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Background: In the last years, the structure of Pediatric Palliative Care in Germany has developed
more and more. Since 2007, there is a legal claim for a specialized palliative care in German which also
applies to children. Therefore, the need of an advance care planning for children is frequently discussed. In
Germany, a written advance is judicially approved only when the person concerned is of full age, intentions
to change this legal ground are going on. Nevertheless in many institutions involved in pediatric palliative
care standard forms similar to an advance patient directive are used, especially since 2009 when a Do-Not-
Resuscitate-Order (DNR-Order) equivalent for children was published on which many German pediatric
medical societies had agreed.

Methods: To get an overview which DNR-Order equivalents are actually used in pediatric palliative care in
Germany we sent a questionnaire with 10 items to 174 institutions that are involved in pediatric oncological
palliative care between August 2012 and October 2013.

Results: Only 46.9% of replying institutions used the DNR-Order equivalent for children approved by
many German pediatric societies. When asked for optimizing such an advance patient directive for minors
it was mostly suggested to include always a protocol of the consenting talk, an individualized treatment
algorithm of all therapeutic options (not only emergency measures) in the palliative setting, and a more
detailed information about the patient’s current palliative situation.

Conclusions: All collected data were summarized within a suggestion for a new advance pediatric

oncological care planning standard form for minors in Germany.
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Introduction

In 2013, 4,126 children and adolescents below the age
of 20 years died in Germany due to diseases (accidents
and sudden infant death syndrome are excluded) (1). The
growing awareness that a majority of these children may

be eligible for pediatric palliative care is mirrored in the
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fact that there is a legal claim of German patients for
specific pediatric palliative care since 2007 which is funded
by the national health care system (2). Although there is
a law for advance health care directives for adults since
2009 (3) a legally valid standard reference for minors is
still not available in Germany. The judicial conception in
Germany in this matter still appears quite diverse: on one
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hand a minor is entitled to agree to or to refuse a medical
intervention or investigation if his/her mental maturity is
sufficient to judge on the relevance and consequence of his/
her acting (4); on the other hand, even if a minor is mature
and can obviously determine the relevance and consequence
of his/her acting, there is no possibility for a legally valid
advance healthcare directive that determines procedures and
limitations of medical assistance in a palliative setting (3).
In the legal situation in Germany at the age of 18 maturity
is generally judged to be granted, but with younger patients
there is no defined age when children should be sufficiently
able to evaluate their decisions regarding consequences of
his/her actions. The decision is done as the case arises.

In a statement of the Commission for Ethical Issues
of the German Academy for Pediatric and Adolescent
Medicine, it is recommended that advance healthcare
directives of minors (age below 18 years) should be usually
respected assuming that the minor is obviously competent
to consent (in clinical trials, in the treatment of oncological
diseases, for serious illnesses or for major surgery all
adolescents older than 16 years have to agree), and the
consenting doctor explains all possible outcomes and risks
associated with the relevant therapeutic and diagnostic
interventions and procedures (5).

In case of younger children or children and adolescents
without sufficient competence to determine medical
decisions, parents or a person having the custody of the
child may consent to advance healthcare directives. If the
best interest of the child and adolescent is kept (Grundgesetz
der Bundesrepublik Deutschland, German Constitution,
Art. 6) (6); this may also include medical decisions at the
end of life. However, it is also common sense in Germany
that it should be always aimed at finding a consensus
between parents and attending doctors about the aim of
therapy and life-sustaining procedures (7).

Nevertheless, in Germany there is still to date no
lawfulness for advance directives by children or parents.
Any consented advance healthcare directive by parents or
legal representatives are legally not binding for the treating
physicians.

In 2009, Rellensmann and Hasan published a standard
form to define therapeutic and diagnostic measures for
pediatric patients with life limiting diseases in case of
emergencies (8). This form had been critically reviewed
and accepted by several pediatric medical societies.
Although this form may be on first sight similar to a Do-
Not-Resuscitate-Order (DNR-Order) in adult patients,
the actual impact of this document is totally different:
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(I) the document is not explicitly designated as a DNR-
Order, its title is “Recommendations for procedures in
case of emergencies”; (I) only a doctor and a nurse have to
sign, no parents or patients. Furthermore, this document
is not legally binding but it represents an acceptable and
honourable approach to give some kind of orientation in
the yet unclarified situation of advance healthcare directives
for children and adolescents in Germany.

In the present study, we aimed at investigating the
acceptance and usage of such DNR-order-like forms and
documents such as the “Recommendations for procedures
in case of emergencies” by Rellensmann and Hasan (8) by
different institutions and groups involved in palliative care
of pediatric oncology patients in Germany. Furthermore,
we asked about missing and/or improvable aspects in the
currently used DNR-order-like documents.

Methods

For the present study, a questionnaire was sent between
August 2012 and October 2013 to the following 174
institutions and groups which were involved in the palliative
care of pediatric oncology patients in Germany: 42
pediatric oncology centers, 11 children’s hospices, 97 out-
patients children’s hospice services, and 24 teams providing
specialized palliative out-patient care for children (SAPPV
= Spezialisierte ambulante pidiatrische Palliativversorgung).
These institutions and groups were identified via the
German Children’s Hospice Association in June 2012 and a
list of German pediatric oncology centres obtained via the
University Children’s Hospital of Halle, Halle, Germany, in
April 2012.

The questionnaire consisted of 10 items as shown in
Document S1. The original questionnaire that was sent was
in German language.

Results

The response rate to our questionnaire was 70.7%, i.e.,
123 of 174 institutions took part in the present study. Some
of the responding organisations answered with written
letters, emails, by telephone or fax. 82/174 (47.1%) did not
respond to all questions of the questionnaire as determined,
they were included the same as those who respond to all
questions.

Responses to the questionnaire were divided among
the different institutions and groups as follows: 7/11
children’s hospices (63.3%), 51/97 outpatient’s children’s
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Table 1 What written forms are used in different institutions? Shown are results regarding item 2 in the questionnaire

Institution
General form Children’s Outpatient Outpatient palliative Pediatric
) . . ) Anonymous
hospice hospice service care service oncology
General form used
EVN (8) 2 4 10 7 16
Own 4 3 1 9 5
None 0 6 1 4 10
Total 6 13 12 20 31

hospice services (52.6%), 13/24 teams providing specialized
palliative out-patient care for children (SAPPV teams)
(54.2%), and 21/42 pediatric oncology centers (50%). 31
institutions and/or groups answered anonymously and could
not be allocated.

The first item was answered by 99 institutions/groups.
Fifty-nine institutions (59.6%) declared that they use
standard operating procedures, instructions, or guidelines
to discuss and/or decide on limitation of therapeutic options
within a palliative setting.

Eighty-two institutions reported on the type of printed
form they were using for DNR-order-like decision making
(item 2) (Tuble 1). Most institutions (n=39; 47.6%) used the
form which is recommended by various pediatric societies
[Rellensmann and Hasan, 2009 (8)]. This form is entitled
as “Empfehlungen zum Vorgehen in Notfallsituationen”
(EVN; English title: “Recommendations how to proceed
in medical emergencies”). Interestingly, this form was
used by the majority of the German pediatric networks for
specialized palliative out-patient care (10/12; 83.3%). On
the contrary, 22 of all institutions (26.8%) used their own,
individualized forms for limiting treatment options, among
them nine (45.0%) pediatric oncology centers. Twenty-one
(25.6%) institutions/groups did not use any specified form
or no form at all. Six (28.6%) of these institutions were
out-patients children’s hospice services which might not
routinely be involved in decisions on treatment limitations,
but still four (19.0%) pediatric oncology centers and one
(4.8%) network for specialized palliative out-patient care
were also among the institutions without a general form to
limit therapeutic options in case of a life limiting disease
(Tuable 1). Ten (47.6%) institutions without any specified
form for treatment limitation answered anonymously and
could not be assigned to an institutional category.

As third item, it was asked whether the underlying life
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limiting disease is explicitly mentioned in the specified form
on limiting therapeutic options in case of emergency. This
was confirmed by 60 (83.3%) institutions, but 12 (16.7%)
institutions did not routinely mention the underlying life
limiting condition.

Item 4 was about a time limit for the validity of the
DNR-Order and was answered by 72 institutions. In
58/72 (80.6%) institutions, there is usually a time limit
for the validity of treatment limitation, in 14/72 (19.4%)
institutions there is not. The time limit varied within the
different forms: in 47/72 (65.3%) of specialized forms,
there was a choice between 1 week, 1 month, 3 months,
or 6 months, whereas in 5/72 (6.9%) institutions the time
limit of validity of the DNR-order-like document was
determined individually (7uble 2).

Regarding item 5, the choices of therapeutic options
which may be limited were studied in the various forms. 71
institutions replied to this item. 38/71 (53.5%) institutions
use specified forms in which therapeutic options can be
marked with a cross but which also provide additional space
for individual annotations. 16/71 (22.5%) institutions/
groups insert the therapeutic options to be limited or not
limited as free text. In 14/71 (19.7%) institutions/groups,
there are only different specified options to choose without
the possibility for free text additions. In 3/71 institutions/
groups specific therapeutic options which should be limited
are not mentioned in particular.

Item 6 dealt with the patient’s (child’s) own intentions
and wishes in regards to limitations of therapeutic options.
72 institutions answered to this item. 39/72 (54.2%)
institutions/groups declared that the will of the patient
is mentioned in dependence of the capacity his/her
discernment. In 5/72 (6.9%) institutions, the will of the
patient is documented in dependence of the age; suggestions
for relevant age groups to document actively the patient’s
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Table 2 Time limit of the validity. Results of item 4 show that most institutions determine the time limit of validity as suggested in the EVN (8)

Institution
Validity Children’s Outpatient Outpatient palliative  Pediatric
hospice hospice service care service oncology Anonymous
Time limit of validity
EVN (8)-options 2 3 10 12 20
None 0 3 1 5 5
Individual options 0 0 1 1 3
Readmission to institution 2 0 0 0 0
6 months 1 1 0 0 0
3 months 0 0 0 1 0
12 months 0 1 0 0 0
Total 5 8 12 19 28

Table 3 Who does sign the form for limitation of therapeutic options in involved institutions? Shown are results regarding item 7 in the

questionnaire

Institution

Signing parties
Children’s hospice

hospice service

Pediatric
oncology

Outpatient Outpatient palliative

A Anonymous
care service

Signature from
Physician and care givers
Physician, care givers, parents, child
Physician, care givers, parents
Physician, parents, child
Physician, parents

2 or more physicians, care, parents

o O o o o o N

Physician
Parents, child 1
Parents 1
Physician, care givers, child 1

Total 5

-
o o o O o o N ™
O o M N O 24w N o O

- W NN W g

N O O o o o
o o o

will range from 12 to 16 years. 26/72 (36.1%) institutions
answered that the will of the patient is documented when
a standard form like the “Empfehlungen zum Vorgehen in
Notfallsituationen” (EVN; English title: “Recommendations
how to proceed in medical emergencies”) is used
[Rellensmann and Hasan, 2009 (8)]. In 2/72 (2.8%)
institutions the patient’s intention is not included in the
general form for limitation of therapeutic options.
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Item 7 was about who signs the form for limitation of
therapeutic options (Tuble 3). In 31/73 (42.5%) institutions,
the attending physician and nurse sign the form. In
14/73 (19.2%) institutions, the attending physician,
nurses, parents, and patients all sign the DNR-order-like
document. Other combinations of involved parties were
attending physician/nurse/parents (n=6; 8.2%), attending
physician/parents/patient (n=5; 6.8%), attending physician/
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parents (n=4; 5.5%), two or more physicians/nurse/parents
(n=4; 5.5%), attending physician only (n=4; 5.5%), parents
patient (n=3; 4.1%), parents only (n=1; 1.4%), and attending
physician/nurse/patient (n=1; 1.4%).

In item 8, we asked how the talking about limiting
therapeutic options is organized in the different institutions.
75 institutions replied to this question. In most cases, the
attending physician is leading the talking (n=44; 58.7%).
The second most frequent answer was that a specialized
team including a physician (“therapeutic team”) conducts the
talking (n=20; 26.7%). Other combinations were more than
one physician involved (n=4; 5.3%), nursing staff only (n=3;
4.0%), physician and social worker/psychologist (n=2; 2.7%),
physician and clinical ethics committee (n=1; 1.3%) and
another physician different from the treating one (n=1; 1.3%).

Item 9 was about the consultation of external partners in
regards to limiting therapeutic options. Most institutions
(n=46/73; 63.0%) only involve extern partners (that are not
part of the current treatment) in difficult cases; mostly the
clinical ethics committee was involved (n=33/46; 71.7%).
25/73 (34.2%) institutions never asked for external support.
Only in 2/73 (2.7%) institutions, extern counselors (clinical
ethics committee) are consulted for each patient in regards
to treatment limitations. In difficult cases, the family court
was also involved in 2/46 (4.3 %) institutions, a combination
of local court and youth welfare office in 2/46 (4.3%), the
administration of the hospital in 2/46 (4.3%) or an external
physician specialized in palliative care in 1/46 (2.2%). Five
(10.9%) institutions did not specifically indicate which
external partners are involved for additional support.

For the last item, we asked about suggestions that should
be part of a specified form for limitation of therapeutic
options in children with life-limiting disease. We got 135
individual suggestions regarding essential contents of such a
form. We summarized the different answers/suggestions in
4 categories.

The first category (n=64/135; 47.4%) contains proposals
for the layout of such a specified form for treatment
limitations. The most frequently suggested item was a
check list with possible therapeutic options for medical
emergencies (n=12; 18.8%) followed by contact details of
the care team (n=10; 15.6%), a documentation of the time
limit for the validity of the DNR-order-like document
(n=8; 12.5%), and free text space for individual annotations
(n=7; 10.9%). Six (n=6; 9.4%) suggestions confirmed the
appropriateness of the DNR-order-like form [published by
Rellensmann and Hasan, 2009 (8)].

The second category summarized all suggestions (n=15/135;
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11.1%) in regards to the initial talking about limiting
therapeutic options. Nine (n=9; 60%) stated that a protocol
about the content of the initial talking is important. Two (n=2;
13.3%) felt that a handout with an explanation is important.

The third category was about suggestions regarding
detailed information about the patient and his/her family
(n=34/135; 25.2%). Half of the suggestions (n=17;
50%) focused on reporting the underlying disease and
concomitant symptoms on the DNR-order-like form.
Four other replies (n=4; 11.8%) suggested that possible
symptoms and expected complications of the patient should
be also stated.

The last category subsumed suggestions (n=22/135; 16.3%)
for therapeutic procedures which may be limited in a palliative
care setting. There is an obvious need for an algorithm in
medical emergencies (e.g., “What to do if therapeutic options,
for example pain treatment fails?”) (n=5; 22.7%). Another
point was that the use of antibiotics should be also listed
as a therapeutic option which may be limited in medical
emergencies case within a palliative setting (n=4; 18.2%).

Other suggestions from each category are for better
overview listed in supplemental Table S1.

Discussion

The aim of the present study was to find out how often
and which DNR-order-like forms or advance directives
for treatment limitations in children with life-limiting
diseases are used in institutions that are involved in
pediatric oncological palliative care in Germany. Although
in Germany there is no lawfulness for such forms or
directives with legal binding for the treating physicians,
many of the contacted institutions use specified forms to
determine medical procedures in palliative expected and
unexpected situations. The form that is used by the majority
of the institutions is the “Empfehlungen zum Vorgehen
in Notfallsituationen” by Rellensmann and Hasan [2009]
(EVN; English title: “Recommendations how to proceed
in medical emergencies”) (8). Thus, the present study
confirmed that there is an obvious need for a DNR-order-
like document for children with life-limiting diseases.

This need is very interesting since the discussion about
the legal facts of such a document in Germany appears
endless and not solvable (5,9,10). The German law only
allows a legally competent adult to report a final living
will (3) but parents as the legal guardians for their children
can decide whether a physician is allowed to treat their
children or not, also in any palliative situation. This
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parental right is covered by the German constitution which
claims that the care of children is the natural right of their
parents (Grundgesetz fiir die Bundesrepublik Deutschland,
Art. 6) (6). Only in case of endangering the well-being of
the children a court can be interposed (11). Even more
complicating, in emergency situation without a possibility
for clarifying discussions the treating physicians has the
final responsibility to decide if a child should be treated or
not in regards to his/her quality of life and well-being.

Defining the endangerment of a child’s well-being within
a palliative setting seems at least very difficult if not to say
impossible. In this context, the medical indication or the
potential futility of a certain therapeutic measure has to
be evaluated. If the medical measure or treatment appears
clearly futile to the physicians then it is forbidden to initiate
this medical measure or treatment, even if the patient or
the parents wish to do so (12). The aim of any treatment is
to save life, but never to extend the deceasing by medical
treatment if the additional time is not a benefit for the dying
person (10). However, to judge on potential futility of a
certain treatment in a palliative setting is very difficult, too.

Another very difficult aspect in regards to limiting
treatment for a child within a palliative setting is how to
consider and respect the opinion or even decision of a
minor about his/her own medical treatment. Following
the German law the minor always has a right to veto any
treatment decision regarding him-/herself in case of his/her
competence. This competence is not restricted to a certain
age but has to be evaluated, e.g., by the treating physician
that knows the patient and the situation very well (5). If
the patient is then regarded as competent to decide on his/
her medical treatment this should be documented. It would
be of course advisable, too, that the conclusion on the
minor patient’s competence and his/her will occur on any
DNR-order-like document/advance directive used to limit
treatment options in a palliative setting.

Many German institutions involved in palliative care of
pediatric oncology patients use the conventional advance
directive recommended by many German pediatric medical
societies (Rellensmann, Hasan, 2009) (8) however, the
present study reveals that there is a need for improvement
of this form. Especially the place for individualizing the
form and to supplement a special emergency plan seem
to be insufficient. Furthermore, potentially limitable
therapeutic measures may be added.

Documentation of end of life decisions in pediatrics appears
in general especially difficult, independently of the setting
(pediatric intensive care versus pediatric oncology) or a certain
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country (13-16). However, as also shown in our study, a printed
form of a DNR-order-like document is usually preferred to a
handwritten protocol. With a more or less standardized printed
form the degree of documentation of the end-of-life decisions
can be improved (17). The widely used standardized German
form [Rellensmann and Hasan 2009 (8)] was developed for
medical staff who do not know the child and will, therefore,
need a quick overview in case of a medical emergency (8). This
seems as the most important function of such a DNR-order-
like document because the treating (palliative care) team usually
knows about the patient’s condition and knows the parents as
well as their will in regards to the treatment options for their
child with a life limiting disease. The need of a DNR-order-like
form is necessary for situations when there is no direct involved
person of the treating team in touch with unexpected events of
the patient. And when a standardized printed form is already
well known and accepted within the medical community then it
is easier for a physician to decide on treatment measures when
he/she is involved in an emergency situation of an unknown
child within a supposedly palliative setting (17). The physician
will need in an emergency situation of a pediatric palliative
care patient a summarized overview about the current status
regarding disease, prognosis, and possible treatment limitations
without long talks, discussions and text descriptions. Even if the
parents of the patient would never call an emergency physician
in any expected or unexpected palliative situation other witnesses
of unexpected situations might do so because they might not
know about the special situation. And quite often parents still call
the emergency physician themselves in spite of good ongoing
care and intensive upfront preparations towards such emergency
situations by the palliative care team. Any such preparation of
parents about the palliative situation of their child and possible
events cannot really prime them for the actual high emotional
and most painful situation when their child will probably die.
For those cases, a DNR-order-like document could remind
parents of previous decisions they had made without the high
emotional stress of the current emergency situation (18).

Given this important aspect of such a DNR-order-like
form, it is essential to reflect which information has to be
included in such a document. It seems obvious that this
form should be as short as possible, but nevertheless still
highly informative. This was a common demand by many
institutions involved in the present study. It was commented
that the respective addressee of such DNR-order-like
forms should always get all important information, even
if this information may have to cover several years. These
suggestions make it impossible to restrict such a DNR-
order-like form to one page. Actually, only one institution
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involved in the present study intended for a printed form
on one page. This interesting observation of a majority
asking for more detailed information about the patient’s
current situation appears to be in clear contrast to the
aim of presenting a short, concise overview in emergency
situations to physicians who do not know the patient. This
observation may reflect another important aspect of such
a DNR-order-like document, i.e., a protocol and “official”
representative and explaining summary of end-of-life
decisions which are not infrequently the results of long and
intensive discussions between the parents and the palliative
care teams. Deciding on treatment limitations in a palliative
situation is often not a quick, clear process at the end of a
single talk between the involved parties it is much more
frequently a slow dynamic process over numerous talks and
discussions. Thus, the decision to limit treatment options
in a palliative care situation for a child with a life limiting
disease is also the expression of a long communicative
process between the parents and the palliative care team.
Especially for the palliative care team, such a document
then certainly has a higher importance then just providing
a quick, concise overview about the patient’s current
situation. The widely used form by Rellensmann and
Hasan (8) tried to find a compromise between these two
positions by limiting the DNR-order-like document by
one page but requesting an additional protocol of the talk
which resulted in the treatment limitation but the present
study shows that this on first sight practical compromise is
obviously not widely accepted or in use.

In this respect, the phone number of the treating physician
or palliative care physician which should be available at all
time appears essential. Permanent availability of the treating
physicians is not only very important for the parents but also
for any emergency physician that does not know the pediatric
palliative care patient. Thus, the emergency physician can
always call to get a quick, concise overview by phone.

In the present study, it was also suggested by many
institutions to insert an emergency plan into the DNR-
order-like document that deals with the potentially needed
individualized measures of the specific patient in case of
symptoms not restricted to medical emergencies. Thus,
a mixture of a symptom control plan and limitation of
therapeutic measures was requested. On first sight, this
request seems as mixing up two different and independent
intentions but at a closer look this might be the expression of
a high uncertainty of palliative care teams to decide between a
necessary and helpful therapeutic measure and a futile one. In
case of pain, this decision seems obvious and easy, but e.g., in
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case of infections the use of antibiotics might be more difficult
to be judged as either futile or beneficial. Thus, an extended
plan with regards to expected or unexpected symptoms could
reduce stress and be helpful for the patient, the family, and—
last but not least—the palliative care team (18).

In many palliative situations of oncology patients,
most withdrawn medical treatments are chemotherapy,
antibiotics, antimycotics, artificial nutrition, mechanical
ventilation, and catecholamines (19). These findings
are similar to Lantos and Berger et /. who reported
chemotherapy, blood transfusion, catecholamines, and
dialysis as frequently limited therapeutic measures (20).
Some of these measures were also suggested in the
present study. Thus, the extension of potentially limitable
therapeutic measures may have to imply also the items
antibiotics, blood products, artificial nutrition, dialysis,
and mechanical ventilation. Nevertheless, in our own
experience the wishes and views of patients and parents
are very individual due to their personal experience and
personal situation. It should, therefore, be enough space
for personalized requests; this was also suggested by many
institutions in the present study.

Another information that should be included in a DNR-
order-like form might be whether the patient and the
family wish to be hospitalized or not at end of life. Many
patients are dying in the intensive care unit or in hospital
(21,22) but many people wish to die at home, this includes
also terminally-ill children and their families (23). Thus,
it appears necessary to decide before the occurrence of
medical emergencies if the child should be transferred to a
hospital or stay at home at end of life.

"The German Federal Ministry of Justice also advises to note
attendance for organ donation in case of death (24). Although
pediatric oncology patients are usually excluded from organ
donation because of their underlying disease this should also
be discussed upfront with parents and—if possible—also
with patients. This information may also occur on a DNR-
order-like form for pediatric palliative care patients. The same
may also apply to the information if an autopsy should be
performed or not. Autopsy might be particularly helpful for
parents after the death of their child (25).

We also asked in the present study who signs a DNR-
order-like document for children with a life limiting
disease. Not very surprisingly, most institutions indicated
that the treating physician and the involved care team sign
in most cases like it is recommended in the existing printed
form from Rellensmann and Hasan (8). Only in some cases,
the parents and/or the patient also sign the DNR-order-
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like document. This exclusivity of medical staff to sign the
document on potential treatment limitations reflects that
the involved physician always has to decide on the indication
and performance of any treatment measures (11,26,27).
Hence, it is always necessary to have a DNR-order-like form
signed at least by a physician; this is different to advanced
directives of adult patients to limit treatment options.
However, as already reported in the introduction it is always
important to document that the decisions made on limiting
treatment option for a child in a palliative care situation are
also supported and shared by parents and also by the minor
patient (28). Nevertheless, for parents it is often a burden to
make such decisions for their children (29). They could feel
like signing the kid’s death sentence (9). Therefore, it is not
sensible to force parents (or patients) to sign the treatment
limitations. Parents (and the patient, in case of competence)
should always have the possibility to sign a DNR-order-like
form but their signature should not be mandatory.

Conclusions

Our study has several limitations. First we did not test
the questionnaire upfront in a smaller cohort to test for
ambiguous questions. Furthermore, we included every
returned questionnaire in the study, also incomplete and
anonymous questionnaires were entered into the present
analysis. Thus, not every item is represented within all
returned questionnaires, and not every item could be
allocated to a certain category of palliative care providers for
pediatric oncology patients. We also included institutions
like out-patients children hospice services in our survey
although we had to realize upon getting the replies that
these institutions are nearly never involved in end of life
decisions of their patients which is interesting information
by itself. Last but not least the present study was performed
in Germany and may, therefore, only reflect the medical,
ethical, psychosocial, and legal situation in Germany.

One general limitation of such investigations like the
present one which are based on a questionnaire is that we
do not know who actually replied to the questionnaire and
if the reply of this person indeed represents the situation/
opinion of the respective institution/team. Thus, a certain
subjective bias with the risk of a personal interpretation of
the actual situation/team opinion cannot be fully excluded.

Nevertheless, a DNR-order-like form for terminally-ill
children appears absolutely necessary. The present study
revealed that there are numerous suggestions to modify
and extend the widely used document by Rellensmann and
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Hasan [2009] (8). Obviously, many institutions have already
adjusted this printed form to their own clinical practice.
It would be advisable to set up new versions of this DNR-
order-like document based on these experiences and test
the different versions in a prospective study. In the end
every physician has to decide whether he prefers to use a
pre-developed printed form or an individualized form for
his/her patients. Treatment requests or their limitations by
parents and patients are to be respected, but they are not
legally binding which will always create a lot of uncertainty
and emotions between the involved parties. Thus, the best
strategy and documentation for DNR-order-like decisions
are still to be found.

As result of our work we suggest a new form of a DNR-
order-like decision, including a protocol of agreement
with explanation of medical terms (Document S2: English,
Document S3: German).
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Supplementary

Table S1 In item 10 of the questionnaire we asked about suggestions what should be part of a specified form for limitation of therapeutic options
in pediatric oncological patients in a palliative care setting. We ordered the answers in 4 different categories

Category N (%)

Category 1—proposals for an optimized form layout

Box for regular review 4/64 (6.3)
Line for revision anytime 3/64 (4.7)
Prescribed box for the date 3/64 (4.7)
Signature line for physician and parents 3/64 (4.7)
Just individualized therapeutic options, no form 2/64 (3.1)
Space to document the validity of the document 1/64 (1.6)
Patient details (Name, Age, Address) 1/64 (1.6)
Information where the form is deposited 1/64 (1.6)
One page form 1/64 (1.6)
Changing title into “allow natural death” 1/64 (1.6)

Category 2—proposals regarding the initial talking about limiting therapeutic options

A physician should lead the informed consent discussion 1/15 (6.67)
The possibility to involve a clinical ethics committee 1/15 (6.67)
Pediatric health care services should initialize the informed discussion about DNR 1/15 (6.67)
Sufficient time for talking/discussions 1/15 (6.67)

Category 3—proposals regarding detailed information about the patient and her/his family

Will of the patient 3/34 (8.8)
Will of the patient and his/her parents 3/34 (8.8)
Possible expected symptoms of impending death 2/34 (5.9)
If the current state can be restored after management of the emergency situation 1/34 (2.9)
The irreversibility of the current state 1/34 (2.9)
More details about the family situation 1/34 (2.9)
To name relevant accompanying diagnoses 1/34 (2.9)
Spirituality and religion of the patient 1/34 (2.9)

Category 4 —proposals regarding potential therapeutic procedures

Palliative care measures (especially pain and sedation) 3/22 (13.6)
Resuscitation 2/22 (9.1)
Tube feeding 2/22 (9.1)
Ventilation 1/22 (4.5)
Organ donation 1/22 (4.5)
Transfusion 1/22 (4.5)
Catecholamines 1/22 (4.5)
Remove artery lines 1/22 (4.5)

Clear time limit to each treatment 1/22 (4.5)




Document S1 Original questionnaire of the survey (translated into English)
UNIVERSITATSMEDIZIN UMG
GOTTINGEN

Investigation about the use of Do Not Resuscitate Orders of
children and adolescents with life-limiting diseases

Please check and complete the appropriate box. You may tick more than one box.

1. Are there any standard operating procedures or working instructions forusing aDNR order-like
decision (making) in yourinstitution/within yourgroup?

o Yes
O No

2. Isthere a form/document forthe DNR order-like decision (making) in your institution /within yourgroup?
If yes: Do you use the “Recommendations for procedures in case of emergencies” published by Rellensmann
and Hasan in 2009 in “Maonatsschrift fiir Kinderheilkunde”?

o Yes: Form “Recommendations for procedures in case of
emergencies” (Monatsschr Kinderheilkd 2009,157:38-42)

O Yes:

O No

If you use the form mentioned above, please continue with question 8, 9 and 10.

3. Isthe reason forthe DNR order-like decision (making) mentioned on the form/document (e.g.
underlying disease, concomitant disease)?

Yes
o) No

4. Is there a time limit for the validity of the DNR order-like decision?

o) Yes, informal extension due to the actualsituation in certain periods.
o Yes, the DNR order applies for a certain period, after that it has to be renewed. Certain Period
o No.

5. Are thelimited curative therapy options leading to the DNR order-like decision (making) mentioned in
details?

o Yes, you can select the predefined therapy options.

o Yes, the limited curative therapy options are discussed with medical professionals and will
be inserted into the form.

O No.



UNIVERSITATSMEDIZIN U M G
GOTTINGEN

6. Is the will and/or opinion of the child or adolescent included and documented?

o Dependent on the age or rather the competence of the children or adolescent
depends on the competence, but usually at the age of the wishes of the
competent child or adolescent is not documented in the form, despite the detailed
explanations appropriate to age

o The will of the competent child or adolescent is not included in the detailed explanations

7. Who does sign the DNR-order-like document/form?

The treating physician
Several physicians

Parents

Nursing staff

Children, up to a certain age
Others

O O O O O O

8. Who is in charge of communicating a DNR-order-like decision to parents and/or patient?

The treating physician

Another than the treating physician

Non-medical specially trained personnel (hospice staff, caregivers)
Other

O O O O

9. Did you ask any external institution or experts for help during the DNR-order-like decision?

o Always
o Only in certain cases
o Never

10. Do you have any suggestions, recommendations, comments what should be an essential part of a
DNR-order-like decision?

1.

2.



Document S2 Our suggestion for a new DNR-order-like decision document including protocol of agreement with explanation of medical

terms (English)

Desired medical treatment of:

Date of birth: Treatment team:
Custodians: 24-hour phone:

Phone custodians:

Diagnosis:
Progression of the disease:

In regard to the prognosis of the disease, and after weighing the burdens and benefits of
treatment, the agreement exists that the medical treatment should be focused on palliative
goals (alleviation of suffering). The mutually determined limitations of treatment represent the
patients (presumed) will.

Emergency pIan (possible symptoms/complications and the desired medical treatment)

Procedures

<
M
»

Resusciation
Chest compression (CPR)
Defibrillation
Catecholamines
Artificial ventilation
Mask ventilation
Intubation and ventilation with a respirator
Artificial dialysis
Extra-corporale membrane oxygenation/ECMO
Dialysis
Artificial nutrition
Nasal tube
PEG
Intravenous nutrition
Drugs
Antibiotics
Blood components
Transfer
To a pediatric clinic
To an intensive care unit
To a hospice/pediatric palliative care unit
After death
Organ donation
Autopsy
Other

OO0 OO0 000 OO0 ooo oo oo ooo
00 OO0 O00O0 OO0 OO0 OO0 oo googsz




Desired medical treatment of:

Other wishes( e.g., place, religious/spiritual assistance)

Notes for informed consent discussion
Yes No

The patient is competent: D I:I

People who participated in the discussion:

(A copy of the informed consent discussion is located in the patients medical record.)

Validity of the agreement

|:| 1 week |:| 1 month I:’ 3 months I:, 6 months I:l other

Confirmation of update with a new signature.

Place, date, signature Physician Care (custodians/patient)
Place, date, signature Physician Care (custodians/patient)
Place, date, signature Physician Care (custodians/patient)

Withdrawl: The agreement looses its validity at once!

Place, date, signature Physician Custodians/patient Other




Name: Date:
Date of birth: Treatment team:

Protocol of the informed consent discussion

1. What does this disease mean?

2. What is the prognosis of the disease? Why is it life-shortening?

3. Are there therapeutic options under which a cure may be possible?
3.1 If yes, where they attempted and what was the result?

3.2 Why they were not attempted? Why is there no therapeutic option at present?

4. What is the current stage of the disease?




Name: Date:
Date of birth: Treatment team:

5. How is the expected progression of the disease to be assessed?

5.1 What symptoms could lead to suffering?

5.2 Are there options for symptomatic therapy? What could be achieved?

5.3 Which life-threatening complications or emergencies may occur?

6. When initiating life-maintaining or resuscitation procedures:
6.1 What is the current stage of the disease?




Name: Date:
Date of birth: Treatment team:

6.2 Are life-maintaining procedures (like ventilation) to be continued permanently?

6.3 Do resuscitation procedures affect the current situation regarding the disease?

7. By refusal of life-maintaining or resuscitation procedures:
7.1 Can refusal of life-maintaining procedures potentially cause additional suffering?

8. Results of discussion:
8.1 What life-maintaining or resuscitation procedures should be performed?

8.2 What life-maintaining or resuscitation procedures should not be performed?




Name: Date:
Date of birth: Treatment team:

8.3 Other results: who should be informed in case of emergency, etc.?

9. Notification, that this agreement can be revoked at any time and without adverse
effects.

Place, date, sighature Physician Custodians/patient Other




Resuscitation

Manual compression
of the thorax

Defibrillation
Catecholamines

Bag-mask-ventilation

Intubation

ECMO

Dialysis

Nasal tube/catheter

Peg

Parenteral nutrition

Antibiotics

Hospice

Palliative care unit

Organ donation

Autopsy

Explanation of medical terms

Cardio pulmonary resuscitation, medication with
catecholamines, defibrillation, artificial ventilation to
restore life

Pulsatile compression of the chest to pump the heart

in case of heart failure

Electrical shock to modulate heart activity

Medication to ensure heart activity and blood circulation
Supported ventilation through bag or ventilation
machine and mask (mask is fixed or will be held on the
face)

Insertion of a tube into the airway for artificial ventilation
Extra corporal membrane oxygenation; a life support
system that circulates blood through an oxygenating
system in case of dysfunction of the lungs

Process of removing waste products and excess fluid
from the body; dialysis can be necessary when the function of
the kidneys is not adequate

Tube over nose into the stomach to deliver liquid food
Percutaneous endoscopic gastrostomy; a feeding tube
that is insert via a surgical procedure directly into the
stomach; especially for patients that cannot swallow

Intravenous feeding

A drug used to treat bacterial infections; it can be used
as pill, liquid or intravenous

A facility that provides special care for people at the end
of life

A facility similar to a hospice but with medical support round-
the-clock, often located in a hospital

Donation of biological tissue from a living or dead human
being to a living recipient for transplantation

Post-mortem surgical examination to determine the cause of
death



Document S3 Our suggestion for a new DNR-order-like decision document including protocol of agreement with explanation of medical

terms (German)

Behandlungswiinsche von:

Geburtsdatum: Behandelndes Team:
Sorgeberechtigte: 24h-Telefon:

Telefon Sorgeberechtigte:

Diagnose:
Krankheitsverlauf:

Aufgrund der Gesamtprognose und einer Abwdgung von Belastungen und Nutzen besteht nach
Aufklirung die Ubereinkunft, dass palliative Ziele (Linderung von Leiden, ganzheitliche Therapie) im
Vordergrund der Behandlung stehen. Die einvernehmlich getroffenen Begrenzungen entsprechen den
(mutmaRlichen) Wiinschen der/des Patientin/en.

Notfallplan (mogliche Symptome/Komplikationen und deren Behandlungswunsch)

MaBBnahmen

=
D
=

Reanimation
Thoraxkompression
Defibrillation
Katecholamine
kiinstliche Beatmung
Maskenbeatmung
Intubation und Beatmung an einer Maschine
kiinstliche Blutwasche
Extrakorporale Membranoxygenierung/ECMO
Dialyse
kiinstliche Erndahrung
Nasensonde
PEG
Intravendse Erndhrung
Medikamente
Antibiotika
Blutbestandteile
Verlegung
In eine Kinderklinik
Auf eine Intensivstation
In ein Hospiz/auf eine Kinderpalliativstation
nach dem Tod
Organspende
Obduktion
Weitere

OO0 OO0 000 OO0 000 OO0 OO0 ooge
OO 00 000 00 000 OO oo oOooO




Behandlungswiinsche von:

Weitere Wiinsche ( zum Beispiel Wiinsche zum Ort, religidser/spiritueller Beistand)

Anmerkungen zum Aufklarungsgesprach
ja nein

Der Patient ist einwilligungsfahig:

Am Aufklarungsgesprach haben teilgenommen:

(Eine Kopie des Aufkldarungsgesprachs befindet sich in der Krankenakte.)

Giiltigkeit der Vereinbarung

1 Woche 1 Monat 3 Monate 6 Monate weitere

Die Aktualisierung wird durch erneute Unterschrift bestatigt.

Ort, Datum, Unterschrift Arzt Pflege (Sorgeberechtigte/Patient)
Ort, Datum, Unterschrift Arzt Pflege (Sorgeberechtigte/Patient)
Ort, Datum, Unterschrift Arzt Pflege (Sorgeberechtigte/Patient)

Revision: Diese Vereinbarung verliert mit sofortiger Wirkung ihre Gultigkeit!

Ort, Datum, Unterschrift Arzt Sorgeberechtigte/Patient weitere




Name: Datum:
Geburtsdatum: Behandlungsteam:

Protokoll des Aufklarungsgesprachs

1. Was bedeutet die Erkrankung?

2. Wie ist die Prognose der Erkrankung? Warum ist sie lebensverkiirzend?

3. Gibt es Therapiemoglichkeiten, die eine Heilung moglich erscheinen lassen?
3.1 Wenn ja, wurden sie angewandt? Mit welchem Ergebnis?

3.2 Warum wurden sie nicht angewandt und sind auch aktuell keine Option?

4, Wie ist der aktuelle Stand der Erkrankung?




Name: Datum:
Geburtsdatum: Behandlungsteam:

5. Wie ist die Einschatzung des zu erwartenden weiteren Verlaufes der Erkrankung?

5.1 Welche leidvollen Symptome kénnten auftreten?

5.2 Gibt es Moglichkeiten der symptomatischen Therapie, was ist erreichbar?

5.3 Welche lebensbedrohlichen Komplikationen oder Notfalle kénnten auftreten?

6. Wahrend der Lebenserhaltung oder Wiederbelebung:
6.1 Wie ist der aktuelle Stand der Erkrankung?




Name: Datum:
Geburtsdatum: Behandlungsteam:

6.2 Sollen lebenserhaltenden MaBhahmen {zum Beispiel Beatmung) kontinuierlich
fortgefiihrt werden?

6.3 Werden WiederbelebungsmalRnahmen den Verlauf der Krankheit beeinflussen?

7. Bei Verzicht auf lebenserhaltende MaBnahmen oder WiederbelebungsmaBnahmen:
7.1 Kann der Verzicht auf lebenserhaltende MaBnahmen zusatzliche leidvolle Symptome
verursachen?

8. Ergebnis des Gesprachs:
8.1 Welche lebenserhaltenden MaRnahmen oder WiederbelebungsmalRnahmen sollen
durchgefiihrt werden?

8.2 Welche lebenserhaltenden MaRnahmen oder WiederbelebungsmalRnahmen sollen
nicht durchgefiihrt werden?




Name: Datum:
Geburtsdatum: Behandlungsteam:

8.3 Andere Ergebnisse: wer soll im Notfall informiert werden etc.?

9. Feststellung, dass diese Vereinbarung jederzeit und ohne Nachteile irgendwelcher Art
widerrufen werden kann.

Ort, Datum, Unterschrift Arzt Sorgeberechtigte/Patient andere




Bedeutung medizinischer Fachausdriicke

Reanimation

Thoraxkompression

Defibrillation

Katecholamine

Maskenbeatmung

Intubation

ECMO

Dialyse

Nasensonde

PEG

Intravendse Erndhrung

Antibiotika

Hospiz

Palliativstation

Organspende

Obduktion

Herz-Lungen-Wiederbelebung, Zusammenspiel von
Thoraxkompressionen, Gabe von Katecholaminen,
Defibrillation/Kardioversion und kinstlicher Beatmung.

Rhythmisches, schnelles, festes Zusammendriicken des
Brustkorbs, um einen geringen Blutfluss sicherzustellen, so
lange das Herz nicht ausreichend arbeitet.

Mit einem Stromstol3 lebensbedrohliche Herzrhythmus-
stdérungen behandeln.

stark wirksame Kreislaufmedikamente um das Herz wieder
zum Schlagen zu bringen oder den Kreislauf aufrecht zu
erhalten.

Kinstliche Beatmung oder Atemunterstitzung mit einem
Beatmungsgerat oder einem Beatmungsbeutel, wobei die
Beatmungsluft durch eine fest auf Nase und/oder Gesicht
befestigte Plastikmaske verabreicht wird.

EinfUhren eines Schlauchs in die Luftréhre zur kiinstlichen
Beatmung.

Extrakorporale Membranoxygenierung bedeutet, dass eine
Maschine den Sauerstoffaustausch im Kdrper vornimmt und
somit kiinstlich die Atemfunktion des Patientin Gbernimmt.

Ein Gerat Gbernimmt die Funktion der Nieren und fiihrt eine
Blutwaésche durch, in dem die Giftstoffe tiber das Gerat aus
dem Korper gefiltert werden.

Ein Schlauch, der durch die Nase oder den Mund zum Magen
gefuhrt wird, damit die Erndahrung fortgesetzt werden kann.

Perkutane endoskopische Gastrostomie. Eine
Ernahrungssonde wird bei einer Magenspiegelung direkt von
dem Magen durch die Bauchdecke gelegt. Dadurch kann eine
Ernahrung lGber den Magen-Darm-Trakt fortgesetzt werden.

Erndhrung, die speziell zubereitet wird, damit sie Gber die
Vene gegeben werden kann.

Medikamente, die dem Korper helfen Bakterien abzutoten.

Eine stationare Pflegeeinrichtung, die auf ganzheitliche
Sterbe- und Trauerbegleitung spezialisiert ist.

Eine stationare Pflegeeinrichtung, ahnlich einem Hospiz, mit
24 stlindlicher Arztanwesenheit, angeschlossen an ein
Krankenhaus.

Organe nach dem Tod, z.B. Herz, Lunge, Leber, Hornhaut
einem anderen Menschen zur Verfligung stellen.

Die Eroffnung des Kérpers zur Untersuchung der
Todesursache.



