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SUMMARY
Background: Nearly every fourth person in Germany has an advance directive 
that is to be used in certain medical situations. It is questionable, however, 
whether advance directives truly influence important treatment decisions in the 
intensive care unit. We studied the extent to which doctors and patients’ 
relatives agree on the applicability of advance directives in the acute setting. 

Methods: A prospective study was carried out by questionnaire among the 
physicians and relatives of 50 patients with advance directives who were hos-
pitalized on four different multidisciplinary intensive care units. The answers of 
25 residents in training, 14 senior physicians, and 19 relatives were analyzed 
both quantitatively and qualitatively. The extent of agreement was assessed by 
means of Gwet’s AC1 with linear weighting. 

Results: In most of the advance directives, the conditions under which they were 
meant to apply were stated in broad, general terms in prewritten blocks of text. 
23 of the 50 patients (46%) died. All relatives stated that they were very familiar 
with the patients’ wishes; 18 of 19 were legally responsible for  decision-making. 
In assessing whether the advance directive was applicable to the situation at 
hand, the strength of agreement between physicians and relatives as well as 
 between the two groups of physicians was only fair and non-significant (0.35; 
95% confidence interval [CI]: –0.01 to 0.71; p = 0.059 and 0.24; 95% CI: –0.03 to 
0.50; p = 0.079). The relatives found the advance  directives more useful than the 
doctors did (median, 5 vs. 3 [p = 0.018] on a  Likert scale ranging from 0 [not 
 useful at all] to 5 [very useful]) and favored their literal application (median,  
5 vs. 4 [p = 0.018] on a Likert scale ranging from 0 [favoring the doctor’s 
 interpretation] to 5 [favoring literal application]). 30 days after the decision,  
13 relatives (68%) felt that the patient’s wishes had been fully complied with.

Conclusion: These groups’ clearly differing assessments of the applicability of ad-
vance directives imply that the currently most common types of advance  directive 
are not suitable for use in intensive care. In order to support patients’ relatives in 
their role as surrogate participants in decision-making, improved advance 
 directives should be developed, and their implementation should be incorporated 
into the training and continuing medical education of intensive-care physicians. 
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A lmost one in four persons in Germany report that 
they have prepared an advance directive (1). Due 

to demographic changes, older, sicker patients are in-
creasingly treated in intensive care units and as a result 
are more and more likely to die there. Advance 
 directives are intended to guarantee an individual’s au-
tonomy when that individual can no longer express 
himself or herself as a result of disease severity or treat-
ment. Retrospective studies, however, show that ad-
vance directives in intensive care units have only a 
small effect on the management of life-sustaining 
 treatment (2, 3). A retrospective data analysis found 
that although cardiopulmonary resuscitation was per-
formed less frequently in patients who had an advance 
directive at the time of death there was no effect on the 
length of time spent in the ICU or on end-of-life treat-
ment (2).

In intensive care units advance directives for patients 
who are unable to consent are binding for all those 
 involved, provided they are valid. The represen-
tative—or, if the representative is absent or unavail-
able, the treatment team—must therefore first examine 
the directive’s validity (4). ICU doctors complain that 
advance directives are often too generally worded and 
are therefore rarely applicable to an ICU patient’s situ-
ation (5). To investigate this problem, we asked treating 
physicians and relatives of intensive care patients who 
were unable to consent to rate the validity of available 
advance directives.

Methods
Study design and conduct
A mixed-method study was conducted in four intensive 
care units (mixed surgical, cardiological, and 
 neurological) of a university hospital, with a total of 72 
beds, between September 2013 and March 2014. All 
ICU patients were screened on weekdays. Inclusion 
criteria were ICU stay lasting longer than 48 hours, loss 
of ability to consent as assessed by the treating senior 
physician, and availability of an advance directive. 
Senior physicians, residents in training, and next of kin 
were questioned in a structured interview including 
both closed and open questions within 48 hours of the 
patient’s inclusion in the study. All the interviews were 
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conducted by one individual (NL). Answers to open 
questions were recorded and transcribed. Thirty days 
after the patients died or were discharged from the ICU 
we questioned the relatives again, by telephone, in a 
standardized interview. This procedure had been 
 approved by the university hospital’s ethics committee 
(approval no. 3732–03/13).

For the primary question of how often advance di-
rectives were rated as valid, directives had to be rated 
as meeting at least one validity criterion. We also 
 investigated the following points:
● Were there differences between the assessments 

of those involved?
● How were individual validity criteria rated?
● What reasons were given for the assessments?
● Were advance directives rated as helpful?
● Should they be interpreted literally?
● How did relatives rate the implementation of 

 patients’ wishes 30 days later?
The development of the guideline for conducting the 
interviews is described in the eBox. The questionnaires 
are also available as part of the supplementary material 
(eQuestionnaires).

Data evaluation
Advance directives were analyzed with regard to type 
of text (template or free text), type of validity criteria, 
and treatment wished or refused. The patients’ data was 
taken from their electronic patient records. Cross-
 classified tables were drawn up to compare how valid-
ity was rated by doctors and relatives on the one hand, 
and by senior physicians and residents on the other. 

Gwet’s AC1 (6) with linear weighting (7) was calcu-
lated as a measure of agreement. Senior physicians’ 
 assessments were used in comparison of doctors and 
relatives, and missing interviews were replaced by in-
formation on the same patient provided by residents. 
Doctors’ and relatives’ answers on a scale were com-
pared using the Wilcoxon rank-sum test. Comments 
were transcribed and qualitatively evaluated (eBox). 
Relatives’ and doctors’ demographic characteristics 
were described using descriptive statistics, and the 
judgements of resident and senior physicians were 
compared using Fisher’s exact test or the chi-square 
test.

Results
Patients, advance directives, and interview partners
Of 2112 patients treated in the ICU during the study 
period, 134 met the inclusion criteria. For 50 of these, 
advance directives were available and relatives could 
be interviewed (Figure 1). Patients were mostly male 
and a median of 71.5 years old. The most common 
grounds for admission were medical. At the time of 
questioning, approximately two-thirds of the patients 
were receiving mechanical ventilation, 29 (58%) 
through a tube and four (8%) via a tracheostomy. Life-
sustaining measures were limited in 56% of patients 
(Table 1). The ICU mortality rate was 46%. A median 
of three days elapsed between ICU admission and the 
point at which an advance directive documented in the 
patient’s medical records became available. Without 
exception, all advance directives contained a form of 
rejection of life-sustaining measures; 39 (78%) 

FIGURE 1Flow diagram
ICU, Intensive care unit

n = 46  
Interviews with residents 

in training

n = 84 patients were excluded 
because they were unable to 
consent (n = 24), no advance 
directive was found or advance 
directive was wrongly indica-
ted (n = 22), or interviews 
could not be conducted during 
the interview period (n = 38)

n = 2112 
All ICU patients

n = 950 
Duration of stay >48 hours

n = 134 
Advance directive 

 indicated in electronic 
 medical records

n = 19 
Follow-up questionnaires

n = 50 
Included patients

n = 43 
Interviews with senior 

physicians

n = 19 
Interviews with relatives
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 consisted of prewritten sections of text or fields to be 
checked, while the remainder were written indepen-
dently by their authors. However, these often also con-
tained standard wordings. Most advance directives met 
three or four validity criteria; one met as many as eight 
(Table 2).

It proved impossible to contact 28 of the relatives 
within the time window, and three refused to partici-
pate. Interviews were conducted in person with 19 
relatives and by telephone with eight, in line with their 
own wishes. Most relatives were female (84%), 
spouses or life partners (68%), with a median age of 
62 years. Eighteen were authorized to act as proxies to 
arrange medical care. All relatives stated that they were 
very familiar with the patient’s wishes. All the relatives 
were successfully contacted after 30 days. Of those 
questioned, 13 (68%) declared that the patient’s wishes 
had been followed during their ICU treatment. How-
ever, only two advance directives were assessed as 
suited to ICU treatment by relatives and doctors 
(Table 3).

Senior physicians (n = 14) were older (p = 0.036) 
and more experienced with advance directives in their 
daily work (p = 0.003) than residents (n = 25). Only 
two senior physicians and three residents had prepared 
an advance directive or arranged a medical care proxy 
themselves (eTable 1).

Rating of advance directives
The assessments of senior physicians were available for 
43 advance directives, those of residents for 46, and 
those of relatives for 19. The assessments of residents 
and senior physicians could be compared in 39 cases, 
and those of relatives and doctors in 19 cases. Doctors 
declared 17 of 39 advance directives valid when ques-
tioned, but only six were rated as valid by both senior 
physicians and residents (Figure 2). Assessment of 
 advance directive validity by senior physicians and 
residents matched slightly, but insignificantly (AC1 = 
0.24; 95% confidence interval [95% CI]: –0.03 to 0.50; 
p = 0.079). When individual validity criteria were 
rated, doctors showed substantial agreement (AC1 = 
0.7; 95% CI: 0.61 to 0.79; p ≤0.001). Of the 153 valid-
ity criteria, 25 were rated satisfactory, but only five 
were rated so by both groups (Table 4). When the 
 assessments of doctors and relatives were compared, it 
was found that although eight advance directives were 
declared valid only four were declared so by both par-
ties (Figure 2, Table 4). Of a total of 82 individual 
validity criteria, 22 were described as having been met, 
but assessments coincided in only six of these cases 
(Table 4) (AC1 for comparison of doctors and relatives 
found 0.35; 95% CI: –0.01 to 0.71; p = 0.059 and 0.38; 
95% CI: 0.20 to 0.56; p ≤0.001 respectively). This indi-
cated a slight degree of agreement (7).

Doctors explained the reasons for their assessments 
of advance directive validity in 78 of the question-
naires. Of these comments, 60 concerned the patient’s 
state of health or likely prognosis, while 17 concerned 
unclear or excessively general wording in the advance 

directive. Turning to relatives, 13 gave reasons for their 
assessments, five could not state the patient’s wishes in 
their current situation on the basis of the advance direc-
tive, and three were guided by doctors’ opinions 
 (eTable 2).

Handling advance directives, follow-up
The answers of 17 doctor–relative pairs to the question 
of how literally an advance directive should be 

TABLE 1

Overview of patients

IQR: interquartile range; ICU: intensive care unit; SAPS: Simplified Acute Psychology Score;  
DNR/DNI: do not resuscitate/do not intubate

Patients: n (%)

Age: median (IQR)

Male: n (%)

SAPS II score: median (IQR)

Length of stay, days: median (IQR)

Days from ICU admission to actual availability of an advance 
 directive recorded in patient records: median (IQR)

Grounds for admission: n (%)

Medical elective

Medical emergency

Surgical elective

Surgical emergency

ICU treatment at time of survey: n (%)

Analgesics

Nutrition, parenteral or via tube

Antibiotics

Vasopressors

Intubation and ventilation

Ventilation via tracheostomy

Sedation

Renal replacement therapy

Blood products

Extracorporeal circulation

Pacemaker

Treatment restrictions during ICU treatment: n (%)

None

DNR/DNI

Withhold

Withdraw

Following discharge: n (%)

Died in ICU

Rehabilitation facility

Normal ward

Care home

50 (100) 

71.5 (62.5 to 82)

36 (72)

42 (33 to 54.25)

18 (10 to 26) 

 3 (1 to 6) 

5 (10)

29 (58)

9 (18)

7 (14)

47 (94)

42 (84)

40 (80)

29 (58)

29 (58)

4 (8)

23 (46)

13 (26)

10 (20)

5 (10)

3 (6)

23 (46)

14 (28)

2 (4)

11 (22)

23 (46)

10 (20)

16 (32)

1 (2)
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 followed were evaluated. Relatives gave a median 
answer of 5 (interquartile range [IQR]: 3 to 5), and doc-
tors a median answer of 3 (IQR: 1 to 4; p = 0.018). The 
scale ranged from 0 (according to the doctor’s interpre-
tation) to 5 (literally). On the question of how helpful 
the advance directive was for the treatment decisions 
being faced, again 17 doctor–relative pairs provided 
comments, and these were evaluated. This scale ranged 
from 0 (not at all helpful) to 5 (very helpful). Relatives 
gave a median answer of 5 (IQR: 4 to 5), and treating 
physicians 4 (IQR: 2 to 5; p = 0.018). Doctors made 
comments in 82 interviews. Of these, 29 comments 
rated the advance directives as having excessively gen-
eral wording or contradictory wording, 21 rated them 
as a source of additional knowledge concerning the 
 patient, and 13 as a binding guide to treatment. Of the 
13 relatives who stated their reasons, eight saw the 
 advance directive as binding, three as helpful for a dig-
nified death, and three as a means to put the choice of 

treatment in the hands of relatives. Three relatives com-
plained of the difficulty of the decision. Doctors who 
had rated an advance directive as valid or uncertain 
were asked whether they experienced personal conflict 
when implementing the patient’s wishes. This question 
was answered by 22 doctors; 19 answered negatively, 
and three positively. Statements concerning the appli-
cability of patients’ written wishes were made by 23 
doctors and four relatives. Five treating physicians and 
three patient representatives were unsure or considered 
the wishes only partly applicable (eTable 2).

For 38 of the advance directives, doctors gave an 
 assessment of whether it would have been helpful for the 
advance directive to be available when the patient was 
 admitted to the ICU: 64% answered negatively, and 11% 
positively. For the other cases this question was not 
 applicable, as the advance directives had been available.

After 30 days 13 (68%) of relatives said yes when 
asked whether the patient’s wishes had been fully 

TABLE 2

Advance directives

LSM: life-sustaining measures
*1Written consent for organ donation contradicts written rejection of  

life- sustaining measures.
*2This includes wording such as “comparable conditions not specifically 

 mentioned here,” “very severe physical suffering.”

Total, n (%)

Content

Free text

Prewritten (prepared text with options to check)

Organ donors

Organ donation in contradiction of rejection of 
LSM?*1

Medical care proxy

Validity criteria categories

Serious long-term brain damage

Coma with no prospect of regaining 
 consciousness

Lasting loss of vital body functions

Inevitable death

End stage of disease

Dementia, mental confusion

No dignified existence

Other*2

No. of validity criteria

1 to 2

3 to 4

5 to 6 

8

No. of advance directives in which LSM rejected 
in writing

50 (100)

11 (22)

39 (78)

3 (6)

2 (4)

49 (98)

25 (50)

34 (68)

24 (48)

37 (74)

25 (50)

14 (28)

5 (10)

10 (20)

8 (16)

31 (62)

10 (20)

1 (2)

50 (100)

TABLE 3

Relatives

IQR: interquartile range
*This question was added to the interview at a later point in time

Total, n (%)

Age: median (IQR)

Female: n (%)

Relationship to patient: n (%)

Spouse or life partner

Mother or father

Daughter or son

Other

Schooling: n (%)

School not graduated

Regular school

Graduated from grammar school

College/university degree

Medical care proxies

Knowledge of patient’s wishes

“How well do you know the patient’s 
 wishes, for example from conversations 
with him/her, on a scale from 0 (not at all) 
to 5 (very well)?” n = 15*

30-day follow-up

“Were the patient’s wishes followed during treatment in the 
intensive care unit?”

Yes

No

Partly

Unsure

19 (100)

62
(51.5 to 71.5) 

16 (84.2)

13 (68.4)

0 (0)

5 (26.3)

1 (5.3)

1 (5.3)

4 (21.1)

12 (63.2)

2 (10.5)

18 (94.7)

5.0 (5.0 to 5.0)

13 (68.4)

1 (5.3)

4 (21)

1 (5.3)
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patients had an advance directive (10). However, this 
finding was subject to criticism, as relatives’ assess-
ments were given after a delay: a median of approxi-
mately13 months later (11).

Reasons for the low level of agreement between assessments
ICU doctors tend to interpret the spirit of advance 
 directives, whereas relatives understand them literally. 
Doctors often describe the wording used in advance 
 directives as unclear, contradictory, and not applicable to 
the actual medical situation. The written content of 
 advance directives usually consisted of prewritten 
 sections of text that were imprecise or contradictory and 
in critical cases insufficient to determine their validity 
 unambiguously in view of ICU patients’ complex clinical 
conditions and uncertain prognoses. A similar finding was 
reached in a small survey of ICU doctors (5). Advance 
directives tended to serve doctors as a  guideline, and in 
particular they provided additional knowledge concerning 
the patient. For the treatment decisions to be taken, 
 however, they were rated as of little use. It therefore 
comes as no surprise that only a minority of the doctors 
have prepared an advance directive themselves.

On the one hand ICU patients’ relatives have great 
respect for the signed directive and want to implement 
it literally, but on the other hand advance directives fail 
because the ways in which they are worded do not 
help relatives make decisions or provide them with 

 implemented in the ICU. Only one person stated that 
the patient’s wishes had not been followed (Table 3). 
Comments illustrate the following problems on the part 
of relatives (eTable 2):
● Responsibility for life and death (“I’d have to say 

now that [she] should have died.”)
● Unclear wording of advance directive (“what was 

written down wasn’t enough.”)
● Altered normality (“He’s […] changed hugely 

[…] but he’s still alive.”)
● Change in the patient’s perspective (“[…] my 

mother now [says] she’d want to be alive still.”)

Discussion
This study is the first to investigate how relatives and 
treating physicians rated the validity of an available ad-
vance directive in a particular situation. The judge-
ments regarding an advance directive or individual 
validity criteria, both of different groups of doctors and 
of treating physicians and relatives, coincided in only 
half the cases. Previous observational studies have 
shown that an advance directive has only a small effect 
on end-of-life treatment. However, neither doctors’ nor 
relatives’ judgement of advance directives had been 
 investigated (2, 3, 8, 9). In contrast, the authors of a 
large US cohort study concluded that treatment of 
 patients who were unable to consent at the end of life 
was more likely to comply with the patients’ wishes if 

FIGURE 2

Agreement on validity of available patient advance directives
An advance directive could be rated as valid (“Yes”), invalid (“No”), or unsure. This figure compares the evaluations given by residents in 
 training versus senior physicians and of doctors versus relatives. “Both” indicates agreement between evaluations. Specifically, there was 
 only slight, insignificant agreement between residents’ and senior physicians’ evaluations of advance directive validity (AC1 = 0.24; 95% 
confidence interval: –0.03 to 0.50; p = 0.079). There was only fair, insignificant agreement between doctors’ and relatives’ evaluations  
(AC1 = 0.35; 95% confidence interval: –0.01 to 0.71; p = 0.059)

Senior physicians 
versus residents

Doctors versus 
 relatives

Yes Unsure No

Both 
6/17

Residents 
7/17

Senior 
physicians 

4/17

Both 
1/17

Residents 
10/17

Senior 
physicians 

6/17

Both 
10/27

Residents 
5/27

Senior 
physicians 

12/27

Both 
4/8

Relatives 
2/8

Doctors 
2/8

Both 
3/10

Relatives 
6/10

Doctors 
1/10

Both 
3/10

Relatives 
1/10

Doctors 
6/10
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 instructions. Although relatives know patients’ wishes 
precisely from discussion and generally find an advance 
directive helpful, comments show that its applicability 
is often impossible to ascertain with certainty in the 
specific situation faced. Relatives find it very challeng -
ing to bring their own needs into line with the patient’s 
wishes (12). They often suffer considerable psychological 
after-effects for long periods (13).

Senior physicians, who are usually older and tend to 
have more experience with intensive care, rated ad-
vance directives differently from residents undergoing 
specialist training. In an earlier study involving a ques-
tionnaire, which was based on a hypothetical case with 
an available advance directive, doctors and nurses also 
rated applicability differently from each other (14). 
There are many reasons for the differences in assess-
ments, including personality and sex. A lack of training 
in palliative care as part of initial training and continu-
ing medical education was also mentioned. Issues 
 relating to palliative care play too small a role in the 
training provided to students (15). Because such issues 
are becoming increasingly important in an aging so-
ciety, they should also be part of specialist training in 
intensive care medicine (16).

Low levels of conflict
In this study, after 30 days 68% of relatives answered 
that ICU treatment had fully complied with the pa-
tient’s wishes. This suggests that a consensus between 
those involved may have developed subsequently. De-
termining and interpreting the patient’s wishes is a joint 
task for treating physicians and patient representatives. 
Conversations with relatives as part of a dialogue-based 
process are particularly helpful in this (17). Trusting 
dialogue can also provide emotional support for the 
relatives (17). Relatives’ retrospective satisfaction is 
therefore probably also affected by the quality of such 
conversations. Physicians expressed few potential 
 conflicts when individual patient wishes were imple-
mented. Concerns relating to medical law, such as those 
mentioned in earlier surveys (18), were not raised. This 
may be taken as a sign that advance directives have be-
come part of daily practice in ICUs since those earlier 
surveys were conducted.

Appropriate advance directives for ICUs
Although the actual situation cannot usually be 
 predicted precisely, the findings of this study suggest it 
would be desirable for individuals to prepare advance 
directives that are assessed in the same way by all those 
involved in the event of ICU treatment and are directly 
applicable. Advance care planning (ACP) may be suit-
able for developing informed preferences for specific 
scenarios, discussing them with relatives, and docu-
menting them. However, this requires qualified and, 
where appropriate, longer-term consultation 
 discussions (19). An ACP program has already been 
successfully implemented in German nursing homes 
for the elderly (20). French intensive care doctors 
 presented films showing scenarios they had faced in the 
ICU to individuals aged over 80 years and then asked 
them what their wishes were. Up to two-thirds of the 
participants refused mechanical ventilation or renal 
 replacement therapy following a complication during 
intensive care (21). The majority of intensive care doc-
tors who were asked about these scenarios tailored their 
treatment recommendations to the participants’ wishes 
(22).

TABLE 4

Comparison of assessments of individual advance 
 directives and the validity criteria they meet

The assessments of residents and senior physicians concerning the validity of 
advance directives matched slightly but insignificantly (A: AC1 = 0.24; 95% con-
fidence interval [CI]: –0.03 to 0.50; p = 0.079). In contrast, there was substantial 
agreement regarding individual validity criteria (B: AC1 = 0.70; 95% CI: 0.61 to 
0.79; p ≤0.001). There was slight agreement between the assessments of 
doctors and relatives regarding both advance directive validity (C: AC1 = 0.35; 
95% CI: –0.01 to 0.71; p = 0.059) and individual validity criteria (D: AC1 = 0.38; 
95% CI: 0.20 to 0.56; p ≤0.001).
*Senior physicians’ evaluations were used (n = 17). Where these were 
 unavailable, those of residents were used (n = 2).

A Advance directive validity

Residents

Senior 
 physicians

No

Unsure

Yes

Total

B Validity of individual validity criteria

Residents

Senior 
 physicians

No

Unsure

Yes

Total

C Advance directive validity

Relatives

All doctors*

No

Unsure

Yes

Total

D Validity of individual validity criteria

Relatives

All doctors

No

Unsure

Yes

Total

No

 10

  3 

  2 

 15

No

 97 

  9 

  4 

110

No

  3 

  0 

  1 

  4 

No

 29

  0 

  1 

 30

Unsure

 8 

 1 

 2 

11

Unsure

19 

 3 

 2 

24 

Unsure

 5 

 3 

 1 

 9 

Unsure

25

 6 

 1 

32

Yes

 4 

 3 

 6 

13

Yes

11 

 3 

 5 

19 

Yes

 1 

 1 

 4 

 6

Yes

11

 3 

 6 

20

Total

22

 7 

10

39

Total

127

 15 

 11 

153

Total

  9 

  4 

  6 

 19

Total

 65

  9 

  8 

 82
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Study strengths and weaknesses
The extent to which the inquiries made in this study 
can be generalized is limited, as although they were 
conducted in multidisciplinary ICUs they were con-
ducted in only one hospital. The documented opinions 
provide only a snapshot at a single point in time, and 
subsequent changes resulting from clinical alterations 
have not been taken into account. The strengths of the 
study are its use of qualitative and quantitative 
 procedures and the summary of the wording of the 
clauses that were prepared and made available for the 
inquiries.
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KEY MESSAGES

● Relatives and doctors differed in their ratings of half the 
advance directives.

● While patient representatives tend to interpret advance 
directives literally, treating physicians do so more freely.

● In an acute situation, the patient’s wishes often cannot 
be clearly deduced from the written content of an ad-
vance directive.

● In view of the increasing use of intensive care, more 
 appropriate advance directives are needed.
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eBOX

Interview compilation and conduct
● Methods 

The guideline for the structured interview for this study was developed in several stages. In order to 
guarantee that the content of the questions was valid, the drafts were discussed with senior physi -
cians of intensive care units and the chair of the clinical ethics committee of the University Hospital of 
Jena. An initial draft was compiled on the basis of an earlier retrospective study by the authors (2) 
and examination of 10 advanced directives of patients in the ICU. It contained the validity criteria in 
the form of pre-established categories. A preliminary test with ICU doctors based on five specific 
 cases showed that the procedure did not do justice to individual advance directives. 
 The second draft of the guideline was therefore modified so that the participants were presented 
with an exact copy of the validity criteria and the patients’ wishes regarding their treatment. The 
 questions in the guideline were presented orally and audio recordings of the interviews were made. 
The guideline and the procedure were tested again using five specific cases, with ICU doctors and 
 relatives. With the exception of individual questions that were redrafted, no further changes were 
needed. This testing procedure guaranteed the face validity of the questions and that the interview 
was suitable for use.

● Qualitative evaluation of open comments 
The audio recordings of open comments were transcribed and imported into a computer program for 
qualitative data analysis (e1). The categories were established as inductive, structured, qualitative 
content analysis (e2). NL and JH, 10th-semester medical students, developed the categories through 
dialogue and consensus and evaluated the findings.  
 In a second step, CSH examined the categories. These were then jointly reworked until consensus 
was achieved.

eTABLE 1

Doctors

Age >30 

Female

How much experience with advance directives have you had in your day-to-day 
work?

Not much

Some

A lot

Do you have an advance directive yourself?

Yes

Do you have a medical care proxy yourself?

Yes

Residents
n = 25
n (%)

18 (72)

 8 (32)

 8 (32)

10 (40)

 7 (28)

 2 (8)

 2 (8)

Senior 
physicians

n  = 14
n (%)

14 (100)

 2 (14.3)

 1 (7.1)

 1 (7.1)

12 (85.7)

 2 (14.3)

 3 (21.4)

p 

0.036

0.279

0.003

0.609

0.329
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eTABLE 2

A Reasons given for the evaluation of validity

B How helpful is the advance directive?

Total

State of health or likely 
 prognosis

Advance directive unclearly 
worded

Patient’s wishes in the situa -
tion in question cannot be in-
ferred from advance directive

Advance directive valid/invalid

Hope and patience

Inclined towards doctors’ 
 opinion

Total

Advance directive provides 
additional information

Advance directive gives 
 binding instructions

Wording of advance directive 
too general or contradictory

Aids dignified death

Puts decision in the hands of 
relatives

Ambivalent due to difficult 
 decisions

Other

Not applicable

Residents, n

43

30

12

Residents, n

44

17

8

14

2

6

Senior 
 physicians, n

35

30

5

Senior 
 physicians, n

38

4

5

15

4

12

Relatives, n

13

5

4

3

3

Relatives, n

16

8

3

3

3

Examples

“Treatment aim exists”; “Currently comatose but is likely to 
 awaken”; “Has infavorable prognosis”

“What is a decent life?”; “Notarized, legally not bad, medically 
completely unworkable”; “What is severe, long-term damage?”; 
“What does “vitally important” mean?”; “It’s hard to define 
 “incurable” here, too […] You can’t cure a stroke, but that doesn’t 
mean you can’t live with it.”

“I can’t tell you that. My husband’s been asleep since his 
 surgery.”; “I can’t say, this is the first time this has happened to 
us”; “We don’t want to let her starve”

“That definitely doesn’t apply”; “Been caring for him for seven 
 years, wishes stated in advance directive”

“Hope, hope, hope […]”

“The doctors say things are moving in the right direction”

Examples

“This is important for the doctor, to read about the patient’s wishes 
in a situation like this” (RES); “OK, it’s a template. But because 
you see this kind of wording a lot, you know that ultimately he 
 doesn’t want his life prolonged if there’s no more chance of 
 recovery or there’s no more chance of making contact with the 
outside world and actively taking part in life” (SP)

“Because I’m not the only one who has to decide. If the situation 
arose, I’d know what he wanted” (REL); “[The advance directive] 
describes exactly the situation he’s in now and he’s said exactly 
what he wants” (SP)

“The wording’s too general. Advance directives don’t usually 
 describe the situations that arise at the end of life” (SP); “Not very 
helpful, some of the wishes expressed contradict each other” 
(RES)

“If there’s no chance any more that they can do anything, that this 
can be turned off” (REL)

“If you’re alone, just like her at the moment, and didn’t have 
something like this, someone from the state would come along” 
(REL)

“Although I know he wouldn’t want to be kept hooked up to 
 machines forever, he’s always said that, it’s still very difficult for 
me now to say it’s what he would have wanted” (REL)

Consensus with physicians required; patients do not understand 
the options they check in advance directives; relatives do not 
 implement advance directive; advance directive is superfluous 
 following surgery
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C Should written patient wishes be implemented?

D Relatives on whether patients’ wishes were followed, 30 days later

RES: resident; SP: senior physician; REL: relative

Total

No

Yes

Sometimes/unsure

Were the patients’ wishes 
followed?

Yes, completely

Yes, completely

Yes, completely

No

Partly

Residents, n

13

6

2

5

Comments

“Very satisfied […] Treatment decisions made well […]”

“Belatedly, but yes. In the end I have to say it was all right. […] because so much has happened in the meantime […] So it was 
implemented correctly, I have to say”

“We do still feel conflicted sometimes […] are we doing it right […]. And if I’d known how much was riding on it, I mean, abso -
lutely everything was affected […] he’s changed hugely. Yes, it’s a turning point […] but he’s still alive. So yes, they were 
 followed”

“Not really…what was written down wasn’t enough. […] because she said yes, if it comes to that, I’d prefer to die […] I could 
have lived with it if I’d said I wanted to assert her wishes like that, I wouldn’t have known anything about the other thing […] but 
you have to say, too, from the form there’s nothing you can criticize them [doctors] for, they have to cover themselves too […] 
so if this is not done she will die, but if it is, she won’t [referring to consent for craniectomy following cerebral hemorrhage]… -
also, my mother now [says] she’d want to be alive still […] [in the past] she’d have rejected that condition […] she can’t do 
 anything for herself anymore”

“In her advance directive she refused life-sustaining measures and certainly didn’t note everything down that specifically […] 
I talked with my mother and she told me she wouldn’t have wanted it the way it turned out […] I’d have to say now that my 
 mother should have died […] in retrospect I’d say they shouldn’t have done the tracheotomy […] definitely if it had all gone the 
way the doctor said, that she’d already got better by that point, then it would definitely have been all right and she would have 
agreed, too. […] it’s been very hard for me too, and I’m not a doctor who has to decide everything. But I must say what nobody 
really knows before, quality of life didn’t come back, like the doctor said. There’s been no improvement so far, my mother’s in 
the care home and she still has the tube in her. It didn’t go the way it should have”

Senior 
 physicians, n

10

2

7

1

Relatives, n

4

2

2

Examples

“Advance directive not applicable”; “Tracheotomy will improve his 
quality of life”

“No doubt”; “My personal opinion, but no consensus with 
 relatives”; “Yes, but no consensus with doctors”

“Symptoms are controlled, for everything else wait until advance 
directive is applicable” (RES); “Advance directive unclear: what is 
life-sustaining?” (RES); “Unclearly worded” (SP); “First consult 
with doctors again—I don’t want to have him deliberately killed, 
either”


