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Abstract

Context. Although parents experience grief when confronted with their child’s deterioration and imminent death, most

bereavement care is focused on supporting parents after child loss. Insight into intentions and strategies of the health care

professionals (HCPs) in preloss care during the end of life is still lacking.

Objectives. To create a starting point for improvement of preloss care, this study explores HCPs’ experiences with

providing support aimed at parental feelings of grief during the child’s end of life.

Methods. Exploratory qualitative research using individual semistructured interviews with clinicians in pediatrics and

neonatology in hospital and homecare settings. Data were thematically analyzed by a multidisciplinary team.

Results. Nineteen HCPs participated. HCPs tried to ensure that parents could reflect on the care received as concordant to

their preferences and were not hindered in their bereavement as a consequence of their professional actions. Strategies

included maximizing parental presence, enabling parental involvement in decision making, and ensuring a dignified death.

While using these strategies, HCPs faced several difficulties: uncertainty about the illness course, unpredictability of parental

grief responses, and being affected themselves by the child’s imminent death. It helped HCPs to develop a bond with parents,

find comfort with colleagues, and making joint decisions with colleagues.

Conclusion. HCPs strive to improve parental coping after the child’s death, yet apply strategies that positively influence

parental preparedness and well-being during the end of life as well. Individual HCPs are left with many uncertainties. A more

robust approach based on theory, evidence, and training is needed to improve preloss care in pediatrics. J Pain Symptom

Manage 2021;62:107e116. � 2020 The Authors. Published by Elsevier Inc. on behalf of American Academy of Hospice and Palliative

Medicine. This is an open access article under the CC BY license (http://creativecommons.org/licenses/by/4.0/).
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Key Message

During the child’s end of life, health care profes-
sionals use strategies aimed at improving parental
coping after child loss. In addition, the used strategies
appeared to enhance parental preparedness and thus
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care and need robust education and training.
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Introduction
Losing a child is a devastating event for parents re-

sulting in poor psychosocial and mental health out-
comes1,2 and increased levels of mortality.3 To aid
parents in coping with loss, a growing number of inter-
ventions have been developed by health care profes-
sionals (HCPs). These interventions mostly focus on
bereavement care after child loss.4,5 However, studies
show that feelings of grief are felt by parents from
diagnosis, throughout illness progression, and persist
beyond the child’s death.6,7 HCPs experience a
growing responsibility to aid parents in coping with
experienced losses and feelings of grief during the
end of life period.8,9 Engaging in preloss care during
the end of life might improve parental bereavement
outcomes after the loss of a child. Yet, development
of guidelines and concrete interventions aimed at sup-
porting parents in experienced feelings of grief dur-
ing the child’s end of life are sparse. Studies
identifying HCPs’ support practices aimed at parental
grief before the loss are mostly limited to inventory
surveys10,11 or experiences in critical care.12 These
studies predominantly focus on concrete interven-
tions, whereas the goals and strategies underlying
the HCPs’ provision of care remain unclear. There-
fore, this study aims to achieve a thorough under-
standing of the HCPs’ intentions and experiences
with providing preloss care aimed at supporting
parental grief during the child’s end of life.
Methods
Design

An exploratory qualitative interview study, using the-
matic analysis, was conducted to gain insight into the
HCPs’ experiences.13,14

Sample
A purposeful sample of regular HCPs, defined as

physicians or nurses who care for children during
the end of life as part of their professional responsibil-
ities, was included in this study. In line with the explor-
atory approach, maximum variation was sought with
respect to setting, specialism, and years of experience.
Participants were recruited from three university chil-
dren’s hospitals and a child home care service. Partic-
ipants were identified by key persons in their
organizations and invited by the research team.

Data Collection
Data were collected through single semistructured

interviews and a self-administered background ques-
tionnaire. All interviews started with a broad opening
question, inviting the participants to share their expe-
riences: Based on your experience, what do you
consider as care aimed at parental loss and feelings
of grief?, followed by more focused questions, based
on the literature and expert knowledge. HCPs were
invited to share their experiences with providing
care to children during their, approximate, last
months of life until six months after death. The inter-
view guide covered the following topics: the HCPs’
personal experiences with preloss care and bereave-
ment care and current support practices aimed at
parental grief and bereavement during end of life
and after child death; how HCPs perceive and respond
to parental grief; and experienced barriers and facili-
tators in care delivery. Data collection and analysis
were alternated; new insights from preliminary ana-
lyses were elaborated in consecutive interviews. Data
were collected until saturation was reached on the
main concepts.13
Data Analysis
Data were thematically analyzed.14 All interviews

were audiotaped, transcribed verbatim, and pseudony-
mized. The analysis team, consisting of a psychologist,
trained in qualitative research (E. M. K.), a pediatric
intensive care nurse and senior qualitative researcher
(M. C. K.), a neonatal intensive care nurse and
researcher (F. J.), and an expert parent (R. R. d. J.)
ensured researcher triangulation.14

Five interviews were read closely by all members of
the team individually, identifying and discussing
meaningful fragments, using open coding. By axial
coding, the team rearranged the preliminary codes
into meaningful categories and subcategories. An
initial code tree was formed, and further thematic cod-
ing was performed by one researcher (E. M. K.),15 us-
ing NVivo 12 software program (QSR International Pty
Ltd.; https://qsrinternational.com/nvivo/nvivo-prod
ucts/).16 During the analysis, extensive memos were
written, which facilitated in-depth discussion on inter-
pretation from data toward outcomes. The working
group provided peer review throughout the analysis.
A medical student (E. B.) validated the results by
checking five interviews (26% of the data) against
the final outcomes. Descriptive analyses were per-
formed on the background questionnaire using
SPSS, Version 25, software (IBM Corp., Armonk, NY).
Results
Participants
Nineteen of the 24 invited participants, eight nurses

and 11 physicians, participated (Table 1). The five re-
maining participants (response rate 79%) were not
responsive to the invitation (n ¼ 3) or lacked time
(n ¼ 2). The interviews were conducted at the

https://qsrinternational.com/nvivo/nvivo-products/
https://qsrinternational.com/nvivo/nvivo-products/


Table 1
Participant Characteristics

Characteristics n (%)

Gender
Female 15 (79)
Male 4 (21)

Age
20e29 2 (11)
30e39 3 (16)
40e49 6 (32)
50e59 8 (42)

Profession
Physician 11 (58)
Nurse 8 (42)

Specialization
Neonatology 6 (32)
Intensive care 3 (16)
Cardiology 2 (11)
Child home services 2 (11)
Metabolic disease 2 (11)
Neurology 2 (11)
General ward/medium care 1 (5)
Pulmonology 1 (5)

Additional training
In palliative care 4 (21)
In bereavement care 3 (16)

Years of working experience in
pediatric care
0e10 5 (26)
11e20 7 (37)
21e30 6 (32)
31e40 1 (5)

Number of patients with life
expectancy <1 yr, p/y
0e10 12 (63)
11e20 2 (11)
21e30 1 (5)
30þ 4 (21)

Number of deceased patients, p/y
0e10 12 (63)
11e20 4 (21)
21e30 1 (5)
30þ 2 (11)

p/y ¼ patients per year.
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participants’ preferred location, either at their work-
place or at their home, and lasted 40e75 minutes.

HCPs’ Beliefs Regarding Preloss Care
From the background questionnaire, we learned

that HCPs believed it was important to provide preloss
care to parents of children during the end of life
(100%) and felt responsible to deliver such care
(84.2%) (Table 2). During the interviews, most HCPs
explained they had developed their skills on the job
by practice or learning from colleagues. HCPs have
grown to feel more confident in providing care aimed
at parental grief, yet they initially felt uncertain
because of a lack of education. Most HCPs still
wondered whether their approaches were currently
considered best practice. All HCPs believed that care
aimed at parental grief should start early in treatment
when a life-limiting diagnosis is shared with parents.
Preloss care was intensified when no curative
treatment options were left or symptoms started to
accumulate.
From the interviews, we identified the HCPs’ goals

and strategies in using preloss care during the end
of life, difficulties in achieving these goals, and what
empowered them to provide preloss care (Table 3).

Goals in Preloss Care
HCPs actively engaged in preloss care during the

end of life and tried to minimize the potential for
negative bereavement outcomes after child loss. This
general belief on preloss care was practiced in two
overarching goals: 1) that parents might be able to
reflect on the care received as concordant to their
values, goals, and preferences and 2) parents’ grieving
process after the child’s death would not be hindered
as a consequence of their professional actions when
this could have been prevented.

Strategies in Fulfilling Preloss Care Aimed at Parental
Grief During the End of Life
HCPs used three strategies to accomplish the afore-

mentioned goals: 1) maximizing the parents’ presence
for their child, 2) enabling parental involvement in
decision making, and 3) ensuring a dignified death
for the child.

1. Maximizing the parents’ presence for their child.
HCPs observed the parents’ difficulty in caring
for a child facing the end of life. For instance,
insecurity about how to hold or take care of
their child while attached to tubes and lines,
struggling with their own emotions while also
emotionally supporting the child, and being
present in the moment. HCPs tried to mitigate
these parental difficulties by

� Preserving the child’s identity. HCPs attempted
to provide comfort to parents by showing
that they genuinely see and acknowledge
the uniqueness of the child as a person; for
instance, by giving a compliment about a
unique feature such as a beautiful smile or
remembering a favorite hobby. Particularly
in neonatal care, acknowledging the identity
and uniqueness of the child was considered
critical. Because it provides parents with pride
and connectedness, as parents usually barely
had the chance to hold or bond with their
child, and family or friends had not been
introduced yet.

� Engaging parents in the moment. According to
the HCPs, parents’ fears and worries about
the dying process and the image of a future
without their child could impair them from
being mentally present, for example, to truly
engage with and be receptive to their child.



Table 2
Questionnaire on Attitudes Regarding Preloss and Bereavement Care

Statement (n ¼ 19), n (%) Strongly Disagree/Disagree Neutral Agree/Strongly Agree

1. I feel capable of providing care
aimed at parental feelings of
grief

0 (0) 3 (15.8) 16 (84.2)

2. I believe it is useful to talk about
feelings of grief with parents

0 (0) 0 (0) 19 (100)

3. I feel capable of conducting a
follow-up conversation with
parents after the child’s death

0 (0) 2 (10.5) 17 (89.5)

4. After I have had a conversation
with parents on their feelings of
grief, it sticks to me prolongedly

2 (10.5) 5 (26.3) 12 (63.2)

5. After I have had a conversation
with parents on experienced
losses and feelings of grief, I feel
uneased

15 (78.9) 4 (21.1) 0 (0)

6. I perceive I can correctly assess
the appropriate time to talk
about feelings of grief with
parents

0 (0) 7 (36.8) 12 (63.2)

7. I am sensitive regarding the
feelings and emotions of
parents

0 (0) 2 (10.5) 17 (89.5)

8. I feel responsible for supporting
parents in their feelings of grief

1 (5.3) 2 (10.5) 16 (84.2)

9. In my daily practice, I
experience sufficient time and
opportunity to talk with parents
about their grief

1 (5.3) 8 (42.1) 10 (52.6)

10. I feel it is undesirable to talk
about feelings of grief with
parents before their child’s
death because it disrupts
parents

17 (89.5) 2 (10.5) 0 (0)

Scores: 1 ¼ strongly disagree; 2 ¼ disagree; 3 ¼ neutral; 4 ¼ agree; and 5 ¼ strongly agree.
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In response, HCPs attempted to identify
smaller concerns they could solve and to elim-
inate barriers for parents to experience mean-
ingful moments. HCPs did this by
emphasizing on the current presence of the
child and encouraging parents to interact
with them. HCPs attempted to create mean-
ingful situations, the memories of which
could later be cherished by parents. HCPs
tried to eliminate smaller practical obstacles,
to provide parents with more time to be phys-
ically present, next to their child.

� Facilitating the parental role. HCPs tried to help
parents in preserving parenthood despite the
child’s deterioration by encouraging them to
bath, hold, and comfort the child. HCPs
involved in neonatology stressed the impor-
tance of helping parents to fulfill parental
tasks because it validates parents in their
feeling of being a parent, especially when the
child will never come home. HCPs expressed
the importance of respecting parents’ voices
when advocating for their child’s well-being
and engaging them as partners in care.
2. Enabling parental involvement in decision mak-
ing. HCPs stressed the importance of enabling
parents to be valued partners in the decision-
making process. The aim was to facilitate par-
ents to reflect on a trajectory where everything
possible had been done and death had become
inevitable. HCPs expressed this was of impor-
tance to prevent difficult bereavement reactions
after the child’s death and provide parents with
closure. HCPs explained that the level of
parental involvement depended on the situa-
tion. In critical situations where decisions had
to be made under pressure, HCPs tried to guide
parents through the decision-making process
and made sure parents fully understood and
agreed with the decisions made. HCPs tended
to inform and guide parents by sharing their
recommended decisions based on the team’s
expertise. However, HCPs expressed that in a
foreseeable situation of progressive illness,
they preferred to discuss end of life and treat-
ment options before a critical situation. HCPs
felt that, discussing these matters at an earlier
stage provided parents with some time to adjust



Table 3
Quotes per Subtheme

Subtheme Quote

Goals
Reflect on received care as concordant

to parents’ preferences
HCP 16 . in particular for parents to reflect upon the process positively,

even though they are incredibly sad and the worst possible thing
has just happened to them, but that the process surrounding all
these events was satisfactory

Parents not hindered in their
grieving process

HCP 6 . to have all the uncertainties and ambiguities on the table at that
time . so that parents don’t have to ponder . that for the
parents, it is clear what caused their child’s death [.] that
parents have no disturbances to start their grieving process,
without remaining questions, that could have been clarified

Strategy
1. Maximizing parents’ presence

� Preserving the child’s identity HCP 8 That boy watched YouTube movies all day, clips of cars crashing into
each other. He loved cars. Whenever someone walked into his room,
the first thing he would ask was what kind of car you drive, and the
specific type. That was funny, so we discuss these types of things as well.
I think it is the impact the boy has made on us, what’s of comfort to
her, it helps, for parents, he has made an impact

� Engaging parents in the moment HCP 15 Both ways I think, for parents to still be able to support their child, but
also for the child to be there for their parents, because they still need
to exchange love. Other parents have their whole lives to exchange love
and contact, and to teach things, whereas the parents who are here,
have just heard the worst possible news, that their child is going to die.
The parents have such limited time, so they have to use that time to
the fullest

� Facilitating the parental role HCP 10 For them to experience the feeling of being a parent, they have solely
seen their child here, connected to all tubes and lines . and then
there’s your child . you’re still a parent. Especially when it’s your
first child, you are a parent, even though your child has died

2. Parental involvement in decision
making

HCP 15 You start off by stating the problem clearly, followed by breaking it up into
pieces, so that parents can learn to cope with the situation, and to
provide parents with room for questions. And in this, for me it is
important to key into the experiences of parents and what they
understand from what I’m explaining

HCP 16 I try to be open and receptive to the parents’ wishes, naturally parents
are unaware of all the possibilities at that time, so I feel obliged to
inform them, [.] parents must know the range of possibilities

� Normalizing parental feelings HCP 4 You try to put into words the positive aspects, or at least the variegation
of the moment. And with that, I think, you provide parents with a
message, that death might be okay

3. Ensuring a dignified death HCP 14 That the child has a dignified death and a death with which the parents
can continue. In other words, that the death was dignified in the
parents’ perception, and that they look back upon something that
was unavoidable, but what happened correctly. So parents can feel
at peace with it

Difficulties in providing preloss care
1. Uncertainty about illness course HCP 1 It’s very individual, at least, in the patients with difficult diagnoses. And

because of that, you conduct very individual, tailored conversations
with parents, about the perspective, about how to continue, or about
the unpredictability on how the illness will proceed, and about the fact
that we might not be able to predict future perspectives at all

2. Unpredictable and diverse parental
responses

HCP 7 For example when parents ask me how they could possibly carry on after
their child has died, I really don’t
know . I’m like ‘‘help’’, I don’t know [.] because you try to respond,
but sometimes, I’m unsure whether I’m saying the right things, or am
I saying something weird . or you simply don’t know how to respond.
And that’s when I feel
uncomfortable, and then it becomes more difficult

3. HCPs being affected by the loss HCP 4 The thing I notice is that, when there are too many, your ability to .
it slips . you develop some sort of shell around you, to protect you.
That way it doesn’t hit so hard . but to truly provide best care, you need
to let the feelings in, but not too much. And if that happens too often,
you tend to guard yourself and not feel as much, since then, it’s too
much to handle

What empowers HCPs in providing preloss
care
1. Finding help in colleagues in making

and communicating decisions
HCP 10 I think there’s a broad spectrum of doctors, nurses, and the parents .

and all disciplines that are involved, together you should carry that

(Continued)
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Table 3
Continued

Subtheme Quote

responsibility. If one person misses something, its everyone’s
responsibility, it should be done together. Not solely the
nurses or the
doctors or just the parents

2. Developing a bond with the parents HCP 15 It’s like . I find it hard to define when you have a connection with
parents. I think it’s
a matter of mutual respect and trust. A feeling of mutual respect
and trust, it’s not something you can measure, but you can feel it
[.] it develops by investing in the patient and their parents from
the start, being honest. And at times . I think trust can’t by
created. It needs to be given sometimes.

3. Finding comfort with colleagues in
own feelings of grief

HCP 8 I cry, and talk to my colleagues . And after this child died, another
patient took a turn for the worst, then I told them I couldn’t take
on that patient, so I called a colleague if they could take over, I
needed to catch a breath before I could continue my shift

HCP ¼ health care professional.
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to the fact their child would die and to prepare
them for making difficult decisions on behalf of
their child. HCPs viewed that discussing these
matters in a stable situation aided parental pre-
paredness and ensured parental presence with
their child during end of life.

� Normalizing parental feelings and making parents
feel at ease. HCPs noticed that parents struggled
with the paradox of their parental instincts
guiding them to protect their child and being
unable to save them, given the fact that in this
situation, best care might comprise comfort
care. To alleviate this internal parental struggle
and strengthen parental coping with these par-
adoxical feelings, HCPs validated and normal-
ized the range of emotions parents
experienced. Some HCPs mentioned that
endorsing these moments with parents and
making them feel more at ease could comprise
acknowledging the diversity or serenity of the
situation. Legitimizing the fact that parents
might also experience positive feelings and
emotions was expected to aid parents in being
able to reflect on the positive experiences dur-
ing their child’s end of life.
3. Ensuring a dignified death for the child. Many
HCPs emphasized the importance for parents
to hold their dying child close and to look
back at a calm and peaceful death for their
child without suffering. HCPs mentioned that,
when a death had not been peaceful, parents
were often left with intrusive images causing
psychosocial problems and hindering the
bereavement process. To the best of their abili-
ties, HCPs tried to ensure a dignified death for
the children, through providing anticipatory
medication, asking parents whether the child
is sufficiently comfortable, and explaining
symptoms related to the dying process, such
as gasping, as normal.
Difficulties in Providing Preloss Care
When pursuing the aforementioned goals, HCPs

encountered three main difficulties:

1. Uncertainty about the illness course. HCPs struggled
with the unpredictability of the illness course in
seriously ill children, resulting in an inability to
provide parents with a clear prognosis. HCPs
experienced tension in preparing parents,
whereas at the same time not causing unneces-
sary feelings of loss and disruption. Many HCPs
mentioned to solve this problem by introducing
a two-way track approach, which informed par-
ents that they should realize that the child might
not recover and die within short time, but that
the opposite scenario could also occur because
children can be remarkably resilient in the face
of death. The timing of introducing this two-
way track proved to be difficult for HCPs because
they did not want to diminish hope in parents.
However, HCPs felt obliged to inform parents
about the possible negative outcomes to maxi-
mize parental presence during the child’s
possible end of life. Uncertainty was mentioned
to increase in two situations. First, when HCPs
had previously informed parents about the
possible negative outcomes, resulting in the situ-
ation of informing parents of negative outcomes
over and over again. Second, when parents
seemed to be nonreceptive to the poor prog-
nosis of their child, and HCPs felt they could
not get parents on the same page as they were.

2. Unpredictable and diverse parental responses. Many
HCPs found the unpredictable variety in
parental responses to breaking bad news chal-
lenging. Parents could, among others, scream,
cry, become numb, anxious, angry, or show
disbelieve. Management of these reactions
required a flexibility of HCPs, which was re-
ported to be difficult. Furthermore, parents
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occasionally asked questions HCPs felt unable
to answer, such asdHow can I possibly continue
when my child is gone? These types of existen-
tial questions reflect on the intensity of the par-
ents’ feelings of grief and caused discomfort to
some HCPs because they felt unable to
adequately help parents.

3. Being affected by the child’s imminent death and the
parents’ grief. Many HCPs experienced being
involved during the child’s end of life as a
period in which they had close and frequent
personal contact with the child and/or their
parents. HCPs’ involvement with the families
and witnessing the child deteriorate and eventu-
ally die evoked feelings of grief in the HCPs,
which could make it challenging to provide
end of life care. Some HCPs worried that the
involvement with the family could cloud their
judgment in evaluating meaningless extension
of curative care. In addition, some HCPs experi-
enced a sense of failure when a child died
because they were trained to cure.
What Empowers HCPs’ in Providing Preloss Care
Aimed at Supporting Parental Grief

HCPs found various ways to overcome aforemen-
tioned difficulties and to feel empowered:

1. Obtaining support from colleagues when making and
communicating difficult decisions. HCPs often felt
strengthened by the input of their colleagues,
which could take on several forms. First, it
helped HCPs when decisions or advice to par-
ents were formulated from a team perspective
and not their personal decision. Second, when
HCPs could not connect with parents, they felt
supported when a colleague could assist them
in the next conversation.

2. Developing a bond with the parents. HCPs strived
for optimal end of life care to both children
and parents. HCPs expressed it is key to develop
a bond with parents to tailor care to their spe-
cific needs and wishes. HCPs defined the bond
by feeling a connection with the parents but
were unable to specify what exactly constituted
this connection. HCPs expressed three ways in
which the bond helped them in providing pre-
loss care. First, creating a bond with parents
and becoming more familiar made parental re-
actions more predictable. This eliminated a bar-
rier in talking about difficult topics such as the
end of life or uncertain prognoses. Second,
HCPs tried to gain parents’ trust because
HCPs perceived that if parents trusted them in
handling care truly in their child’s best interest,
parents could let go of some preconditions and
fully focus on being with and supporting their
child. Third, most HCPs expressed that creating
a bond with parents made the job meaningful
for them. Most HCPs acknowledged that,
although caring for children at the end of life
can be challenging, the bond and potential
impact during the worst moments of parents’
life felt as one of the most valuable aspects of
their job. Some HCPs acknowledged the
uniqueness and intimacy of the moment when
a child is dying, and they felt humble to be
present.

3. Finding comfort with colleagues in handling their own
feelings of grief. All HCPs expressed that support
from colleagues regarding their feelings of grief
was of major importance for them. HCPs expe-
rienced comfort through sharing their story
with colleagues who could relate to their feel-
ings and their situation. Colleagues could eval-
uate the course of events with the HCPs,
reassuring and comforting them that there was
nothing the HCPs could have done otherwise.
However, some HCPs expressed that support
from colleagues was limited because of time re-
stricts or the emotional load of their colleagues.
HCPs experienced that sharing their story with
colleagues helped them to not take their grief
home and provided some form of closure.
Furthermore, in environments where frequent
pediatric death occurred, HCPs valued if col-
leagues volunteered to take over other seriously
ill patients from them, when the HCP felt that
another end of life trajectory would ask too
much.
Discussion
HCPs feel responsible to support parents in feelings

of grief during the child’s end of life and after death.
Their overall goal is to ensure that parents, once the
child has died, can reflect on the care received as
concordant to their values, goals, and preferences
and will not be hindered in their grieving process as
a consequence of professional action, which could
have been prevented. Key strategies to accomplish
these goals entailed maximizing parental presence,
enabling parental involvement in decision making,
and ensuring a dignified death for the child. While
delivering preloss care, HCPs not only encountered
difficulties but also found ways to manage them.
A remarkable finding is that the perceived goals of

the HCPs were focused on a positive evaluation after
the child’s death. Similarly, most developed
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bereavement interventions are aimed at supporting
parents after the death of their child.4,5,17 However,
the importance of aiding parents in their coping
with grief before their child’s death is becoming
more evident in research and theories on loss and
grief.7,18,19 Theories emphasize that bereaved parents
have to adjust to a new reality where the child is phys-
ically absent. To make this transition, parents have to
cope with several conflicting emotions to eventually
adjust their plans and integrate the loss in their auto-
biographical memory.4,20e23 An important aspect of
this adjustment, which characterizes the process of
bereavement, are two components of anticipatory
grief;7,24 preparedness and awareness time on the im-
pending death.25,26 Studies have shown that HCPs are
able to positively influence parental preparedness by
conducting end of life conversations, in which topics,
such as prognoses, future scenarios, and grief and loss,
are discussed.25 Discussing prognoses and sharing
honest information can positively influence parental
awareness time.26 HCPs might be able to accelerate
the awareness time for some parents because HCPs
are often aware of the impending death before the
parents.27 Addressing the preparedness and awareness
time of parents could then result in improved clinical
outcomes for parents, such as satisfaction with clinical
care and mental health outcomes. It provides parents
with the opportunity to experience their child’s last
days more vividly. Practically, some of the strategies
HCPs use to assist parents in their grief are not only
important for the parents’ future coping with the
loss but in addition aid them through the bereave-
ment process before the loss of the child; for instance,
maximizing parental presence, facilitating decision
making, and managing uncertainties with parents.
These strategies might deserve to be more valued at
the time of using them.

Strategies that HCPs could use to aid parental pre-
paredness, including discussing end of life topics,
have been proven difficult for them because of a
lack of confidence28e30 and the emotional de-
mands.12,31 However, studies have shown that parents
would be open to and value conversations on end of
life topics.32,33 Our results show that, at the start of
their career, HCPs experienced cold feet addressing
end of life topics because of a lack of education and
training. After experiencing end of life conversations
more frequently and by learning from their col-
leagues, they have grown more confident in con-
ducting these conversations themselves. Several
HCPs even stated that they valued being part of end
of life care and felt humble to be present during these
intimate moments. Although HCPs have grown more
confident, a lingering uncertainty remains on whether
the care they provide is state of the art and whether
improvement might be necessary.
It is important to eliminate the identified barriers
and promote HCPs’ confidence on their abilities to
provide preloss care during the end of life. First, un-
certainty on the illness course could be tackled by
incorporating knowledge on how to address uncertain
situations in the initial curricular and further training.
Uncertainty on the illness course is intertwined in the
nature of pediatric palliative care. Strengthening
HCPs’ abilities on tolerating uncertainty and teaching
them how to communicate uncertain situations with
parents might help HCPs to overcome this barrier.
Conversations during the end of life require sensitivity
of HCPs, which seems to be acquired mostly through
socialization, and highlights the importance of
educated and experienced HCPs engaging their
younger colleagues in these conversations early on
in their career. Second, a barrier for HCPs consisted
of the unpredictability of parental emotions and re-
sponses. For parents, effective coping with loss and
grief comprises a flexible alternation of coping strate-
gies.23,34,35 Feelings of grief can be expressed in many
forms, such as fear, anger, or sadness, which are
normal reactions to having a child facing the end of
life. These feelings are tied to the nature of palliative
care, while HCPs experience a need to respond to or
to solve certain emotions. However, as long as
parental emotions do not inhibit them in standing
next to their child, HCPs could learn to accept emo-
tions as being part of pediatric palliative care and
learn to not interpret the emotions as a reflection
on their care delivery. Knowing how parents respond
emotionally and their manner of coping might reduce
HCPs’ fear of emotionally loaded conversations
and thus eliminate barriers to talk about the end of
life.
This study provides insight into the manner HCPs

perform preloss care during the child’s end of life in
daily practice. The inclusion of physicians and nurses
from various specialties and settings enabled us to pro-
vide an overview based on a variety of experiences
covering the entire range of pediatrics. Recruitment
by key persons could have resulted in inclusion of
HCPs more experienced in pediatric palliative care
leading toward a more positive picture of preloss
care than what is commonly practiced. Solely
including physicians and nurses was a deliberate
choice because the goal was to explore how preloss
care is integrated in regular care for these families.
However, we acknowledge that in practice more pro-
fessionals are involved, such as psychologists or child
life specialists. Gaining insight into the full spectrum
of available care is needed to further develop preloss
care.
In conclusion, HCPs feel responsible to aid parents

in their feelings of grief during the child’s end of life
and valued providing preloss care. However, novel
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HCPs experience uncertainty on how to provide such
care, and the lingering uncertainty remains even in
more experienced HCPs. To promote HCPs’ confi-
dence to provide preloss care aimed at parental grief,
HCPs require education and training that matches
their needs. It is important to emphasize that the stra-
tegies HCPs use could be more valued during the
child’s end of life because these strategies positively in-
fluence parental awareness and preparedness.
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