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CHAPTER 7
Suffering in young children with life-threatening conditions: when
a child stops being a child.
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Abstract
Suffering is one of the most crucial concepts relating to care for children with life-threatening
conditions, yet it is also one of the most elusive. To provide more insight into the suffering of
these children, we interviewed physicians and parents of young children with life-threatening
conditions. Their descriptions of suffering could be categorized in three main domains:
physical, psychological, and existential.
Suffering was largely related to the child’s loss of identity (i.e., what it means to be a child),
when the focus of everything that happens is predominantly on the status of being a patient.
The child’s ability to re-identify is an important modifier. The results challenge the symptombased approach that is sometimes found in palliative care and decision-making. We propose a
four-dimensional model to guide and support physicians and parents in decision-making for
severely ill children in the palliative phase.
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Introduction
Suffering is one of the most crucial concepts relating to care for children with life-threatening
conditions, yet it is also one of the most elusive. Pediatric palliative care aims to improve quality
of life by relieving suffering.1 Suffering is often a decisive factor in end-of-life decisions (e.g.,
withholding or withdrawing life-supporting treatment).2
In recent decades, significant steps have been made in the development of pediatric palliative
care, including substantial improvements in symptom control and pain relief.3,4 To date,
understanding of what is entailed in the suffering of children with life-threatening illnesses
remains limited. The few studies that have offered some insight into this aspect of care have
focused predominantly on oncology.5-8 Children with oncological diagnoses are only one part
of the larger group of children with life-threatening conditions,9 however, and knowledge about
the suffering of children diagnosed with other life-threatening conditions remains even more
limited.
Within the field of medicine, there seems to be some agreement on a generic definition of
suffering,10 stemming from the work of Eric Cassell. Cassell, whose theoretic framework in
suffering is developed in several publications,11-14 defines suffering as “a state of severe distress
associated with events that threaten the intactness of person”14 This definition extends far
beyond pain and physical symptoms to encompass many other facets, including the
psychological, social, and rational aspects of identity. Although several authors gave critized
or further refined Cassell’s concept of suffering,15-17 many studies are based on Cassell’s
definition,5-8,18-20
Cassell alludes to suffering as an individual, internal experience. In this view, suffering thus
has the same status as what is referred to in philosophy as a qualitative experience, or “qualia.”:
the phenomenal character of an experience.21-22 It is therefore liable to the same difficulty as
qualia: an internal experience is immeasurable and accessible only to the person experiencing
it.22 With reference to the definition, Cassell acknowledges that “Suffering is ultimately a
personal matter – something whose presence and extent can only be known to the sufferer.”14
This poses significant difficulties to the development of knowledge on the suffering of patients
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in general, and particularly for patients with limited communication, as is the case with young
children. Even if we measure a child’s pain and discomfort in numerous ways, we cannot fully
appreciate the child’s internal experience. A perfect understanding of the suffering of children
may therefore be impossible. Given the significant role that suffering plays in care and decisionmaking for children with life-threatening conditions, it is important to investigate the
implications of this epistemological uncertainty.
In the much-debated final chapter of the Tractatus Logico-philosophicus, Wittgenstein
concludes, “Whereof one cannot speak, thereof one must be silent”23 Although the exact
meaning of this passage is a subject of controversy, Wittgenstein does express a strict view on
epistemological claims in this passage. In a way, his conclusion might be one of the dividing
characteristics between theoretical philosophy and bioethics.
In the absence of objective knowledge on the suffering of a child, scholars might be prone to
follow Wittgenstein’s point of view and remain silent, or at least to postpone judgment. In
medicine and bioethics, however, we are bound by a duty to act, even in situations where perfect
understanding is absent. While we might never be able to obtain perfect knowledge of suffering,
we can move forward to a deeper, more shared understanding of suffering by analyzing the
diverse lived experiences of parents and healthcare professionals.
It is of vital importance to deepen our understanding of the suffering of children with lifethreatening conditions, in order to ensure that care for these children fulfills its goal of relieving
suffering. Additional insight into suffering is also needed in order to enable a discussion about
the appropriateness of end-of-life decisions for children. Our goal in this study is both
theoretical and practical: to deepen our understanding of the concept of suffering by adding
experience-based knowledge and to generate practical knowledge that can benefit the care and
decision-making for children. To achieve these objectives, we gathered and analyzed the
experiences of parents and physicians of young children (1–12 years of age) with lifethreatening conditions.
Methods
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In a large-scale qualitative study, we conducted in-depth interviews with the parents and
physicians of young children (1–12 years of age) with life-threatening conditions. This study is
part of a larger research project on care and end-of-life decision-making for young children
with life-threatening conditions.
Participants were recruited through various platforms. In November 2016, the Pediatric
Association of the Netherlands (NVK) called on Dutch pediatricians to invite parents to
participate in the study.24 Parent support groups helped reach potential participants through
their online platforms. Sampling was designed to yield maximum variation in terms of medical
condition, age, cultural background, location, parental level of education, and place of residence
for parents, as well as specialization and affiliation for physicians. We had two reasons for not
including children themselves. First, due to gatekeeping in pediatric palliative care, the
inclusion of children in research has proven to be very difficult.25 Second, interviewing children
could potentially bias the results, as such a study would necessarily include only children with
sufficient mental capabilities.
Each participant was interviewed in one in-depth, face-to-face interview at a quiet location of
the participant’s choice (usually the participant’s home or office). A topic guide was developed
as an interview guide. Major themes in the interviews were the course of the disease, aspects
of the illness (symptoms and impact), suffering, care, decision-making, and end of life. The
interviews were conducted in Dutch, recorded on audio, and subsequently transcribed verbatim.
A qualitative analysis was performed according to the grounded theory approach.26 The first
author coded the transcripts for content related to suffering. All authors read the selected parts
of the transcript in order to become familiar with the content. Broad themes were identified in
meetings with all authors, and further specified. Thereafter, coding was performed by the first
two authors, using the constant comparative method.27 The coding was reviewed by all authors,
and differences were settled by discussion. Biannual meetings were held with an advisory group
of researchers, physicians, and parents to discuss the progress of the study, its results, and its
impact on current practice.
Results
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Participants
In 42 interviews, we talked with 64 parents of 44 children. Of these children, 20 were living
with life-threatening conditions, and 24 had died within the five years preceding the interview.
All of the children were (or had been) 1–12 years of age, and they were (or had been) suffering
from a variety of life-threatening conditions. We also interviewed 34 physicians with
experience in caring for children with life-threatening conditions.
There was great variation in the ways in which the medical conditions affected the children’s
physical functioning, cognitive capacities, and activities of daily life. A number of parents
described how the illness and medical treatment dominated the lives of their children, while
others observed that the illnesses—albeit life-threatening—had relatively little effect on the
daily lives of their children, in terms of both physical and mental abilities. The characteristics
of the children are listed in Table 1.
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Table 1. Children’s characteristics (n=44)

Gender, male
Status
Living
Deceased
Age*
1-3
4-6
7-9
10-12
Diagnosis
Malignancies
Congenital malformations
Cardiovascular
Other
Physical abilities**
Unimpaired or mildly impaired
Moderately impaired
Severely impaired
Cognitive abilities**
Unimpaired or mildly impaired
Moderately impaired
Severely impaired
Chance of dying***
Low chance of dying
Significant chance of dying
Terminal prognosis

20 (45.5%)
17 (38.6%)
27 (61.4%)
15 (34.0%)
8 (18.2%)
9 (20.5%)
12 (27.3%)
18 (40.9%)
17 (38.6%)
4 (9.1%)
5 (6.8%)
9
15
20
18
7
19
10
23
11

* For deceased children, the age at death.
** Based on the interviews, we estimated average abilities from the moment of the diagnosis until the
moment of the interview, or until the start of the terminal phase.
*** Based on the interviews, we estimated the chance of dying at the moment the bad news was delivered.
Where several conversations were involved, we averaged the known prognosis.
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Suffering: Types and causes
Three general types of suffering could be identified in the interviews: physical, psychological,
and existential. The causes of suffering also varied: illness, medical treatment, and the process
of dying. Our coding scheme with the overlapping types and causes of suffering is presented in
Figure 1.
Physical suffering
All of the interviews included descriptions of physical types of suffering, although the severity
and kind of physical symptoms varied. Pain, fatigue, nausea, and epilepsy were the most
commonly mentioned physical symptoms, but others were mentioned as well, including
physical impairments, restlessness, and—in a few cases—self-harm caused by neurological
discomfort.
Pain was a dominant theme in physical suffering, and all of the participants described having
seen their children in pain at some point during the illness. Pain varied from headaches, muscle
and bone pain to pain caused by scoliosis, infections, fevers, or medical treatments (e.g.,
injections, skin biopsies, therapy, or physical examinations). Caregivers and professionals were
not always able to relieve this pain.
(Mother20) He had a period where he was literally screaming because of the pain: “Help
me, help me now!” (…) That went on for three days. I kept calling for help, until the nurse
said: “Your son has a neurological tumor. Of course he is in pain.”
Nausea, sometimes combined with dizziness, was often reported, especially in children with
oncological diagnoses (“He was throwing up 24 hours a day, for 8 months”). Most children
with metabolic and neurological conditions suffered from epileptic seizures, sometimes
hundreds of seizures each day, varying in severity.
(Mother07) He had hundreds of seizures every day. The epilepsy was there all day, every
day. That is why he stopped developing.
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Figure 1. Overview of causes and types of suffering
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Fatigue was another form of physical suffering that was mentioned (“She was so tired, she
didn’t even have the energy to cry any more”). Others included occasional self-harm caused by
the continuing neurological discomfort (“She began to poke out her own eyes, to the point that
we had to bind her hands”) and physical impairments.
Parents and physicians gave similar descriptions of symptoms of physical suffering. However,
doctors focused more on the severity of physical symptoms, and parents focused more on the
effects of such suffering on the child’s life. They stressed that physical suffering should always
be judged in the context of the child’s life and the child’s ability to cope with or adapt to the
symptoms.
(Physician04) I define suffering in general as children in pain, which you can see from
their facial expressions, although it is sometimes difficult to see. You sometimes see them
struggling. (…) You always interpret that in the context of the diagnosis, and everything
you know about the illness. (…) We can’t measure suffering, but as I said, when a child
is suffering endlessly from pain that can’t be treated, or when a child… Well, that’s
suffering.
(Mother44) An ear infection or an itch may not seem too bad, but if you’re as helpless as
he is, and you can’t do anything about it yourself, it can become awful. He can’t regulate
or understand the pain. He can’t even scratch.
Many descriptions of physical suffering focused on the process of dying. In many cases, it was
not the quiet process that parents and physicians had hoped for. In children with neurological
tumors, parents and physicians witnessed severe physical suffering from the mass effect of the
tumor, which led to pain, screaming, or severe epilepsy.
(Mother01) She had these severe seizures, where she would bend over completely, with
her heels towards the back of her head. And I kept wondering, “Why does she have to go
through this?”
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The suffering in this stage occurred in a significant number of children despite physicians’
attempts to relieve it.
(Mother08) She had received 72 times the dose [of sedatives] that a child of her weight
would usually receive. 72 times. On both legs, arms… All the pharmacies in the area were
sold out. But she did not respond to the medication.
The length of the actual dying process was mentioned repeatedly in this context. Parents often
described dying processes that took days, sometimes even weeks. Parents univocally described
this prolonged process as suffering for the child. Although many physicians agreed with them,
several questioned whether this might merely be a normal part of the dying process.
Psychological suffering
The second category of suffering mentioned by the participants consisted of psychological
symptoms. The symptoms most commonly mentioned were stress and fear, but diminished
quality of life was reported frequently as well.
Younger children in particular were reported to have experienced stress or fear, usually caused
by the treatment.
(Father01) She had a lot of stress from the chemotherapy. They restrained her, because
she had to lie still. That was terrifying for her, she hated it. (…) We had some traumas
there, screaming... terrible.
In many cases, the child’s ability to understand the illness and medical treatment could reduce
suffering from stress (e.g., because the child was able to understand the necessity of certain
treatments and grasp the impact thereof). It helped children to adapt better to their
circumstances. For example, some children invented rituals to reduce their own stress (“He had
us counting down during radiotherapy, so he knew exactly how long he had to go”).
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In contrast, in a few cases, understanding or rationalization of the illness created suffering for
the child. In these cases, the children seemed to suffer from the experience of coping with their
own death, or the illness caused them to become depressed. Some children seemed to feel guilty
for being ill, or to worry about leaving family behind after dying.
(Mother39) Then she got what we called “fretting-periods.” She became very
depressed, didn’t want to leave us alone any more, not even to go to the bathroom, and
she started to ask questions. About death, her illness, about wanting to atone for small
wrongdoings in her past, as if they were now of enormous importance to her.
Many participants also identified comparison with peers as a cause of psychological suffering.
From a very young age, children were faced with the realization that they differed from their
peers in terms of physical appearance or mental or physical abilities. (M10) “She was very
aware of her spasms, and would tell her teacher, ‘I can’t draw. I scribble.’” For some children,
comparing their own situations to those of healthy peers led to suffering.
(Father43) Suffering… I think we saw her suffer when her legs became temporarily
paralyzed because of the tumor. She felt so powerless. Even more so because it was such
a visible handicap. Sometimes, it happened at school, and then she had to tell the teacher,
“I can’t get up.”
Several participants described the child’s overall loss of quality of life as a source of suffering.
Most parents and physicians identified quality of life—or the ability to find enjoyment—as
more important than the physical or cognitive impairments.
(Physician05) I never saw her enjoying anything, not even the presence of her parents.
The only way that I saw her was lying on her side, and someone had to shake her a little.
That was the only way she’d calm down a little. But I never saw her laugh, never heard
her make sounds that made me think, “Oh, she is happy.” There was nothing. She could
only lie there and cry, and if she didn’t, she would have a seizure.
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Several parents and physicians added that psychological suffering is sometimes undervalued in
the care for children.
(Physician08) I think suffering is more than just pain. Suffering is also fear, and
discomfort, and disappointment. That is all suffering; suffering is not merely a physical
thing. But the physical side is the most visible side, and the easiest to address.
Physicians found it more difficult to act upon psychological suffering than it was to act upon
physical suffering for two reasons. First, many physicians admitted to having difficulty arriving
at an objective assessment of quality of life (or lack thereof) on the part of children, or of their
psychological or existential suffering.
(Physician01) I find it very hard to judge [that kind of suffering]. Because from other,
communicative, patients, we know that outsiders will always judge the situation worse
than the patient. Who am I to say that it is suffering, to live like that?
Second, physicians expressed that they thought regulations were sometimes more directed
toward physical suffering than toward other kinds of suffering. For example, one physician
mentioned this with regard to a Dutch regulation on end-of-life decisions:
(Physician02) In my opinion, she doesn’t fit the criteria [of suffering] as mentioned in
the regulation on active life-ending for newborns, because I think that those describe
clear physical suffering, such as pain. But this suffering is more related to the chronic
hopelessness of her situation.
Existential suffering
The third category of suffering that parents and physicians recognized was existential suffering.
This category comprises descriptions of suffering that drew attention to the child as a person:
the importance of being a person, a child, yourself, in contrast to being merely a patient.
Participants provided further descriptions of what this existential aspect of suffering entailed.
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Parents recounted that the experience of being a child was greatly influenced by the ability to
engage in social activities with peers and family. The life-threatening conditions had an
influence on the children’s social lives. Parents noted that their children greatly appreciated
being able to maintain their activities of daily life (e.g., going to school and playing with peers),
even if this was hindered by illness or medical treatment. “He went to school until the last day
before he died.” In some circumstances, however, adaptation was no longer possible, and
children suffered from the loss of their social lives.
(Mother19) He could only lie down (…) You look out the window, and see your friends
playing outside, and think to yourself, “I’ll never be able to do that again.” To me, that is
unbearable suffering.
Other factors involved in existential suffering included loss of autonomy or loss of the ability
to makes one’s own plans or pursue one’s own ideas. This was identified as suffering
particularly by the parents of children with limited mental capabilities, although they
acknowledged that it was difficult to say for certain whether their children experienced it as
suffering. There seemed to be a lack of agreement between participants concerning whether
lack of autonomy or a lack of ability to pursue a “meaningful” life constituted suffering only if
the child experienced it as a limitation, or whether it was a form of suffering regardless of the
child’s own judgment.
(Mother16) Everything she does is decided for her by us. We decide when she eats, when
she sleeps, how she lies down. She will never be able to make her own plans.
The lack of occupying a position in the world was also mentioned (“He will never be out there.
Never be a part of society”). Many parents, as well as several physicians, explicitly identified
the prolonged process of dying as a cause of suffering for the child, because they regarded it as
an undignified end of life. Once palliative sedation was started, the process of dying lasted
weeks in some cases, and physicians were not always able to sedate the child sufficiently to
ensure that the child was comfortable.
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(Father03) You know he is dying. As soon as you start [the sedation] there is no way back.
You have been waiting for it for two weeks. Why does it have to be so slow? Why so…
undignified?
Physicians acknowledged the severity of symptoms in the terminal stage of life (e.g., epileptic
seizures and screaming). However, while some regarded it as a cause of suffering for the child,
others questioned whether the children were still conscious enough to experience the suffering.
(Physician01) How much suffering must we accept during the dying process? I am
convinced that the consciousness of the child had decreased significantly during this
phase, but ultimately, who knows that for sure? Who can say that these children might
not experience it any longer?
Coping with suffering: Identity adaptation
Most descriptions of suffering placed the physical, psychological, or existential suffering of the
child within the context of what it meant for the child’s identity. One important aspect of this
identity was the ability of children to adapt when aspects of their illnesses hindered them from
expressing their identities as they had done in the past. Many parents and physicians mentioned
the remarkable adaptability of children in terms of coping with new circumstances and finding
new forms of enjoyment or new ways to give meaning to their situations.
(Mother06) She was handicapped, and she realized that (…) but she always just went for it.
She wanted to join the gymnastics team, so she did; even if she couldn’t, she would not give
up. When she couldn’t run anymore, she would be the referee in games.
In many interviews, parents described the importance of such “identity adaptation”: not
regarding the effects of illness and treatments as a threat to their being (as Cassel would describe
it), but as a reason to find other sources of self-expression.
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(Mother18) In a way, I think her interest in learning and reading was because she couldn’t
use her legs any more: she found a new focus. Like the backlight of a bicycle that shines
brighter when the front light is broken.
Similar descriptions were recounted for children with severe disabilities, albeit not as conscious
processes. In one interview, the parents of a girl who had been diagnosed with a severe
metabolic condition at the age of six years described how their child had progressed from
fighting against her limitations towards acceptance.
(Father31) In the beginning, it was very clear that she noticed that she couldn’t keep up
with her peers. (…) And this was very frustrating for her. She fought against it; it was
hell.
(Mother 31) But at some point, I think children realize that… and she knew. And I think
she dealt with it a lot quicker and better than we did.
Later in the interview, the mother continued to note that, even though the child’s current
prognosis was much worse, her suffering had diminished.
(Mother31) I think that she is happy here now. Being here, in this family, is enough.
That’s how small her world has become. The rest of the world doesn’t matter to her
anymore.
In cases where children were or had become unable to cope with the changes in their lives,
parents and physicians described their suffering as “the child not being there anymore,” “giving
up,” or the child “becoming just a patient.”
When suffering becomes unbearable: Suffering and decision-making
In their interviews, parents and physicians described how suffering and quality of life served as
the primary motivation guiding them in making end-of-life (or other) decisions for the children.
In some cases, the perceived unbearable suffering led parents and physicians to question the
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proportionality of continuing treatment. They sometimes felt that the only way to relieve the
child’s suffering was to let the child go.
(Mother10) Her suffering had been so extreme that, for days, she didn’t even have the
energy to smile. So, it was very clear to me that death was a relief for her.
Most of the physicians and parents who were interviewed agreed that relieving suffering
sometimes meant taking a step back and not doing everything possible to prolong a child’s life.
(Physician21) Suffering plays a major role, especially when you deliberate, “Should we
give this patient these aggressive treatments?” Those treatments inevitably create
discomfort for a patient. Receiving artificial respiration… That’s not comfortable.
In a few cases, the suffering observed by parents (and physicians) was so extreme for children
that it led parents to request actively hastening the child’s death. Although such requests were
never granted, some parents and physicians wanted to make this decision in order to spare the
child unbearable suffering, especially when death was inevitable and the dying process had
already started.
(Mother07) That last phase of their life can be terrible. Why does he have to go through that
last bit? Granting your child a dignified end of life is the only thing you can do. And then
you can’t even give them that.
Discussion
When a child’s illness proves to be life-threatening or incurable, many physicians would at least
like to promise that they will prevent further suffering. Unfortunately, it is not always possible
to keep such a promise. Suffering is common in children with life-threatening conditions. In a
2000 study, Wolfe and colleagues provided significant insight into the suffering of children
with oncological conditions, demonstrating that suffering was common in these children.8 Our
study, which examines a wider variety of life-threatening conditions, reveals similar results: to
date, the increased efforts to relieve suffering through palliative care in the past decade do not
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appear to be sufficient, and (severe) suffering is still an occurring phenomenon in children with
life-threatening conditions.
The experiences described in this article provide insight into what parents and physicians
consider to be suffering in young children. They highlight physical, psychological, and
existential suffering. These descriptions of suffering are similar to those used by Cicely
Saunders (the founder of palliative care) to describe the concept of “total pain”—which includes
physical, psychological, social, and spiritual aspects—28 but there are also differences. Within
a secularized society like the Netherlands, the concept of existential suffering is better suited to
the experiences of parents and physicians than is the concept of spirituality, which, although it
is broader than religion alone, has a strong religious connotation. The central theme of
spirituality in suffering appears to have been replaced by a broader theme of what it means to
be a child.
Being a child: Identity and identity adaptation
According to parents and physicians who participated in this study, being a child includes
finding enjoyment, communicating and being social with peers and family, pursuing ideas,
being part of the world, developing and, finally, possessing human dignity. Physical,
psychological, and existential suffering can impede such expressions of personhood, although
not every symptom or limitation creates suffering. The participants also referred to the
remarkable ability of children to adapt—to find new ways to express their identity. Children
who had previously found enjoyment in engaging in physical activities were often able to find
ways of participating in games despite their physical impairments, or they found new ways of
expressing themselves as individuals. As a separate phenomenon, adaptation has previously
been documented within the context of pediatric care. For example, Sulkers argues that
psychological adaptation and goal adjustment can be observed in pediatric oncology. Our study
links the phenomenon to pediatric palliative suffering. Suffering is created not only by the
symptoms that children experience, but also by the impossibility of adapting to their changing
circumstances. In other words, suffering in children involves more than physical limitations. It
also concerns the ways in which children are able to live with (and within) these limitations.
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We have illustrated this phenomenon of identity adaptation in Figure 2. It is important to note,
however, that adaptation is not always possible for some symptoms (e.g., pain).

Figure 2. The process of identity adaptation as a way of coping with suffering

When children are no longer able to adapt, and this inability to accept or adapt is not merely a
phase of grieving,29 they stop being children and become merely (suffering) patients.
From illness-centered toward patient-centered toward person-centered care
In the contemporary system of medical care, it may seem superfluous to state that relieving
suffering is an important goal of medicine. Nevertheless, the focus on relieving pediatric
suffering is actually quite recent. As highlighted in a recent article by Sisk and colleagues, until
the development of hospice care and (pediatric) palliative care in the 1960s and 1970s, very
little attention had been given to suffering in patients with life-threatening conditions.3,31 Pain
and suffering were especially neglected in pediatric care, as children were thought to be unable
to experience pain in the same way that adults do.3,32
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With the development of palliative care and subsequently pediatric palliative care,33 suffering
has become a central concept in care. Palliative treatment is currently developing as a
component of pediatric medicine.34 This development can be described as a movement from
illness-centered care toward patient-centered care: a care that is “respectful of, and responsive
to, individual patient preferences, needs and values, and ensuring that patient values guide all
clinical decisions”.35 Consistent with this view, palliative care is often described as being
patient-centered.36

Our study suggests a further step. According to our respondents, both parents and physicians,
the focus on pediatric suffering should be directed less toward the child as a patient and more
toward the child as a person. By focusing on the patient instead of the child, pediatric
palliative care might fall short of its goal of relieving suffering. We therefore propose a
further development in pediatric palliative care: a shift from patient-centered care toward
person-centered care.37 This view significantly differs from the perception on suffering from
Van Hooft, who claims that physicians relieve suffering by curing illnesses, not by addressing
existential needs of a patient: “Helping a person in such a way that the fulfilment of the
internal goals of their being is not frustrated, whatever that may involve in a particular case, is
what a health worker does by attending to the needs of the body”.17 This position may be true
in many facets of curative medicine; the suffering of a patient with a broken leg may indeed
be relieved more by curing the bone fracture, than by a person-centered approach. In care for
children who face the possibility of dying, however, the experiences of parents and physicians
show that a mere ‘medical’ approach to suffering is insufficient.

The dying process as suffering
In the interviews, the end of life was identified as a phase in which suffering is common. As
early as 1970, when palliative care was still in its earliest stages of development, Olmsted noted
that technological advancements prolonged the dying process and that, in children, death thus
no longer came “quickly and mercifully”. Although palliative treatment has since made
considerable progress, Olmsted’s statement still rings true in certain ways. In our study, both
parents and physicians described suffering—in some cases, unbearable suffering—during the
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dying process, ranging from pain and epileptic seizures to stress and lack of dignity. Current
treatment is apparently not always able to relieve this suffering.
Implementation
In order to guide physicians and parents in conversations on person-centered care and decisionmaking, we have translated the main themes of suffering, as described by participants, into a
proposed model of suffering (see Figure 3).

Figure 3. A model for incorporating suffering into care and decision-making.
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Strengths and limitations
Our study is subject to several limitations. First, as discussed in the introduction, given that
suffering is defined as an internal experience, the results might have been affected by our choice
to gather information about suffering from parents and physicians, rather than from children
themselves. A second limitation is that, because the study focuses on young children (1–12
years of age), the results cannot be generalized to adolescents or neonates.
The strengths of this study include the size and diversity of the sample. We conducted in-depth
interviews with 64 parents and 34 physicians. Most existing studies are limited to patients with
oncological diagnoses. In this study, we interviewed parents and physicians from children with
a variety of illnesses, in various stages of illness, receiving care from various hospitals. This
diversity provides a much-needed broadening of the perspective on the suffering of children
with life-threatening conditions.
Conclusion
Pediatric palliative care and decision-making is aimed at relieving suffering—39 a goal that
cannot be achieved without insight into the elusive concept of suffering. As demonstrated by
the experiences of parents and physicians, suffering is still a common occurrence in children
with life-limiting and life-threatening conditions, despite the development of pediatric
palliative care.
Our study highlights the variety of ways in which young children with such conditions can
suffer in the eyes of parents and healthcare professionals. Suffering has physical, psychological,
and existential aspects. Most importantly, however, suffering starts when a child stops being a
child and becomes merely a patient.
Our results strengthen Cassel’s definition of suffering in terms of threats to the intactness of
personhood.11-14 To consider what suffering is for a specific child, we must answer the question
of what it means for that child to be a person. In addition to physical and psychological
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symptoms (e.g., pain, discomfort, stress), existential suffering is relevant in this regard. In this
article, we propose a model for incorporating these insights into decision-making.
In the palliative phase, the suffering of children also raises questions concerning the
proportionality of treatment. According to both the parents and physicians participating in this
study, in the attempt to relieve the suffering of a child (which, in some cases, is unbearable),
the best option could be to stand back, provide as much comfort as possible, and accept death.
In rare cases where no other acceptable options are available, parents sometimes request active
life-ending procedures. Although the debate about the justifiability of such choices is important,
it exceeds the scope of this article.
In conclusion, the fact that we do not have access to a child’s inner experiences does not prevent
us from gaining knowledge on their suffering. Our experience-based approach reveals the
complexity of the suffering of a child from the perspective of parents and physicians, as well
as the emphasis of such suffering on the child’s personhood. In only a few decades, pediatric
palliative care has progressed from “veritable neglect”3 toward a developing system of patientcentered care. We hope that the insights from our study will contribute to the further
development of this form of care from being patient-centered toward being person-centered,
with the objective of relieving suffering in all of its aspects.
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PART IV
Decision-making

Mother: That final part of his life was inhumane. For everyone. Not only for him,
but also for us, for all those people sitting at his bedside.
Why does it have to be like that? I find that incomprehensible.
Of course, it is an ethical issue, I understand that.
Where it will lead to, (…) they why can’t that choice be discussed with the loved
ones?
For some, those final days may be very valuable. But for the others it can be very
traumatic. It was very traumatic for us, and I would rather have skipped that.
(…)
And is that euthanasia? I do not know. But what it is, is granting someone a
dignified end of life.

(Excerpt from parent interview 27)
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