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TAGGEDPABSTRACT

OBJECTIVE: Bereavement care for parents predominantly

focuses on care after child loss. However, Health Care Profes-

sionals (HCPs) feel responsible for supporting parents who are

grieving losses in their child's end-of-life. Preloss care is tai-

lored to the parents’ needs, thus highly varying. To better

understand the nature of preloss care, this study aims to gain

insight into the challenges HCPs encounter while providing

care for parents during their child's end-of-life.
METHODS: Exploratory qualitative research using semistruc-

tured interviews with physicians and nurses working in neona-

tology and pediatrics in 3 university pediatric hospitals and 1

child home care service. A multidisciplinary team thematically

analyzed the data.

RESULTS: Twenty-two HCPs participated in this study. From

the HCPs' inner perspective, three dyadic dimensions in pre-

loss care delivery were identified that create tension in HCPs:

sustaining hope versus realistic prospects, obtaining emotional

closeness versus emotional distance, and exploring emotions
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versus containing emotions. Throughout preloss care delivery,

HCPs weighed which strategies to use based on their percep-

tion of parental needs, the situation, and their own competen-

cies. HCPs remained with lingering uncertainties on whether

the preloss care they provide constituted optimal care.

CONCLUSIONS: As a result of the experienced tension, HCPs

are at risk for prolonged distress and possibly even compassion

fatigue. In order to maintain a positive emotional balance in

HCPs, education should focus on adapting positive coping

strategies and provide hands-on training. Furthermore, on an

institutional level a safe environment should be fostered and

well-being could be enhanced through learning by sharing as a

team.

TAGGEDPKEYWORDS: bereavement; end of life care; health personnel;

palliative care; pediatrics
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Three dyadic dimensions are identified that cause ten-

sion for health care professionals in providing preloss

care to parents in pediatrics. Uncertainty about optimal

care delivery complicates experiencing emotional ful-

fillment for health care professionals and results in

enduring feelings of distress.
TAGGEDPTHE LIFE EXPECTANCY of children with severe illnesses

has increased, which results in a growing number of chil-

dren receiving palliative care. These children are mostly

seen by regular health care professionals (HCPs) in neona-

tology and pediatrics, who are thus increasingly involved

in end-of-life care and confronted with child loss in their

daily practice. During the child's end-of-life, parents
experience incremental losses resulting in feelings of

grief.1,2 Although bereavement care is mostly provided to

parents after their child’s death, HCPs are well aware

parents have to cope with loss and related feelings of grief

during the end-of-life phase, and feel responsible to sup-

port parents to the best of their abilities.1−3 Care aimed at

supporting parents in feelings of grief during the child’s

end-of-life phase, in which symptoms start to accumulate

and death becomes increasingly imminent, is commonly

referred to as preloss care. Adequate preloss care delivery

is experienced as complicated by HCPs, which is often

attributed to uncertainty and a lack of training.4−6

A recent study showed that the goals HCP strive to

achieve in preloss care are:− to ensure that parents could

reflect on the received care as concordant to their prefer-

ences and were not hindered in their bereavement as a
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consequence of their professional actions.1 To obtain

these goals, HCPs need to tailor care to the parents’ spe-

cific needs, values, and wishes, which are highly variable.

Other studies show that several specific situations might

complicate preloss care and account for distress in HCPs,

such as end-of-life decision making or treatment with-

drawal.7−11 To better understand the broader nature and

variety of preloss care, this study aims to gain insight into

the challenges HCPs encounter from their lived experi-

ence in providing care for parents during their child's end-
of-life.
TAGGEDH1METHODTAGGEDEND

TAGGEDH2DESIGN TAGGEDEND

An exploratory qualitative design was used. Semistruc-

tured interviews were conducted and thematically ana-

lyzed to gain insight into the inner perspective of HCPs in

providing preloss care aimed at parental losses and feel-

ings of grief.12,13 Given the richness of the data 2 manu-

scripts were developed. The first one presented HCPs’

goals, strategies, barriers, and facilitators while providing

preloss care.1 Based on the lived experience of HCPs, the

current study presents 3 domains that inflict tensions in

providing preloss care.
TAGGEDH2SAMPLETAGGEDEND

A purposive sample of pediatric nurses and physicians

employed in a variety of specialties in which child death

could occur were eligible for this study, such as neonatol-

ogy, neurology, cardiology, intensive care, metabolic dis-

ease, or pulmonology. Additionally, HCPs had to be

involved in at least one end-of-life trajectory in the previ-

ous year. The pediatric palliative care trajectory can be

divided in 4 stages.14,15 Stages one and two entail the

diagnosis of a life-limiting disease and the following

period in which adjustment to a new ‘normal’ is acquired.

We operationalized the end-of-life phase as stages three

and four; respectively the stage in which symptoms cumu-

late and the terminal stage. Maximum variation was

sought with respect to specialties and the level of experi-

ence in preloss care. Participants were recruited in 3 pedi-

atric university hospitals and in one child home care

service in the Netherlands. Participants were invited by

the research team after being identified by key persons in

their organization.
TAGGEDH2DATA COLLECTION TAGGEDEND

Data collection consisted of single semistructured inter-

views. A background questionnaire was filled out by the

participants prior to the interview. Interviews were con-

ducted at a time and place chosen by the participants. All

interviews were conducted in Dutch and started with a

broad opening question: “Based on your experience, what

do you consider as care aimed at parental grief during

their child's end-of-life?” Subsequently, topics regarding

their experiences with parental losses, grief, and bereave-

ment were explored more thoroughly. Data collection and
analysis alternated, new insights from preliminary analy-

ses were elaborated on in consecutive interviews.

T AGGEDH2DATA ANALYSIS TAGGEDEND

All interviews were audio-recorded, transcribed verba-

tim, and pseudonymized; field notes were made directly

after each interview. Data were thematically analyzed

supported by Nvivo 12.12,13,16 During the data analyses,

researcher triangulation was attained by a multidisciplin-

ary research team consisting of13: a psychologist trained

in qualitative research (E.K.), a NICU nurse and

researcher (F.J.), an expert parent (R.J.), and a senior qual-

itative researcher and former PICU nurse (M.K.). On sev-

eral occasions, the findings were discussed in a more

extensive research group, including one senior researcher

and registered nurse (S.T.) and 2 senior researchers with a

background in psychology (P.B., M.G.).

At first, open coding was performed on 5 interviews by

all members of the analysis team, identifying meaningful

fragments, and discussing interpretations. From these dis-

cussions tentative themes became clear that were initially

coded as “response to emotions”, “emotional closeness

toward parents” and “hope”. During the analysis, theoreti-

cal notes and narratives were constructed in order to facil-

itate in-depth discussions. From these discussions, it

became clear that the three tentative themes were actually

dyadic domains of tension. Based on this insight the team

decided to restart coding all 19 interviews and construct

narratives for all 19 interviews to better understand these

tensions. The narratives and theoretical notes facilitated

the interpretation of the data using researcher triangula-

tion to gain consensus on the meaning of the themes. In

contrast to the first manuscript, three additional interviews

were conducted to deepen our understanding of these ten-

sions, obtain saturation17 and validate the results. The

working group, consisting of HCPs working in pediatrics

and neonatology, provided peer review and validated the

results throughout the analysis.

TAGGEDH2ETHICAL CONSIDERATION TAGGEDEND

This study was classified by the institutional review

board as exempt of the Medical Research Involving

Human Subjects Act (WAG/mb/19/006630). Informed

consent was obtained from all participants.
TAGGEDH1RESULTS TAGGEDEND

In total 22 of the 28 invited HCPs participated in this

study, 13 pediatricians and 9 nurses, 17 participants were

female (Table 1). Reasons for nonparticipation were non-

responsiveness to the invitation (n = 4) or lack of time

(n = 2). Interviews were conducted face to face at home

(n = 2), workplace (n = 19), or via video conferencing

(n = 2), and lasted 40 to 75 minutes.

All HCPs emphasized the importance of supporting

parents to the best of their abilities in response to the emo-

tional demands parents face and experienced grief, since

parents could not redo the end-of-life phase of their child.

HCPs were afraid to fail the parents by being unable to



Table 1. Participant Characteristics

n (%)

Gender

Female 17 (77)

Male 5 (23)

Age

20−29 2 (9)

30−39 4 (18)

40−49 7 (32)

50−59 9 (41)

Profession

Physician 13 (59)

Nurse 9 (41)

Specialization

Neonatology 7 (32)

Intensive care 5 (23)

Cardiology 2 (9)

Child home services 2 (9)

Metabolic disease 2 (9)

Neurology 2 (9)

General medium care 1 (5)

Pulmonology 1 (5)

Additional training

Palliative care 6 (27)

Bereavement care 3 (14)

Years working experience in pediatric care

0−10 6 (27)

11−20 8 (36)

21−30 7 (32)

31−40 1 (5)

Number of patients with life expectance <1 year, p/y

0−10 13 (59)

11−20 4 (18)

21−30 1 (5)

30+ 4 (18)

Number of deceased patients p/y

0−10 13 (59)

11−20 6 (27)

21−30 1 (5)

30+ 2 (9)
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meet their needs, enhancing pressure to provide optimal

care. HCPs felt that preloss care is less standardized then

other aspects of palliative care, such as medical interven-

tions and treatment of symptoms for which protocols are

available, and more dependent on alignment to the indi-

vidual parental needs, preferences and wishes. There-

fore, it remains unclear what “optimal care” exactly

constitutes. Goals of care in HCPs' regular care delivery,
such as open communication and respecting autonomy

might not always constitute best care for parents facing

their child's end-of-life. HCPs had to maneuver del-

icately to understand parents' wishes and the child's
needs to tailor and provide preloss care in a manner that

was perceived as optimal for the parents and their child

and that could be justified based on their expertise as a

HCP. We learned that almost all HCPs struggled to

move along three dyadic dimensions that inflict tension:

1) sustaining hope versus realistic prospects, 2) obtaining

emotional closeness versus emotional distance, and 3)

exploring emotions versus containing emotions (for

illustrative quotes, see Table 2).
T AGGEDH2SUSTAINING HOPE VERSUS REALISTIC PROSPECTS TAGGEDEND

All HCPs felt obligated to inform parents honestly

about the child's condition and deterioration, medical

information, and their professional opinion. HCPs

expressed the importance of making sure parents under-

stood the information and severity of the child's situation
in order to comfort their child, take part in decision mak-

ing, share love and thoughts when not much time was left,

and prepare for the inevitable death. Simultaneously,

HCPs emphasized the importance of supporting the

parents' coping and enabling parents to endure the tasks

related to caring for a dying child. One aspect that HCPs

viewed as essential to uphold parents' ability to endure the
situation was by sustaining hope. All HCPs believed that

hope should never be taken away. However, HCPs per-

ceived that informing parents about the child's deteriorat-
ing condition and explaining the lack of life sustaining

treatment options by continuous updates inevitably meant

that parents had to adjust to the situation and adapt their

focus of hope. HCPs feared that sharing new insights

could diminish parents' hope, which they deemed impor-

tant to keep parents going, leading HCPs to experience

distress in sharing information and realistic prospects.

To manage this distress, HCPs tried to balance provid-

ing information while sustaining hope. HCPs described

that the focus of hope could shift over time. For example,

hope for a cure or extension of life expectancy could

move to hope for a good quality of life or a last moment

of contact. Sharing information while trying to maintain

hope in some form was mostly attempted using the fol-

lowing 2 approaches. Firstly, by informing parents about

bad news straight away, and then going through the infor-

mation in fragments in order for parents to understand and

process the information. This approach was mostly chosen

when a severe diagnosis was shared or when the child's
life expectancy was limited. In this approach, hope for a

cure or substantial extension of their life-expectancy was

immediately taken away. However, during these conver-

sations HCPs tried to reestablish certain directions for

hope by building an understanding of which options in

shaping their child's last days were left. The second

approach consisted of guiding parents through the changes

in the condition of the child over several days or in sepa-

rate conversations. This way HCPs explained the different

treatment options that had been employed but unfortu-

nately had not been effective. In this approach, HCPs

aimed to not immediately diminish hope entirely, and

parents could adjust to the child's deteriorating condition.
TAGGEDH2OBTAINING EMOTIONAL CLOSENESS VERSUS EMOTIONAL

DISTANCE TAGGEDEND

HCPs explained that emotional closeness with parents

enabled them to provide compassionate care, which they

perceived as an aspect of optimal care for parents of

children during the end-of-life. However, HCPs simulta-

neously feared that becoming too close with parents

could inhibit them in fulfilling their professional tasks,

such as deciding on medical interventions with a risk of



Table 2. Quotes Per Theme

Theme Respondent Quote

(1) Sustaining hope versus

realistic prospects

HCP 11, Physician,

Neonatology

You don’t have to deprive them [parents] of all hope of course, some col-

leagues are really good at that. So that is tough. And that is the chal-

lenge in such conversations, on the one hand you try to be realistic, in

which you share the possible negative outcomes as in a bad-news

conversation. At the same time you present the other side, maybe

there is an 80% chance of a negative outcome, but that leaves 20%

chance for a positive outcome as well. So you shouldn’t take away that

hope, cause parents need it to endure and keep going.

HCP 14, Physician,

Intensive care

It think it is important to discuss it only once, at an early stage. So, you

discuss at the start that the machine [ECMO], that the child is depen-

dent on the machine, and if not on it than the child would die. And that

the treatment comes with all sorts of risks, which means the child

could acutely die while being on the machine. Despite that. . . after that
conversation, you shouldn’t bring it up too often. Like. . . you should. . .

if you have doubts whether parents understood the conversation you

should have it again, but you cannot bring it up everytime you see

parents and ask them whether they are aware their child might die.

Because that. . . you can’t, that is impossible for parents to endure [. . .]

And sometimes I tell parents, with parents that stay optimistic and pos-

itive, I tell them we do have hope.

(2) Obtaining emotional

closeness versus emo-

tional distance

HCP 5, Nurse, Intensive

care

Yes, that involvement. And what I have learned is that you may show

your emotions, as long as it stays professional. So I don’t mind shead-

ing a tear, it also affects me when a child that you are really close with,

or parents. . .. And sometimes I leave the room for a bit, because it gets

too overwhelming. But I don’t try to withhold a tear, because it provides

comfort for parents too.

HCP 8, Physician,

Intensive care

I think that the risk for [experienced] people like me, is that the more pro-

fessional you become, you might be perceived by people as more dis-

tant. I think the younger you are, you are more involved with people.

Maybe even share more in their emotions [. . .] Yeah it gets to you. But

for me, I can rationalize fairly easily by thinking that, medically speak-

ing, there was nothing more we could do. It had become impossible,

and continuing this way was not an option. So for me, I can remain

rational - separate the rational from my emotions at those times. And

that is something I need to be aware of, because when I think about

this mother − oh shit, she will go home by herself - you can get caught

up by your emotions, then she goes home, all alone.

(3) Exploring emotions ver-

sus containing emotions.

HCP 2, Physician,

Metabolic disease

. . .the really obvious emotions, I don’t think you need to name or label

them. Because it is obvious. . . sure, when it is some sort of pathologi-

cal grief or when people do not function anymore, or when it all goes

wrong - then you have to do something with it [emotions] I guess. Or

when there is no sign of grief or sadness at all in a situation when you

would expect it to be. But when the emotions are appropriate to the sit-

uation, then it is okay, I think.

HCP 11, Physician,

Neonatology

I definitely don’t avoid it [exploring emotions]. I think we can name it and

provide room for it. And then, depending on the parent and their needs

we will respond to it. [. . .] and if the emotions are very prominent it is

also hard to have a conversation. So then usually the information we

share is limited and you should focus on the emotions and provide

room for those at first before you can get back to having a con-

versation. . . and if there are very limited emotions, we also worry. And

then we usually tell parents to let it sink in, and that we can continue

the conversation tomorrow and hopefully at that time the emotions will

show. So I do think it is practical to provide attention and time to those

[emotions].
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over- or under treatment, or being able to endure paren-

tal grief.

Feeling close to parents was characterized as experienc-

ing a connection with parents. This could be built over

time by gaining parents' trust, showing expertise, being

present, and developing a personal connection. Experienc-

ing closeness made HCPs feel more comfortable standing
next to parents once medical interventions became futile

and made HCPs more comfortable exploring and respond-

ing to parental needs. HCPs showed their emotional close-

ness by sharing memories and characteristics of the child

that had made an impact on them and by physically stand-

ing next to parents in the room, laying a hand on their

shoulder, or stroking their child. Emotional closeness
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fulfills HCPs' needs as well: HCPs emphasized the unique

intimacy and being of value for the parents in such a deli-

cate situation, which makes their job meaningful and ful-

filling. The need for emotional fulfillment among HCPs

was high since HCPs expressed they are trained to cure

and felt a sense of failure or disappointment when they

could not save the child. When HCPs did not experience

emotional closeness with parents, they felt out of place

being near them in such intimate settings and thus less

able to provide optimal care and, consequently, experi-

enced less fulfillment.

At the same time, to stand by parents and support them,

HCPs' explained they had to manage their own emotional

load and their fear of becoming too emotionally involved

by maintaining some distance. HCPs mentioned 2 forms

of distance: emotional and physical. Emotional distance

was described as maintaining a distinction in HCPs' pro-
fessional and personal side, for example by reminding

themselves that they are present as a professional care-

giver and not as a relative or friend. Physical distance

could be obtained by not meeting parents or patients out-

side the care facility or providing the parents with privacy

in intimate settings. Both emotional and physical distance

were sought when HCPs feared becoming emotionally too

involved with the parents, which might harm their goals

of care in 2 ways. 1) HCPs feared a lack of distance could

cloud their judgment and objectivity in what constitutes

the best treatment and care, running the risk of over- as

well as undertreatment. Fearing this loss of objectivity

was amplified in situations where medical interventions

became futile, and comfort care was considered the best

care in response to the child's suffering. 2) HCPs main-

tained emotional distance toward parents to ensure their

own sadness or grief would not overwhelm them; becom-

ing overwhelmed by grief could burden the parents or

even result in parents having to comfort them in which

the roles would become reversed. However, most HCPs

believed that showing some emotion was acceptable and

reflected their involvement and closeness towards parents.
T AGGEDH2EXPLORING EMOTIONS VERSUS CONTAINING EMOTIONS TAGGEDEND

HCPs believe that optimal preloss care for parents

entailed paying attention to and providing room for paren-

tal emotions; this was expected to relieve parents' burden
in the roller coaster of emotions they experienced during

the end-of-life phase. HCPs assumed that sharing their

emotions would enhance the parents' ability to fulfill their

parental role and being emotionally present with their

child. HCPs attended to parental emotions by asking

parents how they were holding up and responding to cues,

and perceived this level of support as sufficient for most

parents. Aligning to the parents' emotions was evaluated

as a safe option since HCPs perceived it would minimize

the risk of disrupting the parents' coping. Once invited to

share emotions, some parents displayed stronger emotions

than expected, which according to HCPs required more

active support in coping. Actively engaging was difficult

for HCPs, since they feared it would disrupt parental
coping and harm their emotional balance even further.

The distress caused by navigating this precarious balance

for HCPs was amplified when the HCP lacked confidence

in conducting emotionally loaded conversations and not

knowing how to respond. Thus, HCPs were puzzled at

times whether optimal care would entail actively engaging

with parental grief and emotions, running the risk to dis-

rupt parental coping even further. As such, actively sup-

porting parents could be either exploring or containing

emotions. HCPs were more prone to explore parental

emotions that they felt comfortable with and to contain

emotions they perceived as more challenging to respond

to, which differed per HCP. Furthermore, HCPs were less

prone to explore and preferred to contain emotions when

they experienced time pressure, or their own emotional

load was high.

Exploring parental emotions entailed actively inviting

parents to share their emotions and ask questions to gain

an understanding of parents' thoughts. HCPs felt it helped
when parents could share deeper emotions and then tried

to identify and minimize obstacles that resulted in the

strongly experienced emotions. Containing emotions

entailed the opposite and consisted of not elaborating on

parental cues and limit questions. In both approaches,

HCPs tried to put parents back in the saddle when they

finished the conversation and encouraged them to live by

the day. Two factors triggered the need for HCPs to

actively assist parents in balancing their emotions and

coping: 1) when HCPs noticed that emotions took the

upper hand, limiting the parents' ability to fulfill their

parental role or participate in decision making; 2) when

HCPs evaluated the parents' emotions as non-congruent to

the situation. This could be either the absence of emotions

in situations that were expected to be emotionally difficult

for parents, as well as very emotional responses in situa-

tions HCPs did not expect it or found it undesirable. HCPs

interpreted non-congruent emotions as signs that parents

did not understand the situation correctly; this led HCPs

to fear they might have been unclear in their explanation

or did not get through to parents.
TAGGEDH2IMPACT OF THE UNCERTAINTIES ON THE HCPS TAGGEDEND

Throughout the interviews, it became evident that HCPs

have to deal with lingering uncertainties in their preloss

care delivery. Shaping preloss care within the 3 dimensions

differed per HCP, parent and situation. HCPs learned to

cope with the insecurities on the job by encountering posi-

tive experiences and learning from colleagues. At the same

time, HCPs expressed the need to be of significance to

parents and add meaning to the difficult situations parents

were in, as a last contribution. Searching for their positive

contribution to the parents' situation while being unsure

when that is reached made it hard for HCPs to experience

satisfaction or feel confident regarding their preloss care

delivery. HCPs expressed a need to know how parents eval-

uated preloss care and experienced distress when parents

reflect on the received care as insufficient. Additionally,

HCPs mentioned that their uncertainty on preloss care
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delivery was amplified when caring for parents with a dif-

ferent or less familiar cultural or religious background;

they found it more challenging to get on the same page

with these parents or to speak “the same language.”
TAGGEDH1DISCUSSION TAGGEDEND

From the lived experience of HCPs providing preloss

care to parents during their child's end-of-life, 3 dimen-

sions that pose tension are identified: 1) sustaining hope

versus realistic prospects, 2) obtaining emotional close-

ness versus emotional distance, and 3) exploring emotions

versus containing emotions. HCPs aim to provide emo-

tional assistance in preloss care to the best of their abili-

ties, yet what constitutes “best” differs per parent and is

not always clear. To assist parents in their psychological

needs of support, HCPs have to decide which approach

fits best given the situation, and balancing these decisions

is experienced as challenging. The strategies chosen are

also dependent on what is perceived as feasible in terms

of the HCPs' own emotional load and competencies.

While many HCPs passionately strive to provide the

most optimal preloss care to support parental grief, they are

unsure what optimal care for each parent would entail.

Especially in the 3 identified dimensions, where it is impos-

sible to state a standard approach that should be upheld for

all parents. Uncertainty about the added value of their

efforts and not knowing whether they have done the right

thing puts a strain on HCPs. This is amplified by the feel-

ings of sadness and grief they experience themselves when

a child dies and, in some HCPs, guilt caused by not being

able to save the child.18,19 The increased strain on HCPs

involved in pediatric palliative care might leave them at

risk to experience distress and possibly develop compas-

sion fatigue or burnout.20,21 Compassion fatigue is defined

as a secondary trauma from being confronted with suffer-

ing patients22 and may negatively impact HCPs' well-
being.21 Burnout is characterized by exhaustion, negativ-

ism against one’s job, and reduced effectiveness, which

often leads to reduced job satisfaction and increased turn-

over in HCPs.23,24 Burnout forms a threat to the pediatric

workforce, since burnout symptoms are already highly

prevalent among pediatric residents.25,26 While the strain

on HCPs' well-being is considerable, HCPs also value pro-

viding preloss and bereavement care. HCPs feel humble to

be present in such intimate, personal settings and report

personal growth.8,27,28 This emotional fulfillment is also

known as compassion satisfaction,29 known to protect

HCPs' well-being and counterbalance the experienced dis-

tress and risks of compassion fatigue.

Two main approaches to assist HCPs in maintaining

their emotional balance, minimize distress, and strength-

ening resilience is through education and learning as a

team.28,30 Regarding education, The Canadian Paediatric

Society and the RCPSC Paediatric Specialty Committee

created various CanMEDS roles,31 in which HCPs should

develop competencies to ensure patient safety. However,

in the domains of medical aspects of palliative care and

dealing with death and bereaved parents, pediatricians
report deficiencies in knowledge and skills.32−34 To expe-

rience emotional fulfillment and confidence in the preloss

care one provided, a positive attribute would be to

enhance HCPs' self-efficacy. Pediatric palliative care is

inherently linked to unpredictable illness courses where

optimal treatment might differ per child due to the child's
unique situation and the parents' wishes and coping.

Becoming aware of HCPs' natural tendency to aim for a

cure and experience a sense of failure when the preferred

outcomes become impossible to reach might alleviate dis-

comfort for HCPs. Furthermore, several studies have

shown that education and simulation training results in

more confident HCPs with enhanced self-efficacy toward

discussing end-of-life topics, which improves care deliv-

ery to their pediatric patients and their parents.35−38 Edu-

cation could focus on: adapting positive coping strategies

both in their professional and personal life,23,28,39 skills

training on handling end-of-life conversations and

responding to parental emotions, as well as theoretical

knowledge tailored to match their practice on supporting

parental grief. The second approach assisting HCPs is by

applying the concept “learning by sharing” as a team. On

an institutional level, organizations could foster a safe

learning environment by acknowledging that preloss care

encompasses many uncertainties and discuss fears and

worries of and with colleagues. Regular debriefing with

learning by sharing, assisting newer colleagues on the job,

and maintaining a diverse caseload create a more support-

ive environment.

Strength of this study is that HCPs from a variety of spe-

cialties and institutions were included as participants, pro-

viding a broad insight into the areas that pose challenging

situations for HCPs working in pediatric end-of-life care.

Furthermore, this study focused on the HCPs' lived experi-

ence, which provided insight into challenges presented

throughout preloss care delivery as a whole. A limitation of

this study is that it solely focused on physicians and nurses,

although palliative- and preloss care is characterized by the

multidisciplinary team involved in care. The current study

provides a starting point in understanding the HCPs' experi-
ence of providing preloss care. Future research could focus

on the added value of an interdisciplinary team approach

and explore the differences in how the challenges in navi-

gating the three dimensions is experienced by different

types of health care professionals.

Several occasions are known to evoke substantial emo-

tional distress in HCPs. This study has shown that demand-

ing situations causing distress in HCPs are intertwined in

preloss care delivery during the child's end-of-life as a

whole. Preloss care in pediatrics needs to be tailored to the

specific situation of a child and their parents and is charac-

terized by many uncertainties, which makes it unclear what

might constitute optimal care. This leads HCPs to experi-

ence less emotional fulfillment and might put them at risk of

experiencing disproportional distress. Providing HCPs with

tools to develop positive coping mechanisms, enhance self-

efficacy and create supportive environments for HCPs,

might help manage these challenging situations while pro-

viding− and recovering from− preloss care.
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