concrete and patient-friendly communication

Information should be tailored to the psycho-emotional
developmental level of the children and with the close support of
the family

Mika 21
Hirata
Kyoko

Kobayashi

2022 Japonia

Maintaining hope in times of uncertainty is important for patients
and parents

Hope gives patients a purpose in life at the end of life and gives
them the strength to move forward

Johnston 2019 SUA 34

E.E. et al.
(52)

Most children with cancer, parents and doctors would choose
home as the place of death

Parents who had the opportunity to plan the place of death for their
child, even if it did not come to fruition, felt more at peace with their
child's death and regretted their decision less

The choice to plan the place of death may be more important than
making that choice concrete

The health care system is obliged to provide optimal conditions to
ensure a 'good death' at home through tailored palliative care
services

Khalid K.
etal.

2019 Malaysia | 32

Sometimes patients and their families hesitate to share religious
beliefs with medical staff

Communicating about impending death in communities with
strong religious and cultural views can be difficult due to
differences in religious affiliation between family and medical staff
The spiritual advisor is an important part of the palliative care
team, providing spiritual support, officiating religious services at
the request of the family and providing emotional support during
bereavement

Perez G. | 2020 SUA

K. et al.

Lack of discussion of death for adolescents and young adults with
cancer disease leads to exhaustive end-of-life treatments despite
their preference for comfort in the last month of life
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Physicians' difficulties in communicating about death are related
to feelings of personal failure, fear of unrealistic family
expectations about prognosis, and patient and family discomfort
Beneficial role of paediatric palliative care teams from diagnosis
onwards and communication methods such as: asking/offering
information/answering empathetically/questioning for any taboo
topic, including death

Time is needed for difficult conversations with adolescents and
their families at the end of life

Creating a trusting relationship between patient and doctor is the
foundation for such conversations

Health care staff must systematically and tactfully explore patient
and family beliefs, values, needs, concerns

Sentence patterns that can facilitate difficult conversations with
adolescents at the end of life

Families prefer ongoing communication with family members
and caregivers that helped end-of-life decision making and
palliative care involvement

Families value empathetic communication that maintains hope
over a pragmatic approach

Parents often felt unprepared for their child's death, either
surprised by the rapidity of the event or felt it was a long ordeal
Moving into palliative care felt like giving up the fight and they
felt abandoned

Provides a model of adolescent-family communication to
medical staff taking into account the social, legal and community
context as well as personal preferences (medical, psycho-social,
developmental, family, ethical and existential)

With parental consent, communication about death is done
honestly, using terms appropriate to the cognitive and
psychoemotional development of children

The degree of patient involvement in the decision-making
process should be established in advance

Training of medical staff on ethical issues and palliative care
helps the professional to provide the best care for children with
cancer disease at the end of life

First and foremost, pediatric patients should be given the
opportunity to initiate discussions about prognosis in a safe and
open environment

Physicians should be trained to recognize the emotions felt by
children, but without forcing unsolicited information

Physicians need to accept the uniqueness of each patient and
their family, and that their wishes and needs may change over
time

Lack of training for physicians in conveying information about
prognosis and death can lead to overconfidence, with the use of
inappropriate and scientifically unvalidated communication
methods

[ ]
[ )
7 Rosenberg | 2016 SUA .
AR etal.
[ ]
[ )
[ )
8 Salins N. 2022 India °
Hughes S. Marea
Preston N. Britanie
[ )
[ ]
[ ]
9 Sansom- 2020 SUA °
Daly UM Australia
et al
10 Santoro 2018 SUA .
J.D.
Bennett M.
[ ]
[ ]
11 Sisk B.A et | 2016 SUA °
al.
[ ]
[ ]
[ ]
12 Wiener L. | 2013 SUA 37 °
et al
[ ]
[ ]

Language and cultural barriers affect the complete care of the
child in palliative care which supports the use of trained medical
interpreters

There are many cultures in the world where it is acceptable to
hide the lethal prognosis from the child (Chinese, Korean,
Russian)

Assessment of the spirituality of the child and family is an
important aspect of palliative care

Of the ideas mentioned we noted that pediatric patients
understand the idea of death as it develops gradually with age,
exposure to iliness and deaths in the family or of close friends
(29). Most children want to learn about their illness (29, 30, 31,
32), but they do not always want to be involved in the decision-
making process (31). There are many language, cultural,
religious and spiritual barriers that make the communication
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process even more difficult (33, 34). Doctors also fear
discussions about death because the loss of a patient is
considered a personal failure (35). Surprisingly, patients and
families prefer to keep hope in moments of uncertainty at the
expense of pragmatic medical information (36, 37).
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Discussion

During meetings with health care staff, parents perceive both
the presence of 'good news' (related to the child's disease
control and well-being) and 'bad news' (untreatable disease or
adverse effects of treatments) (38). Current recommendations
converge towards sharing information gradually including to
patient (depending on their psycho-emotional development
and their willingness), using terms understandable to parents
and children, in an empathetic way, keeping in mind the patient
and his/her medical, psycho-emotional, social and spiritual
needs.

We have identified several barriers related to communication
in the patient/parent/carer-doctor triad. In an increasing diverse
world, language, racial and cultural barriers can affect
prognostic understanding and consequently end-of-life care.
Because parents do not understand or are unable to accept a
poor prognosis, children are at risk of receiving more intense
treatment without a real possibility of cure (16, 27). Out of a
desire to protect their child, parents may call for the
establishment of a conspiracy of silence, sometimes feeling
judged by the medical staff for their decision (39, 27). Parents
did not appreciate conveying to their children information that
was too complex to their age or too close to the time of death
and if this was not given by the doctor (oncologist) but by
another person. (8).

From the perspective of parents and patients, navigating the
health system and fragmented information from multiple
professionals contributes to difficult communication and
generate feelings of frustration (9).

The difficulty in addressing the issue of death also comes from
staff discomfort to open such discussions because of
reluctance to communicate with patients due to lack of
communication training, personal hope in a miracle, fear to
affect the therapeutic relationship and rob patients of hope for
healing (27, 9). Doctors observe certain 'signs' suggestive of
patient's knowledge of the prognosis: observation of physical
changes occurring through evolution of the disease, verbal
expression of concerns about death and direct request to be
included in the decision-making process at the end of life, as
well as the emotional distress given by hiding the truth. These
could be used as arguments for direct communication with the
patient. (27).

Fortunately, there are several ways to improve the
transmission of information to the child and parent/guardian. A
modified version of the SPIKES protocol for discussions that
include children gives them the opportunity to present known
information, their personal needs and what they want to know;
this knowledge helps health care staff to develop a treatment
plan centered on the patient's need (9). Patients' and parents'
preferences may change over time so that they need to be
reassessed periodically.

Second, parents need accurate medical information provided
in clear terms, and delivered in an empathetic manner (21)
which leads to a better understanding of prognosis. This
translates into decreased futile treatments at the end of life. By
repeating questions over time including open-ended questions
about prognosis, the medical team can get a clearer picture of
family's perception and expectations of disease outcome (16).
Communication skills in oncology are not innate, ongoing
training is needed to better communicate diagnosis, poor
prognosis, relapse and possible death. Role-play training with
professional actors as early as residency (40) or later, over
several encounters to achieve a 'therapeutic' relationship in a
safe environment has proven acceptable to healthcare
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professionals and resulted in increased comfort levels for
sharing bad news. In addition to role-play, there are other
relatively simple strategies to encourage communication: by
repeating questions, the doctor's silence encourages the child
to tell additional stories (27). There is an ongoing study to find
international evidence-based best practice for communicating
about death and end of life with the adolescent and young adult
age group, this is very challenging for healthcare professionals
(41). There are also more resources for healthcare
professionals to improve their knowledge of bereavement,
starting with personal experience. (42).

Healthcare staff need to set their professional priorities in order
to compensate for the emotional burden and soul drain they
feel and to be supported to find coping resources (43). Finally,
practicing this field of medicine remains a personal choice.
The beneficial role of early involvement of palliative care
services helps to comfort and increase quality of life in patients
with advanced neoplastic disease (44, 45), both for patients
undergoing stem cell transplantation as a last therapeutic
resource (46), and for those with solid tumors (47). Improved
aspects relate to communication (45, 47, 46), medical care, a
lower number of medical investigations and interventions (44,
46), through comprehensive pain assessment and treatment
(44, 45) as well as bereavement support and overall parent
satisfaction (45, 47, 46). Even in countries with limited
resources, such as Tanzania, palliative care can benefit
pediatric patients with poor prognosis. (48).

While aware of all the benefits listed above, doctors have to
overcome several barriers and uncertainties before referring
patients to specialist palliative care services: related to
prognosis, communication of the decision and personal
inabilities (28). In addition, for those seeking specialist training
in pediatric palliative care there are training courses. (49, 50).
Although based on small cohorts of patients, given the rarity of
the oncological pathology among children, the amount of
information about communicating about death with pediatric
patients and their families has increased significantly recently.
One of the limitations of the review is that the data come from
roughly the same groups of patients or parents, mostly in the
United States, without having a picture of what happens in
countries with a different culture such as in Europe. Another
limitation is given by the selection and analysis of articles made
by a single person, with the subjectivity that comes from this
process, then the financial limitation by the exclusive access to
open-access articles.

For a picture of what it means to communicate with children
with cancer and their families, it would be interesting to conduct
a study in pediatric oncology centers in Romania, which could
lead to an improvement in the quality of life of this group of
patients and their families, increasing the accessibility to
palliative care services and improving the communication skills
of the medical team.

Conclusions

Communicating with the pediatric cancer patient and family
throughout the course of the disease, from diagnosis to end of
life, is challenging for all discussion partners and is achieved
step by step as the therapeutic relationship is established. For
the best results it is necessary to put the patient at the centre
of the process and his/her needs at the time. There are several
generally applicable strategies to improve the way we convey
information to the patient and their family. It would be useful to
obtain information about the needs of pediatric patients in
Romania related to communication at the end of life.
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