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Abstract

Background: Collaboration between parents and professional care providers is an essential part of pediatric palliative care. As
children are embedded in family systems and many of the patients are not able to communicate verbally, their parents are the
primary interaction partners for palliative care providers. International standards for pediatric palliative care in Europe state that
parents should be supported, acknowledged as the primary carers and involved as partners in all care and decisions.

Aim: To find out through which care practices pediatric palliative care teams shape collaboration with parents in everyday care.
Design: Ethnographic method of participatory observations. Field notes were analyzed using thematic analysis.
Setting/participants: Researchers accompanied three pediatric palliative care teams on home visits to eight different families caring
for a child with life-limiting conditions.

Results: Care practices of palliative care teams were characterized by familiarity, a resource-oriented attitude, empowerment of
parents, shared decision-making and support for parents. Palliative care teams not only provided palliative medical treatment
for the children, but also developed a trusting care partnership with parents. The teams employed a sensitive and multifaceted
communication style in their collaboration with parents.

Conclusions: Care practices in pediatric palliative care require time, communication skills, and a high level of psychosocial competence,
to develop a trusting, collaborative relationship with parents. This should be taken into consideration when establishing pediatric
palliative care structures, preparing guidelines, training staff, and deciding upon appropriate remuneration.
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What is already known about the topic?

e Pediatric palliative care consists of more than medical end-of-life care. It aims to enable patients to live as self-determined
as possible, remain with their families, improve quality of life, alleviate symptoms, and avoid hospitalization.

e Parents are the primary caregivers for children with life-limiting conditions and primary interaction partners for palliative care
teams.

e According to guidelines, palliative care teams should collaborate with parents in daily care.

Ynstitute of General Practice, Goethe-University Frankfurt, Frankfurt *Department of Family medicine, Care and Public Health Research

am Main, Germany Institute (CAPHRI), Maastricht University, Maastricht, The Netherlands
2Professional Association of Specialized Outpatient Palliative Care in
Hesse, Wiesbaden, Germany

3Department of General Practice and Family Medicine, Philipps-
University of Marburg, Marburg, Germany

Corresponding author:

Dania Schuetze, Institute of General Practice, Goethe-University
Frankfurt, Theodor-Stern-Kai 7, Frankfurt am Main 60590, Germany.
Email: schuetze@allgemeinmedizin.uni-frankfurt.de


https://uk.sagepub.com/en-gb/journals-permissions
http://journals.sagepub.com/home/pmj
mailto:schuetze@allgemeinmedizin.uni-frankfurt.de

Schuetze et al.

387

What this paper adds?

Implications for practice, theory, or policy

treat each case individually.

structures, and deciding upon remuneration.

e QOur analysis shows how specialized palliative care teams developed trusting care partnerships with parents in daily care.

e Care practices of specialized outpatient pediatric palliative care teams were characterized by familiarity, a resource-
oriented attitude, parent empowerment, shared decision-making, and support for parents.

e These care practices were implemented in daily care by extensive communication.

e Developing trusting collaboration with parents demands communication skills, psychosocial competence, and the time to

e Specialized outpatient pediatric palliative care requires specialized staff that have been extensively trained and have
sufficient time and resources to provide such intensive care.
e The importance of communication work should be taken into account when formulating guidelines, building palliative care

Introduction

“Parents are central to a child’s wellbeing. They should be
present and involved in all aspects of their child’s care.”?
This is one of the standards for pediatric palliative care
formulated by the European Association of Palliative Care,
emphasizing the important role of parents in pediatric
palliative care. The provision of satisfactory care for chil-
dren without involvement of their parents is unimagina-
ble because children are deeply embedded in the family
system.23 Many children and adolescents receiving pallia-
tive care have non-oncologic conditions, such as neuro-
muscular or neurodegenerative diseases. Such diseases
which are often rare, have multiple and complex symp-
toms, and an uncertain prognosis.24~7 Thus the children
and their families often need intermittent care in situa-
tions of crisis for several years.®# As many of the young
patients are not able to speak for themselves (because of
neurological diseases, or their young age), parents act not
only as caregivers, but also as representatives for their
children.

International guidelines agree that for care to be
appropriate, professional healthcare providers should
acknowledge the importance of the parental role in pedi-
atric palliative care by supporting parents and involving
them in care and decision-making.1%10 Parents need to be
empowered to make decisions, taught how to provide
appropriate care, and to receive emotional support in
coping with psychosocial issues.®1! International research
shows that parents of children with life-limiting condi-
tions want care providers to take a sensitive approach
that considers the entire family unit, while also addressing
non-medical concerns.'>14 Narrative interviews we con-
ducted with parents showed that parents wish for pediat-
ric expertise, honesty, psychosocial support, an
individualized approach, to experience self-efficacy and
be recognized as experts in treating their children.14

But how exactly can these goals and requirements be
realized? The existing literature focuses on what par-
ents wish and need, but not on how collaboration

actually occurs through caregiving practices or profes-
sional strategies.1214-16

In this article, we present the results of participatory
observations in order to identify the care practices trough
which palliative care teams work together with parents in
the home care of their children.

Methods

Design

The presented data is part of the study “Evaluation of spe-
cialized outpatient palliative care in the German state of
Hesse (ELSAH),” which aimed to explore the specific needs
of children and adolescents receiving specialized outpa-
tient pediatric palliative care and to make recommenda-
tions for the inclusion of their needs into the national rule
of procedure on specialized outpatient palliative care.”
As part of this project, we conducted participatory obser-
vations!® with the three specialized outpatient pediatric
palliative care teams in Hesse, Germany and accompanied
them during home visits. In this paper, we present the
findings of a thematic analysis and focus on professional
strategies of the palliative care teams in interaction with
parents. As ethnographic methods enable researchers to
observe practices and recognize underlying knowledge
through the immediate experience of social practices,81°
we chose this method to present a thick description of the
care practices of the palliative care teams in their every-
day work with parents.

Setting

To address the special and challenging situation of a ter-
minally ill child and to provide family-centered care, chil-
dren in Germany with life-limiting conditions involving a
high burden of iliness, complex symptoms and extensive
care needs are eligible for specialized outpatient pediatric
palliative care as a special form of palliative care that is
delivered at home.?° It is provided by an interprofessional
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team consisting of physicians, palliative care nurses and,
in some cases, psychologists and social workers. It com-
prises palliative medical and nursing care, a 24/7 on-call
service, psychosocial support, and coordination of care
with local health care providers.

Population

In Hesse, there are three specialized outpatient pediatric
palliative care teams, which focus solely on the home care
of children with life-limiting conditions. Each team con-
sists of about 10 team members. All teams participated in
our study. The only formal exclusion criterion for teams
and families was the absence of a signed consent form.

Sampling approach

Our aim was to observe the work of all three Hessian
teams and to create a sample of families that reflects the
daily work of the teams. Since there are only a limited
number of children in active care at any one time and it
was important to us to be considerate of the families’ cur-
rent situation, we used convenience sampling.

Recruitment

We asked the three Hessian specialized outpatient pediat-
ric palliative care teams whether they would allow us to
join them during home visits. All teams agreed to partici-
pate and recruited families they currently care for and for
whom they felt the researchers” accompaniment was rea-
sonable. They informed families verbally about the pro-
ject and handed them study information and a written
informed consent form. The family members first agreed
verbally and at the latest on the day of the visit we
received their written informed consent.

Data collection

Data collection and analysis were conducted by a team
consisting of researchers from the fields of sociology, pub-
lic health, psychology and medicine, all of whom had been
trained in the use of qualitative methods. The researchers
had prior contact with the specialized outpatient pediatric
palliative care teams through the study and in some cases
already met individual team members. In March and April
2019, we accompanied the three Hessian teams on eight
home visits. Of these, four visits were accompanied by
two researchers, and four by one. During the visits, we
took field notes to document:

1. The travel time, duration of the visit, and the
participants.

2. Information on the child, including age, diagnosis,
medical history, state of health, duration of and

access to specialized outpatient pediatric pallia-
tive care (observed and/or reported by the pallia-
tive care team members during or between the
visits).

3. Observations made during the visit (in particular:
observations on welcome situations, an outline of
the care situation and the arrangement of persons
in the room, interaction between palliative care
team members, parents and the child, language
and decision-making).

Afterwards we developed observation protocols!® from
our notes on each case. When two researchers were pre-
sent, they combined their notes and agreed on one
report.

Data analysis

Two researchers used thematic analysis?! to analyze the
observation protocols inductively in terms of the care
practices employed by specialized outpatient pediatric
palliative care team members in their collaboration with
parents. The researchers discussed their codes, and
agreed on a final coding system, which was then used to
code all observation protocols using MAXQDA18 soft-
ware. During the analysis, we developed codes to describe
the actions of the palliative care teams and sub-codes to
specify those actions empirically. Afterwards, the analysis
was re-focused and the codes were sorted into themes,
which are presented in the results section.

Ethical consideration

The ethics committee of Goethe University Frankfurt/
Main, approved the study on April 10, 2017 (ID: 142/17).
All participants (families and specialized outpatient pedi-
atric palliative care team members) received information
on the study, data anonymity and their right to terminate
participation at any time and provided their written
informed consent. All obtained data were pseudonymized.
To take into account the vulnerability of the families, we
had the palliative care teams assess which families were
suitable to participate in the study.

Results

We were present at eight home visits (four visits accom-
panying one specialized outpatient pediatric palliative
care team, and two accompanying each of the other two
teams). All visits were conducted by a physician and a pal-
liative care nurse. The visits lasted from 45 to 90 min, and
averaged 60 min. On average, the teams had to drive
34 min to travel from one family to another. The charac-
teristics of the visits are described in Table 1. All visits
were planned visits and no acute life-threatening crisis
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situations. However, the care always took place because
the child’s health status was not stable.

In the following section, we describe the care practices
of the specialized outpatient pediatric palliative care
teams. Because physicians and nurses worked very equally
and on eye-level during all visits, we decided not to distin-
guish between the professional groups in the analysis, but
refer to both as “team.” We provide excerpts from obser-
vation protocols to show examples of situations experi-
enced during the home-visits. Since the strategies of the
three teams turned out to be very similar, differences
between the teams are not discussed.

Familiarity

Care was characterized by a familiarity between the spe-
cialized outpatient pediatric palliative care teams and par-
ents. Establishing trust and familiarity was the cornerstone
of collaboration. Familiarity was visible in routine tasks
that took place as a matter of course and required no fur-
ther explanation. These routines showed that the pallia-
tive care teams knew the specifics of every family and had
become adapted to them. While traveling to each indi-
vidual family, the team members were able to describe
each case from memory. When we arrived at the families’
homes, for example, the teams always knew whether to
take off their shoes or leave them on:

We arrive at the family’s house and ring the bell. Mr. Wagner
opens the door and invites us to come in. While we are still
standing in the hallway, he has already disappeared into the
living room. The palliative care-team members take off their
shoes without being asked and follow Mr. Wagner into the
living room. (Observation protocol Wagner)

This comportment showed exemplarily that the teams
entered the family home respectfully and followed the
rules that applied there. In one case, when visiting the
Hamid family, the team took the time to stay, eat some
cake and drink coffee. The physician later explained that
they always eat cake and drink coffee when visiting the
Hamids because it is the way the family expresses grati-
tude and the moment when family members speak openly:

It is exactly over this one cup of coffee that the parents report
problems, and not when they are asked directly, the palliative
care nurse remarks after the visit. (Observation protocol
Hamid)

Overall, the teams moved very comfortably around the
families’” homes. They knew their way around and were
allowed to move freely. Sometimes, communication
between parents and the palliative care team was so fast
and performed so routinely that the researchers were
unable to follow everything. It showed that their shared
experiences had enabled them to become familiar with

one another and to develop into a well-coordinated team.
Furthermore, parents and team members also talked
about private matters concerning the parents such as a
mother’s pregnancy, vacations, house renovations,
careers, weekend trips, and siblings’ hobbies.

Resource-oriented attitude

We also observed that no matter how limited a child’s
abilities were, the teams never behaved as though noth-
ing more could be done, but displayed a resource-ori-
ented attitude in their care practices. For example, when
visiting the Leibold family:

The physician asks Ms. Leibold to tell us what her son is able
to do, whereupon the mother tells us that he can breathe
autonomously, manage bowel movements independently,
cough alone and is dry at night ‘like a big boy.” (Observation
protocol Leibold)

This observation showed that mother and physician
assessed the child’s development in the same terms. Such
behaviors are regarded as “normal” in 8-year old children,
but in the present context, age was irrelevant to the inter-
pretation of the condition. Both mother and physician
focused on his capacities and skills, regardless of age.

The specialized outpatient pediatric palliative care
teams took an interest in what the parents thought about
their children and not only talked about illness and symp-
toms, but about what the child can do, how well it is
developing, whether it laughs etc.

Empowering parents to care for their
children

Specialized outpatient pediatric palliative care teams
empowered parents to care for their children themselves
by providing knowledge and guidance. They gave general
information on the effectiveness of drugs and the origin
of symptoms, and provided detailed instructions to par-
ents on, for example, how to administer medications and
nurse their children:

As some people react a little sensitively to eucalyptus, she
[the mother] is encouraged to try the cream on a small area
first to see whether Kirsten can tolerate it. Then she shows
the mother on her own back (that of the doctor) exactly
where she should apply it. (Observation protocol Nowak)

This parent empowerment created a basis for shared
decision-making.

Shared decision-making

We observed that by sharing knowledge, specialized out-
patient pediatric palliative care teams and parents could
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weigh up and evaluate information in order to reach a
common decision. The first thing the teams did at the
beginning of the visits was to ask the parents for their
opinion on their child’s current condition.

The physician asks the mother whether the change in the
inhalation from dry to moist has helped, and what she thinks
about it. She answers that with infections the damp inhalation
is better, otherwise dry, which the physician immediately
confirms. (Observation protocol Krug)

They first asked about symptoms, drug compatibility, side
effects, physical comfort etc., and then based their subse-
quent work on the information and assessments the par-
ents had given them. We observed many situations in
which parents decided what was relevant. Either the par-
ents said directly what was important to them during a
visit, and the team members conducted themselves
accordingly, or the palliative care team asked what they
wanted.

Afterwards, the physician asks the mother: “Is there anything
else that is important to you?” The mother then describes a
conversation with several hospital doctors about a planned
change in Lars’ medication. (Observation protocol Leibold)

Even minor concerns, such as small skin rashes, were
treated as important and not dismissed as mere trifles.
The team members asked parents about their treatment
preferences. In the case of the Nowak family, for example,
mother and physician talked about suppositories and tab-
lets for the stomach that Kirsten, the child, receives. The
physician asked the mother which she would prefer to
reduce first, whereupon the mother answered that she
would rather reduce the suppositories. The specialized
outpatient pediatric palliative care team recorded the
decision and decided to come back after 2 or 3 days to see
how it had worked out.

Another example involving the Wagner family demon-
strated shared decision-making in the treatment of an
infection:

The physician asks Ms. Wagner whether she would prefer to
begin an antibiotic therapy early or whether she would rather
wait a little. The physician and Ms. Wagner then jointly weigh
up the pros and cons. Finally, both agree that the signs
indicate a viral infection. [. . .] Ms. Wagner says that she
prefers to administer drugs without delay. The physician
nods. Both agree that an additional bacterial infection should
be avoided. (Observation protocol Wagner)

At the same time, the teams also advised the parents to
do certain things, or explained that a specific treatment or
medication was more suitable or important in the current
situation. With their medical and nursing expertise, they
set a framework within which the parents could decide. In

doing so, the professionals treated the parents as experts
and demonstrated confidence in their ability to make the
right decisions.

Caring for parents and their concerns

Team members not only treated the patients but also
addressed and provided psychosocial support for the
whole family. In several cases, the palliative care teams
focused on the parents as individuals, not only as interme-
diaries between themselves and the children, and
inquired about their resources. They did this by creating
room for parents to talk about their concerns and uncer-
tainty. For example, Mr. Hamid told the team members
that he found it extremely difficult to enter his daughter’s
bedroom because it upset him to see her in her current
condition. After leaving the Hamid household, the pallia-
tive care nurse and the physician described how impor-
tant it was for Mr. Hamid that they take some time to sit
down and talk to him about his fears and problems. When
we visited the Dingel family, Ms. Dingel, who is pregnant,
spoke to the team about problems with her older son,
who clings to her because he fears she will return to hos-
pital for a long period, as was the case when her sick son
was born. When visiting the Dreyers the mother talked
about disagreements with her husband on how to deal
with Elias and his symptoms.

In such situations, specialized outpatient pediatric pal-
liative care team members took the time to listen to par-
ents’ concerns, demonstrated empathy and pointed out
support options where possible. When visiting the Nowak
family, for example, Ms. Nowak and the team talked about
a planned conversation on the contingency measures that
should be adopted in case of an emergency:

Mrs. Nowak says her husband is terribly afraid of the
conversation. She says it is terrible for him to talk about it, or
even to think about Kirsten dying. He says he can’t think
about anything other than that meeting. The palliative care
nurse asks if there is anything they can do to perhaps make it
a little easier for her husband. Thereupon the physician
suggests bringing forward the appointment so that it does
not take place on the last day of Mr. Nowak’s vacation. She
says he would certainly enjoy his vacation more if he had the
conversation behind him. (Observation protocol Nowak)

We could observe that teams showed parents their appre-
ciation of their care efforts. They mentioned the multiple
burdens and the energy needed to deal with it, and did
not take it for granted. If they felt that parents needed
further support, the teams suggested relief services, such
as respite-care, hospice stays or treatments at home. It
became clear that the palliative care teams also consid-
ered the well-being of parents as their area of responsibil-
ity and acted accordingly.
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Table 1. Characteristics of accompanied home visits.

Family?

Visit duration
(min)

Participants

Receiving (intermittent)
specialized outpatient
pediatric palliative care for

Diagnosis and health status of
the child/adolescent®

Leibold¢ with 8-year-old
Lars

Dreyer with 5-year-old

Elias

Krug with 3-year-old
Jannis

Dingel with 2-year-old
Maximilian

Martelli with 4-year-old
Carina

Nowak with 13-year-old
Kirsten

Wagner with 1.5-year-old

Lisa

Hamid with 5-year-old
Rana

60

50

45

75

50

60

70

80

Patient, physician,
palliative care nurse,
mother, father, nurse
(nursing service), two
researchers

Patient, physician,
palliative care nurse,

mother, two researchers

Patient, physician,
palliative care nurse,
mother, nurse (nursing

service), two researchers

Patient, physician,
palliative care nurse,
mother, nurse (nursing

service), two researchers

Patient, physician,
palliative care nurse,
mother, nurse (nursing
service), researcher

Patient, physician,
palliative care nurse,
mother, nurse (nursing
service), researcher

Patient, physician,
palliative care nurse,
mother, father,
researcher

Patient, physician,
palliative care nurse,
mother, father, siblings,
nurse (nursing service),
researcher

Diagnosis: genetic defect
Health status: transplanted
liver, brain damage, epilepsy,
artificial nutrition via PEG tube
and port, artificial oxygen
supply, paralysis

Diagnosis: brain tumor
Health status: respiratory
problems, elevated cerebral
pressure

Diagnosis: heart defect,
metabolic disorder

Health status: severe obesity,
seizures, artificial nutrition
via PEG tube, respiratory
problemes, artificial oxygen
supply, bedridden

Diagnosis: brain damage
Health status: epilepsy,
seizures, artificial nutrition
via PEG tube, swallowing
difficulties, high susceptibility
to infection

Diagnosis: innate brain
dysplasia

Health status: swallowing
difficulties, pulmonary
infection, epilepsy,
developmental delay,
movement disorders
Diagnosis: brain damage due
to prenatal oxygen deficiency
Health status: spasticity,
epilepsy, recurring
pneumonia, severe scoliosis
Diagnosis: degenerative
disease of the nervous system
Health status: muscle
weakness, pulmonary
infection, scoliosis, artificial
oxygen supply

Diagnosis: metabolic disorder
Health status: motor
disabilities, severe spasticity,
severe visual and auditory
disabilities

1.5 years

1vyear

Unknown

Unknown

2 years

2.5years

Admission consultation

9 months

aDue to the small number of cases, the visits are not assigned to specialized outpatient pediatric palliative care teams to ensure anonymity.
bInformation on diagnosis and health status were reported and/or observed. The list may be incomplete.

cAll names are pseudonyms.

Discussion

Our analysis showed that the care practices of specialized
outpatient pediatric palliative care teams were character-
ized by familiarity, a resource-oriented attitude, parent

empowerment, shared decision-making, and support for
the parents. Through extensive communication, the teams
formed collaborative relationships and provided family-cen-
tered care that actively involved parents. By doing so they
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succeeded in meeting the requirements of the international
standards for pediatric palliative care! as well as the needs
of parents for support and empowerment.1213,22.23

The care practices described above enabled the spe-
cialized outpatient pediatric palliative care teams to meet
the needs that we previously identified in a series of nar-
rative interviews.1* Parents wished for pediatric expertise,
honesty, psychosocial support, and an individualized app-
roach, while at the same time experiencing self-efficacy
and being recognized as experts in the care of their chil-
dren.’® The observed familiarity demonstrated the indi-
vidualized approach the teams took to each case. By
empowering parents, the palliative care teams addressed
the parental need for self-efficacy, while shared decision-
making showed the extent to which they respected par-
ents as experts in the care of their children. At the same
time, they supported and advised them as pediatric
experts. By considering parents’ concerns, acting in an
appreciative manner and offering support options, the
specialized outpatient pediatric palliative care teams pro-
vided psychosocial support and built up trusting relation-
ships. Even the physical examination of the child took
place in constant exchange and communication with the
parents. Such resource-oriented attitudes clearly show
how the palliative idea of non-abandonment can be
implemented in daily practice.?* Building collaborative
relationships demands far-reaching communication and
the time to treat each case individually. Several studies
have shown that solid relationships with professionals
make periods of uncertainty easier for parents to deal
with, while unsatisfactory relationships complicate their
struggles.1516.25-27 Especially in hospitals, fulfilling the
requirements for good collaboration in pediatric palliative
care might be challenging. This may be due to constant
change in care providers and limited time per patient. In
Germany, only two pediatric palliative care units exist,
which means that a large proportion of children and ado-
lescents with life-limiting illnesses must be cared for in
curative wards.®2> Every year more than four million peo-
ple die with serious health related suffering in Europe,
with estimated 138,913 of them being children.?8 To pro-
vide care for these children, three main types of service
exist: inpatient hospices, hospital programs and home
care programs. While most European countries offer at
least one type of pediatric palliative care, only 12 coun-
tries provide all three.28

Our results underpin the need to expand palliative care
structures for children and their families to meet the
requirements of good palliative care such as parent-pro-
vider collaboration. Home care provided by specialized
teams offers children the opportunity of a self-determined
best possible death while spending the final weeks,
months, or years of their lives with their families. This
form of palliative care permits the provision of

high-quality family-centered care, with the family home
remaining at the center of care.?® Our results underline
how important it is that every family should have access
to a multidisciplinary, holistic pediatric palliative care
team at home.?%3° As the EAPC Atlas of Palliative Care in
Europe reports, 29 European countries have home care
programs specifically dedicated to palliative care for chil-
dren, while 19 out of 34 countries also reported the exist-
ence of specific standards or norms guiding the provision
of pediatric palliative care.?8

Strengths and limitations

Specialized outpatient pediatric palliative care teams sup-
ported the recruitment of parents. Therefore, those with
a good relationship to their palliative care team may be
overrepresented. However, as the team members were
able to assess the condition of the families, this recruit-
ment method allowed us to ensure that ethical considera-
tions regarding the suitability of families for study
participation could be taken into account. We took care to
intervene in the situations as little as possible. It can never
be ruled out that the presence of the researchers could
have led to participants not addressing certain topics, or
changing their behavior in some way. However, a strong
change in behavior would probably have led to irritation
on the part of other interaction partners. It can be
assumed that established strategies and behaviors will
prevail even when researchers are present.

Our sample included parents of children of differing
age and health status. As very young children were
involved, as well as children that were not able to com-
municate their expectations and preferences on their
own, their parents had to speak for them. Cases involving,
for example, oncologic diseases in older children, may
involve other aspects of complexity because the children
can then fully interact with the teams. Our article focuses
on direct interaction between parents and the specialized
outpatient pediatric palliative care teams. Communication
of palliative care teams with children is a further impor-
tant aspect in the provision of specialized outpatient pedi-
atric palliative care, but one that could not be explored in
this article due to its complexity.

It should be noted that our observations cover a lim-
ited period of time (one visit per family, two/four visits
per team). With only one visit, it is more difficult to assess
routines in the interaction and the impact of the research-
ers on the participants. Nevertheless, themes and profes-
sional strategies could be clearly identified across the
visits of each team and across the teams. The use of par-
ticipatory observations gave us a direct view of the inter-
action of specialized outpatient pediatric palliative care
teams with parents. It generated results that go beyond
the narration of experiences and showed the practice of
care in a real world setting and in real time.
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Conclusion and implications

The daily care practice of specialized outpatient pediatric
palliative care teams is highly complex and requires special-
ized training as children are “not just little adults.”3!
Pediatric palliative care encompasses not only medical
treatment, but also collaboration with and care for parents.
Building a trusting relationship with parents demands time,
communication skills and psychosocial competence. These
special requirements of palliative care for children and their
families and the high communication share should be taken
into account when establishing inpatient and outpatient
palliative care structures, preparing guidelines, training
staff and deciding upon appropriate remuneration. It is to
be hoped that home-based palliative care continues to
expand in Europe and throughout the world, so that more
families have the opportunity to receive good, comprehen-
sive palliative care in their own home environment.
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