
What do positive and negative experiences of patients,
relatives, general practitioners, medical assistants, and
nurses tell us about barriers and supporting factors in
outpatient palliative care? A critical incident interview
study

Was sagen uns positive und negative Erfahrungen von Patienten,
Angehörigen, Hausärzten, medizinischen Fachangestellten und
Pflegekräften über Barrieren und Förderfaktoren in der ambulanten
Palliativversorgung? Eine Critical Incident Interview Studie

Abstract
Background: The strengthening of the general practitioners’ (GPs’) role
in palliative care (PC) has been identified as a top priority in order to
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conducted. The Critical Incident Technique (CIT) was used to explore
factors that influence excellent versus undesirable events in PC provi-
sion. Two researchers independently defined and counted critical inci-
dents (CIs) from interview transcripts, performed a thematic analysis,
and clustered the CIs into dimensions.
Results: In summary, 16 interviews contained 280 CIs, divided into
130 positive and 150 negative CIs. The thematic analysis resulted in
seven content domains, with each including positive and negative CIs,
respectively: 1) way of care provision, 2) availability of care providers,
structures, medication, and aids, 3) general formal conditions of care
provision, 4) bureaucracy, 5) working practices in health care teams,
6) quality and outcome of care provision, and 7) communication.
Conclusions: The results raise awareness for the aspects that lead to
successful or undesirable PC experiences, observed from different
perspectives. They open up the potential for primary PC improvement.
Future research will facilitate development and implementation of more
tailored interventions in order to improve generalists’ PC.

Keywords: health care research, palliative care, Critical Incident
Technique, primary palliative care

Zusammenfassung
Einleitung: Um die Palliativversorgung in Deutschland zu verbessern,
wurde die Stärkung der Rolle von Allgemeinmedizinern in der Palliativ-
versorgung als höchste Priorität eingestuft. Das Ziel dieser Studie ist
das Erforschen positiver und negativer Erfahrungen mit Palliativversor-
gung in Deutschland aus der Perspektive von Patienten, Angehörigen
und medizinischen Fachkräften in der Grundversorgung.
Methoden: Von März 2017 bis August 2017 wurden insgesamt 16 In-
terviews mit Patienten, Angehörigen, Allgemeinmedizinern, medizini-
schen Fachangestellten und Pflegekräften geführt. Dabei wurde die
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Critical Incident Technik benutzt, um Faktoren zu finden, die positive
oder unerwünschte Ereignisse in der Palliativversorgung beeinflussen.
Zwei Forscher haben unabhängig voneinander Critical Incidents (CIs)
in Interviewprotokollen definiert und gezählt, eine thematische Analyse
durchgeführt und die CIs in Dimensionen gruppiert.
Ergebnisse: Zusammengefasst enthielten 16 Interviews 130 positive
und 150 negative CIs. Das Ergebnis der thematischen Analyse waren
sieben Inhaltsdomänen, die jeweils positive und negative CIs beinhalten:
1) die spezifische Art der Versorgung, 2) Verfügbarkeit von Diensten,
Strukturen, Medikamenten und Hilfsmitteln, 3) formale Rahmenbedin-
gungen der Gesundheitsversorgung, 4) Bürokratie, 5) Arbeitsweisen in
Teams der Gesundheitsversorgung, 6) Qualität der Arbeit und Ergebnisse
der Versorgung, und 7) Kommunikation.
Schlussfolgerung: Die Ergebnisse sensibilisieren für die Aspekte, die
zu erfolgreichen oder unerwünschten Erfahrungen mit Palliativversor-
gung führen, beobachtet aus verschiedenen Perspektiven. Sie erschlie-
ßen das Potenzial für eine Verbesserung der palliativen Versorgung.
Zukünftige Forschung wird die Entwicklung und Implementierung spe-
zifischer Interventionen vorantreiben, damit die von Generalisten aus-
geübte Palliativversorgung verbessert werden kann.

Schlüsselwörter: Gesundheitsforschung, Palliativversorgung, Critical
Incident Technik, allgemeine Palliativversorgung, Hausarztmedizin

Background
There is a large national and international consensus
about generalist palliative care (PC) being delivered by
general practitioners (GPs). They play a vital role in caring
and supporting severely ill and dying patients. This is irre-
spective of oncologic and non-oncologic diseases – espe-
cially focusing on continuity of care [1], [2], [3]. GPs
provide services in different settings such as private
homes, nursing homes and hospices [4], [5]. By the cur-
rent state of scientific knowledge, about 20% of all pa-
tients with oncologic diseases and 5% of patients with
non-oncologic diseases present a need for specialized
PC. In conclusion, the majority of terminally ill patients,
even with end-stage diseases, are finding suitable and
sufficient support in generalist PC by GPs [6].
Scientific and political initiatives have focused on gener-
alist PC [7], [8]. The empowerment of GPs in PC, as well
as ensuring a tight cooperation with PC specialists, have
been identified to be a top priority for the further develop-
ment of PC in Germany. The high relevance of PC for GPs
has been embedded in German law since 2015 (statute
for reinforcement of hospice and palliative care) [9].
Despite this fact, up to now a transparent, concise
definition of the term “generalist PC” and a comprehen-
sive description of the factors influencing GPs’ provision
of care are missing. For the following, the authors define
generalist PC by GPs as PC approach to ensure a smooth
transition between curative and palliative treatment of
critically ill and dying patients in order to reduce suffering,
to relieve pain and to ensure quality of life. The physical,
psychological, social and spiritual needs of patients and
their relatives are to be met, and personal, cultural
and – where applicable – religious values and convictions
are to be treated with sensitivity. Generalist PC is a basic

care approach which can be supplied by GPs without
specific training in PC, in contrast to specialized PC.
Internationally, in the context of generalist PC research
and its practicability, the challenges for GPs in their daily
work have been carefully worded. In a systematic review,
Mitchell et al. found that patients appreciate if the GP is
accessible, takes time to listen, allows patients and carers
to express their feelings, and manages symptom relief.
On the other hand, GPs express doubt about their com-
petence to perform PC adequately [10]. Based on the
work of other peers [8], [9], four main factors that influ-
ence the willingness to deliver PC and the quality of GPs’
PC provision have been identified. In conclusion:

1. The proposition of generalist PC varies and is severely
dependent on the allocation of care, i.e. there might
only be a few GPs in wide-spread rural areas with
consequential lack of patients’ provision.

2. An existing lack of knowledge and skills in PC regard-
ing GPs is to be considered [11]. Taking part in further
PC training represents an additional hurdle and time
conflict.

3. There are also challenges in providing continued care
for PC patients. For instance, GPs are only marginally
involved in patient care if their patients are simulta-
neously treated by PC specialists.

4. Additionally, a certain “diffusion of responsibility” can
occur between GPs and PC specialists, creating con-
flicting views of doctors’ roles and responsibilities for
treating severely ill and dying patients [12], [13].

Consequently, it is not known how GPs face these chal-
lenges of PC provision in their daily routine, and which
fostering and inhibiting factors can be found for generalist
PC. To analyze fostering and inhibiting factors in more
detail, different perspectives on the lived reality of
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providing and receiving generalist PC can be of great
value.

Study context and aim

The Federal Ministry of Education and Research in Ger-
many (BMBF) promotes within a plan of action a 5-year
project of a junior research group for generalist PC in the
setting of a GP surgery (ALLPRAX, Grant No. 01GY1610).
The project has started in November 2016. The overriding
aim of this project is to improve the circumstances for
the implementation of PC provision via GPs. Minor targets
are:

1. the exploration and systemic analysis of inhibiting
and fostering factors for GPs’ PC provision in four sub-
projects (three qualitative, one quantitative) that will
lead to one data synthesis,

2. the development of a tailored package of interventions
as well as a strategic plan to integrate new processes
in daily practice, and

3. the implementation of the newly developed processes
and evaluation of their practical use in PC and their
impact on patient care. The study protocol is pub-
lished elsewhere [14].

The article at hand provides results from target 1. The
principle research items read as follows: What do pa-
tients’, relatives’, GPs’ andmedical professionals’ positive
and negative experiences tell us about barriers and facil-
itators to primary PC provision in daily practice? What
impact do these barriers and facilitators have on all indi-
viduals concerned, and what are the implications on the
outcomes of PC delivery?

Methods

Study design and study population

In the period between March and August 2017, all n=4
patients, n=4 relatives, n=4 GPs, n=2medical assistants,
and n=2 nurses (summarized here as n=4 medical pro-
fessionals) were invited to a guided interview following
the Critical Incident Technique (CIT). The selection of
participants followed the predefined targeted sample size
and target groups described in the grant application. The
method of CIT was chosen to collect practice-oriented
positive and negative lived experiences of generalist PC.
In further steps, the CIT results will be summarized with
results of two more qualitative sub-projects from study
target 1 in a Grounded Theory analysis to gain a profound
understanding of barriers and facilitators in PC [14].
Within the predefined number of 16 CIT interviews, the
authors considered heterogeneous sampling criteria of
all four target groups such as gender, age, rural and
urban location, type of general practice (single practice
or joint practice), health care experiences of GPs, medical
assistants, and nurses for the theoretical sampling of
participants. A theoretical sampling by re-defining appro-

priate sampling criteria during data collection and analysis
for the identification of further participants was used in
all three qualitative sub-projects from target 1.
Cooperating general practices and the PC unit of Hanno-
ver Medical School in Germany were informed about the
study andmade aware of the sampling criteria for patients
and relatives. They supported the identification and invi-
tation of potential participants by screening those of their
patients and relatives who were currently undergoing
treatment. In case the candidates matched the criteria,
researchers from the study team contacted the individuals
and applied for an interview. GPs, medical assistants and
other professionals known from prior project cooperation
as well as previously unknown potential participants were
identified via theoretical sampling.
All interviews except for one done over the telephone
were conducted face-to-face. An interview guide was
specifically developed for this project (Table 1). The inter-
views were simultaneously recorded on audio tape and
transcribed verbatim, using a professional service. Addi-
tionally, a questionnaire assessing socio-demographic
data was completed by all but one interview partner. The
interviews took place in the respective workplace of the
service provider, on the PC unit or in patients’ and rela-
tives’ homes.
All participants were informed verbally and in writing
about the content and purpose of the project. Every par-
ticipant attended voluntarily, was unpaid, and signed an
informed consent form.

Data collection

The CIT [15], [16] was used to elicit participants’ descrip-
tions and reflections about positive and negative ex-
amples of their experience with PC provision. The narra-
tive examples were therefore intended to focus on:

1. the description of specific health care events (situ-
ation),

2. the observable behavior and actions of all concerned
(behavior),

3. the context of the experienced events (context),
4. the consequences of the observed actions (outcome)

[17].

To gain insights into these four aspects of an incident,
predetermined questions were put forward in the inter-
view guide. Interviewers used additional questions from
a set of optional, predefined questions to encourage
participants to elaborate on the experiences they have
made when receiving or providing PC. The CIT was ex-
pected to uncover numerous critical incidents within one
participant’s narrative.
The CIT is especially known to be helpful in assisting re-
search participants to describe and reflect on specific
incidents, and finding solutions for practical problems by
an exact reflection of observed behavior [18], [19]. The
rationale for choosing the CIT was the flexibility of the
method and its ability to capture individual relevant health
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Table 1: Exemplary interview guide for patients

Table 2: Structure of four superior content dimensions and inferior thematic categories of CIs

care factors from practice-based experiences that lead
to excellent, undesirable or adverse PC provision.

Data analysis

The analysis of synthesized data of the first phase of our
study including three different qualitative sub-projects
reached data saturation. Examples from the CIT analysis
shown here do not aim at data saturation.
Quantitative demographic data and qualitative text ma-
terial of the verbatim interview transcripts were under-
stood as data basis for analysis. The demographic data
was analyzed by means of descriptive statistics and fre-
quency analysis with the statistical software IBM SPSS
Statistics 24. The qualitative data analysis was supported
by the software MAXQDA [20].

To answer the main research question, interview tran-
scripts were screened for relevant text passages about
the so-called ‘critical incident’ (CI). Within data analysis,
a CI was defined and extracted from the interview text, if
one of the following occurred:

1. reporting a lived experience in detail, including context
information and related factors leading up to the ex-
perience and consequences from this CI;

2. reporting an experience from primary PC in an outpa-
tient setting.

SSt extracted, defined, and counted CIs. After that, a
thematic analysis of these extracted CIs was conducted
independently by two researchers (SSt, HE). Both re-
searchers allocated CIs to superior thematic groups
(Table 2) by asking: What is the actual incident here? In
case of incongruence, the researchers discussed their
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Table 3: Absolute number of CIs in each participant group allocated to major and exemplary minor thematic categories

allocation of CIs until they agreed on the thematic map-
ping of all extracted CIs. In the course of data analysis,
CIs reporting similar contents were summarized in minor

thematic categories such as ‘palliative care knowledge’
and finally abstracted to seven broader dimensions such
as ‘Quality and outcome of care provision’ (Table 3).
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Results

Study population

15 out of 16 participants filled out a questionnaire on
their socio-demographic data (Table 4). Interview partners
could participate without necessarily answering this
questionnaire. One participant refused to fill out the
questionnaire without giving reasons. Three of the GPs
worked in separate joint practices, one GP worked solely
in a single practice. Two GP practices treated between
1,000 and 1,500 patients per quarter, while the other
practices treated more than 1,500 patients per quarter.
In two cases, we included a partner-relative relationship;
one patient was single, living alone. One female relative
was interviewed after the death of her husband. At the
time of the interview, the other three relatives contained
within the group were still in active contact with the PC
patient.

Critical incidents in palliative care
provision

Within the 16 collected interviews of four patients (P),
relatives (R), GPs, and medical professionals (MP) (two
GPs’ assistants and two professional caregivers), a total
of 130 positive and 150 negative CIs were uncovered
and analyzed in detail (Table 3). Only in the GPs, the
number of positive CIs outweighed the negative ones. In
all other three survey groups, more negative than positive
CIs were reported (patients: 21/30; relatives: 31/44;
GPs: 33/22; medical professionals: 45/54). The number
of CIs reported per participant varied from 4 to 102.
In order to ensure anonymization of the study participants,
the two GPs’ assistants and two professional caregivers
will be named as MP in the following.
After careful thematic analysis, all described CIs were
clustered into seven main content domains with several
sub-domains (Table 3).

General formal conditions of care
provision: financial regulations

OneMP described a negative CI addressing the profound
lack of financing PC in nursing homes, despite the clear
expectation that nursing homes should deliver PC:

• Situation: MPs are extremely committed to palliative
care. In order for people to be cared for properly, a
new framework has to be put in place in nursing
homes as soon as possible to ensure adequate nursing
care. That’s the main point.

• Context: A nursing home is simply the place where
most people die. But in the meantime, the residents
arrive so severely ill at the nursing home – not with
oncological diseases, just comorbid people. And that
is really challenging, caring for these people in the final
stage. To make sure that a comfortable environment

is created, that somebody is at the patient’s bedside,
rather than the nursing staff rushing around the ward
all the time.

• Behavior: Meanwhile the team has been educated
well, so they say, “Okay, go to that room, the patient
is not well at all, sit down there and stay for a while,
[in the meantime] others will undertake your part of
nursing [for the other residents]”.

• Outcome:Basic nursing, for example, happens on top,
so to say. No pennies from the insurance company,
the nursing home can’t account for anything, nothing
at all. They do not get any money, none.
(MP_725a, 122–152)

Quality and outcome of care provision:
palliative care knowledge

For this MP, the negative CI about the lack of financing
coincides with a lack of knowledge among colleagues.
This is because the majority of nurses working in nursing
homes are not specifically educated and trained in PC.
The MP concludes that there is an urgent need for more
knowledge transfer and training for a broader range of
nursing homes’ employees:

• Situation: There are 3 out of 8 colleagues that are
skilled employees in palliative care. The others [5 col-
leagues] just have their normal training [in nursing
care for the elderly]. With the addition of two nursing
assistants, that’s the whole team.

• Context: There is a need for knowledge and that’s not
only the case for the unpaid voluntary workers, but
rather for everyone involved in a nursing home with
integrated palliative care beds. A little education
should be taking place for everybody, starting with the
nursing staff and on to housekeeping, kitchen staff,
and maybe even including the facility manager.

• Behavior: Hence, they simply know, “Okay, I can’t just
gatecrash in the resident’s room and clean in there
quickly, because the resident is in a poor condition”.
Or how else come that the residents start asking me,
“Could you hold my hand for a while?” – “How is it my
turn to hold hands?”

• Outcome: Thus, it would be fine if that were to happen,
but we haven’t got that far yet.
(MP_725a, 132-168)

Communication: patient will and
end-of-life wishes

Societal aspects of PC provision were discussed in the
context of patients and relatives being informed or willing
to be informed about the diagnosis and prognosis and
(not) passing on this information among family members.
In a negative CI, an MP felt PC delivery was hampered by
a lack of openness to information:
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Table 4: Sociodemographic data on study participants

• Situation: Sometimeswe don’t even know if the patient
is informed or not [about the diagnosis], that’s the
worst thing.

• Context: We received phone calls saying, “Yes, yes,
but my dad is not supposed to know about it [meaning
end-of-life stage]”, or nope, the wife doesn’t want her
husband to know, then I say, “Then we actually can’t
care for him”. When we get involved, we do insist that
patients are made aware.

• Behavior: And we deal with that [palliative care] in rare
cases because of the [patients’] huge distress. No one
else can provide it [palliative care without patients
being informed about diagnosis/prognosis], but we
still do it... reluctantly.

• Outcome: And if we were to stay at the residents’
bedside, wewould speak the truth. Anything else would
make no sense. Everybody should question them-
selves,“[Do I want] to be fooled by my wife, husband,
children [...]?”. The end is near, maybe someonewants
to arrange something, perhaps you would like to put
all your thoughts in order. I think youmight be deprived
of your life and the very last part of it, that’s a shame.
(MP_80c3, 161-163)

Availability of care providers, structures,
medication, and aids: access to inpatient
hospice beds

In another negative CI, one MP described how missing
local care resources for a patient and his wife led to a

poor quality of dying and death and a difficult grieving
process.

• Situation: An elderly wife, [with a past medical history
of] three herniated discs and two artificial knees,
turning her obese 88-year-old husband back and forth
in his bed, to the best of her knowledge, suffering from
pain. And when he had passed away, she broke down.

• Context: She had absolutely no time for grieving, fell
into a black hole. When the one person to care for is
gone, how will life go on?

• Behavior: The support is simply missing then. Not ne-
cessarily by us, this [support] can also be given by
other hospice or palliative care services. We live rural,
it is quite difficult out here. There are good GPs and
palliative care specialists, a few at least, but some
patients fall through the cracks miserably.

• Outcome:Of course, an unacceptable end-of-life phase
for the patient and the family is highly burdensome.
They [the family] are shocked and under stress. This
is very, very unsatisfying.
(MP_80c3, 359-361)

Way of care provision: cooperative
between health care providers

Participants of the interviews explicitly recommended PC
when applied in a proactive, coordinated, continuous,
individual, and GP-centered manner.
A patient described the negative experience of the lack
of coordination of care:
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• Situation: I asked the specialist twice to send a fax to
the oncology ward, but it failed twice. I called the on-
cology ward and asked if they had my blood test
results, but on two occasions, they were not there.

• Context:Basically, they [oncology ward] wanted current
blood tests to check if the infusion therapy could be
initiated.

• Behavior: Now I go to my doctor once a week for blood
tests. That works well with my doctor, so logically I go
there to let them do it.

• Outcome: Because it works so seamlessly now, we
have done this for a year now.
(P_a63c, 172-174)

Way of care provision: proactive for
patients

In contrast, a close relative of a terminally ill patient
commended proactive PC delivery by the GP. Proactive
PC was achieved by being informed about the anticipated
disease trajectory and the preparation of the respective
therapeutic measures which resulted in a positive CI:

• Situation: And on Friday, the doctor was here for a talk
and she looked after my dad again.

• Context: I realized then that it was going near the very
end. I askedmy questions, “What do I have to do when
it comes to the very end?”

• Behavior: Then she put everything in place and wrote
it down. And both, the two [GP and assistant] prepared
the medication for every day, so I could decide what
he [patient] needs. Then I administered a drug every
six hours, you can’t do anything wrong like that.

• Outcome:Well, she [21] really took away my fear, and
showed me who I can open up to, where you can get
help or how they [relatives] can cope with it all finally.
(R_37dd, 22-26)

Communication: patient will and
end-of-life wishes

In a positive CI, a professional caregiver explained the
positive consequences of individual, case-based PC deliv-
ery considering especially the patient’s and family’s
wishes for end-of-life care and place of death:

• Situation: There was a patient, [with a past medical
history of] metastasized colon carcinoma. He de-
veloped an ileus, bile stasis, but besides that [he was]
in a rather good physical condition. Because of the
ileus [he was] at risk to die, a lot of complications, he
couldn’t eat and drink, couldn’t stop vomiting, had
paradoxical diarrhoea and insane pain.

• Context: His wife, in her seventies at the time, had
already lost three of her children, but was basically
energetic and didn’t want to give him away from home.

• Behavior: He went to the hospital once, the palliative
care unit, for placing of a duodenal expiry probe.

• Outcome: He could eat and drink again. Of course,
the disease wasn’t cured. He died probably two, three
months after that procedure, but his wishes were
considered until the very end, and most of those ad-
dressing his care were fulfilled.
(GP_6a60, 29-35)

Availability of care providers, structures,
medication, and aids

In a negative CI, the actual availability of a GP as an indi-
cator for the presence of a superior care network was
lacking reliability. This led to negative experiences for
patients and relatives in a home-centered care situation.
A wife described how she was denied help in an emer-
gency, at night time, for her seriously ill husband:

• Situation: The night was so bad for me, being com-
pletely alone.

• Context: I called the nursing care service. I said I need
help, somebody to come along. And then they [one of
the nursing care staff] said, “We can’t do anything to
help now!”

• Behavior: And then I was pissed off, because they say
they do 24/7 care, on call. And then I realized that I
was on my own.

• Outcome: Then I called the emergency number [for a
paramedic], they came, yes, and administered an in-
jection to calm him down.
(R_7e67, 19)

Besides communication, the individual care network that
is developed for patients was highly valued in a positive
CI if congruent with individual patients’ needs. A patient
described how he felt about the preventative setup of a
(senior) medical alert system in his private home:

• Situation: If you are at home and fall, you can get help
by this [lifeline or medical alert system]. But youmight
have to wait quite a while, depending on what the
emergency is.

• Context: I would describe it as a security system and
then you are technically able to communicate with the
people [from themedical alert system]. And if it [being
safe at home] won’t work, they [paramedics via the
medical alert system] come to your home and look
after you.

• Behavior: I let it ring, the people would answer
acoustically, I could tell them what is wrong or if the
emergency call was amistake. And the next step would
be to send someone of their staff over.

• Outcome: But fortunately, nobody of the staff had to
come over to our place.
(P_8af6, 8-34)

On the other hand, if the care infrastructure does not
match the patients’ and relatives’ needs, a PC situation
at home can be experienced as inadequate. A negative
example of missing aids and appliances at home after a
discharge from hospital, described by a patient’s relative,
illustrates this issue:
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• Situation: Patients will be discharged from hospital.
“Sent home for seven days.”

• Context: We have needs for a nursing bed, a hoist,
various aids, but they would have to be at home be-
forehand, before coming home. The application for a
care package was done by a social worker in the hos-
pital. I was forced to pay in advance, not knowing if
my health insurance was going to cover the costs at
all.

• Behavior: I ordered a hoist via eBay then.
• Outcome: Yes, it [the hoist] is at home now. But now

it’s too late anyway. As we finally got the financing
accepted [from the health insurance], we were back
here [in the hospital] again.
(R_86a5, 11-82)

Quality and outcome of care provision:
quality of patient care

A patient receiving PC by a GP illustrates, in a negative CI,
how she experienced time pressure and disregard in a
GP practice and how she and the GP dealt with their
conflict:

• Situation: Then we arrived at her practice and she [the
GP] saw us. She used to say, “I have no time.” And
then, “Yes, come and see me tomorrow at 8 am and
I will make time tomorrow.”

• Context: On the next day, 8 am, I was there, I reques-
ted only a fewminutes [of the doctor’s time]. And then
she looks at the clock, “Oh, you know, I have got pa-
tients waiting for blood samples.” You ask once, you
ask twice, you ask a third time... and you always hear,
“No, I don’t have any time.”

• Behavior: “But today is Wednesday”, I say, “there are
no blood samples today, that happens only on
Mondays”. And I said to her, “You know what, if I am
getting on your nerves, you can be open with me and
tell me that I am stupid.” And then she [the doctor]
got annoyed.

• Outcome: No, I did not end it [doctor-patient-relation-
ship], I returned, but I distanced myself.
(P_e37f, 103-105)

A GP described the immediate symptomatic improvement
of a patient who was holistically cared for by a second PC
specialist and herself, which resulted in a very positive
experience:

• Situation: We took over a patient from a GP.
• Context: And hewas a patient suffering from end-stage

COPD, who additionally had a pulmonary embolism
and in consequence a failure of a large part of his
lung. The whole hallway, the entrance area, was full
of oxygen bottles and the man was lying in a small
room. The man had his oxygen running at 14 litres.

• Behavior: So we came there and slowly got to know
each other. We explained everything during our talk,
for a while, and we touched upon his matters.

• Outcome: The oxygen was lowered to 4 litres. This was
very impressive, that’s when we noticed this had a
psychosocial component.
(GP_0cc8, 7)

Discussion
The majority of international work on PC provision by GPs
considered the perspectives of GPs, but did not integrate
the views from patients, their relatives, and other medical
professionals, who are all part of PC delivery.
What do positive and negative incidents in primary PC
show us, and what can we learn from patients’, relatives’,
GPs’ and medical professionals’ experience in their
primary PC? And, in consequence, what aspects of care
provision lead to successful or undesirable PC?
The current literature states structural determinants of
the health care system, such as lack of knowledge and
PC skills, as hurdles for PC provision [2], which correlated
strongly with our results from the experiences analyzed
in the study at hand. MPs noticed that nursing homes
nowadays have become a place of care and inevitably of
death for many patients. Unfortunately, the lack of
knowledge, education, and PC training represent great
obstacles to high-quality PC provision. The care delivered
in nursing homes is primarily assigned to generalist out-
patient care in Germany, because mainly GPs attend to
patients in nursing homes. For this generalist PC, no
specific training is necessary, in contrast to specialist PC.
The authors conclude that with the increasing profession-
alization of PC as a medical discipline [7], the standards
of care and expectations regarding the quality of care for
the dying and their families have risen [21], and PC pro-
viders are in urgent need of accessible targeted training
to gain this up-to-date PC knowledge. This concern goes
along with a need for adequate financing of PC perfor-
mance for GPs and other care providers who were origi-
nally not trained to provide specialist PC, but to cover
basic PC. The heavy workload and time pressures of GPs,
criticized by a patient in a negative CI, seem to be contras-
ted with the time resources needed for comprehensive
and holistic PC provision as described in a positive CI by
a GP.
The particular manners of service provision, such as co-
ordinated care which leads to positive PC experiences
for many study participants, is also partly acknowledged
in the literature. Mentioned key features of coordination
of care were good communication and trust among col-
leagues in collaborative working models [12], [22], [23],
[24]. In contrast, missing coordination and a resulting
deficit of care for patients were assessed as very negative
by interviewees [21]. In line with our findings, the litera-
ture stresses the significance of identification and inclu-
sion of (over-)burdened relatives and their co-care for the
success of generalist outpatient PC [25].
Particularly significant was the result that GP-centered
care at the end of life was highly desired by all partici-
pating health care providers, patients, and relatives. This
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model has already been established successfully in Eng-
land and the Netherlands, where patients see their GP
as first point of contact for most health concerns. The GP
works as a gatekeeper, before patients are referred to
specialists. International experience also shows that GP-
centered care at the end of life, especially when additional
out-of-hour services are provided, leads to decreased
numbers in hospital and emergency admissions [26],
[27]. An evaluation of weekend face-to-face inpatient
assessments by hospital specialist PC services showed
that visits were mostly valued as highly appropriate and
necessary. Essentially no misuse was detected [28]. Al-
though a GP-centered care system has been tested to
reduce health care costs in Germany, it could not be es-
tablished for the long term [29]. Successful PC was exper-
ienced when the GP had a clear responsibility and was
the first contact for patients and relatives. Separation of
responsibility was identified as a significant barrier to
successful continuity of care in the international literature
[30], [31].
Study participants highlighted the need for a framework
of care that is well adapted for patients and their relatives.
These time-consuming demands are often experienced
to be in conflict with the high GP caseload, and this results
in competing priorities [12], [32], [33]. Requirements
such as an out-of-hours availability for patients and rela-
tives can be incompatible with other demands for a GP
in everyday practice [34]. Other negative PC experiences,
such as a lack of regional or local care infrastructure, are
hard to address, although teamwork and cooperation
with other PC service providers could unburden the capa-
city of GPs.

Strength and weakness of the study

The study was, as predefined and accepted from the
study application, limited to a rather small number of
participants. Additionally, only 4 participants for each
perspective were chosen, so that data saturation within
this one sub-project was not reached. However, almost
each participant reported numerous CIs. In addition, one
CI often contained numerous detailed CIs, so that the
actual number of analyzed CIs was much higher than the
number of interviews. This was a valuable lesson. We
identified key issues from multiple perspectives without
aiming at data saturation within the assessed CIs. The
strength of the study lies in highlighting the salience of
certain factors contributing to PC delivery experienced as
highly positive or negative from four different perspec-
tives.
CIT as a method was perceived well by GPs and medical
professionals. The use of CIT with patients and relatives
was partly hampered due to i) a strict separation of pos-
itive and negative experiences, and ii) reporting events
solely taking place in primary PC that could not always
be achieved. In addition, a single assessed CI interview
did not focus on the addressed key setting of the study,
the outpatient care setting, but on experiences from an
inpatient PC unit. It was not included in the analysis. The

fact that only GPs reported more positive CIs than nega-
tive ones could be due to the fact that GPs evaluate their
own work here.
During the interview analysis, certain contents could not
be clearly placed into the four aspects of situation, be-
havior, context, and outcome.While applying our method,
it became apparent that certain contents of a reported
CI could be allocated into more than one of the afore-
mentioned categories.
The authors are aware of these limitations. Nevertheless,
the results allow valuable insights into factors determining
the delivery of primary PC in everyday routines of GPs.
Integrating this CIT sub-project into the broader concept
of the multi-stage mixed-methods study ALLPRAX should
compensate for these limitations.

Conclusions
The results of this analysis raise awareness for aspects
that lead to successful or undesirable PC experiences in
practice, seen from different perspectives. They open up
potential for improvements in primary care to support the
care of those in their last phase of life. From the CIs, it
appears to be central to target the improvement of pro-
fessionals’ PC education and knowledge, feasibility of
out-of-hours service, better coordination of care at the
interface with other care providers, and measures to
better deal with high workload and time pressure.

Abbreviations
• BMBF: German Federal Ministry of Education and Re-
search

• CI(s): critical incident(s)
• CIT: Critical Incident Technique
• GP: general practitioner
• MP: medical professional
• P: patient
• PC: palliative care
• R: relative

Notes

Authors’ contributions

SSt analyzed the data and wrote the draft manuscript.
HE contributed substantially to conception and design of
the draft and to the editing of the manuscript. OK was
involved in the translation of results and language editing.
NSch enhanced the quality of the manuscript by revising
it critically for important intellectual content, based on
his longstanding expertise in the social sciences, public
health research, and primary palliative care.
All authors have given their approval to the final version
of the manuscript.

10/12GMS German Medical Science 2020, Vol. 18, ISSN 1612-3174

Stiel et al.: What do positive and negative experiences of patients, ...



Ethical approval

The study was approved by the ethics committee of
Hannover Medical School (No. 7260, February 14, 2017)
before the project started.

Informed consent

We confirm that informed consent has been obtained
from all participants for the publication of individual pa-
tient data.

Availability of data and materials

The datasets used and/or analyzed during the current
study are available from the corresponding author on
reasonable request.

Trial registration

The parent project ALLPRAX is registered in the German
Clinical Trials Register (Registration No. DRKS00011821;
December 04, 2017) and the German Register of Health
Care Research (Registration No. VfD_ALLPRAX_16_
003817; March 30, 2017).

Competing interests

The authors declare that they have no competing in-
terests.

Funding

This study is funded as a junior research group by the
German Ministry of Education and Research within the
program for enhancing infrastructures in health services
research (Grant No. 01GY1610). The funding body does
not have any influence on the design of the study, the
collection, analysis, and interpretation of data, or in writ-
ing the manuscript.

Translation

Interviews were conducted in German and translated into
English by the authors.

Acknowledgments

We sincerely thank all participating patients, relatives,
medical assistants, nurses, and GPs for supporting this
project. We would also like to thank Axel Poniwerski for
his valuable assistance with English editing of the manu-
script. The financing of ALLPRAX (BMBF FK 01GY1610)
by the Federal Ministry of Education and Research is
greatly acknowledged.

References
1. De Lima L, Bennett MI, Murray SA, Hudson P, Doyle D, Bruera E,

Granda-Cameron C, Strasser F, Downing J, Wenk R. International
Association for Hospice and Palliative Care (IAHPC) List of
Essential Practices in Palliative Care. J Pain Palliat Care
Pharmacother. 2012 Jun;26(2):118-22. DOI:
10.3109/15360288.2012.680010

2. Mitchell GK, Reymond EJ, McGrath BP. Palliative care: promoting
general practice participation.Med J Aust. 2004Mar;180(5):207-
8. DOI: 10.5694/j.1326-5377.2004.tb05885.x

3. Thomas K. The Gold Standards Framework is pivotal to palliative
care. Guidelines in Practice. 2006;9(6):29-39.

4. Theile G, Kruschinski C, Buck M, Müller CA, Hummers-Pradier E.
Home visits – central to primary care, tradition or an obligation?
A qualitative study. BMC Fam Pract. 2011 Apr;12:24. DOI:
10.1186/1471-2296-12-24

5. Wingenfeld K. Stationäre pflegerische Versorgung alter
Menschen. In: Kuhlmey A, Schaeffer D, editors. Alter, Gesundheit
und Krankheit. Bern: Huber; 2008. p. 370-81.

6. Radbruch L, Payne S. White paper on standards and norms for
hospice and palliative care in Europe: part 1. Eur J Palliat Care.
2009;16(6):278-89.

7. Afshar K, Geiger K, Müller-Mundt G, Bleidorn J, Schneider N.
Hausärztliche Palliativversorgung bei nichtonkologischen
Patienten: Eine Übersichtsarbeit [Generalist palliative care for
non-cancer patients: A review article]. Schmerz. 2015
Dec;29(6):604-15. DOI: 10.1007/s00482-015-0054-9

8. Murray SA, Firth A, Schneider N, Van den Eynden B, Gomez-
Batiste X, Brogaard T, Villanueva T, Abela J, Eychmuller S, Mitchell
G, Downing J, Sallnow L, van Rijswijk E, Barnard A, Lynch M,
Fogen F, Moine S. Promoting palliative care in the community:
production of the primary palliative care toolkit by the European
Association of Palliative Care Taskforce in primary palliative care.
Palliat Med. 2015 Feb;29(2):101-11. DOI:
10.1177/0269216314545006

9. Gesetz zur Verbesserung der Hospiz- und Palliativversorgung in
Deutschland (Hospiz- und Palliativgesetz – HPG) vom 1.
Dezember 2015. Bundesgesetzblatt. 2015;48:2114-9.

10. Mitchell GK. How well do general practitioners deliver palliative
care? A systematic review. Palliat Med. 2002 Nov;16(6):457-64.
DOI: 10.1191/0269216302pm573oa

11. Groot MM, Vernooij-Dassen MJ, Crul BJ, Grol RP. General
practitioners (GPs) and palliative care: perceived tasks and
barriers in daily practice. Palliat Med. 2005 Mar;19(2):111-8.
DOI: 10.1191/0269216305pm937oa

12. Gott M, Seymour J, Ingleton C, Gardiner C, Bellamy G. ‘That’s
part of everybody’s job’: the perspectives of health care staff in
England and New Zealand on themeaning and remit of palliative
care. Palliat Med. 2012 Apr;26(3):232-41. DOI:
10.1177/0269216311408993

13. Groot MM, Vernooij-Dassen MJ, Verhagen SC, Crul BJ, Grol RP.
Obstacles to the delivery of primary palliative care as perceived
by GPs. Palliat Med. 2007 Dec;21(8):697-703. DOI:
10.1177/0269216307083384

14. Ewertowski H, Tetzlaff F, Stiel S, Schneider N, Jünger S. Primary
palliative Care in General Practice – study protocol of a three-
stage mixed-methods organizational health services research
study. BMC Palliat Care. 2018 Jan;17(1):21. DOI:
10.1186/s12904-018-0276-6

15. Kemppainen JK. The critical incident technique and nursing care
quality research. J Adv Nurs. 2000 Nov;32(5):1264-71. DOI:
10.1046/j.1365-2648.2000.01597.x

11/12GMS German Medical Science 2020, Vol. 18, ISSN 1612-3174

Stiel et al.: What do positive and negative experiences of patients, ...



16. Mallak LA, Lyth DM, Olson SD, Ulshafer SM, Sardone FJ.
Diagnosing culture in health-care organizations using critical
incidents. Int J Health Care Qual Assur. 2003;16(4):180-90. DOI:
10.1108/09526860310479668

17. Keatinge D. Versatility and flexibility: attributes of the Critical
Incident Technique in nursing research. Nurs Health Sci. 2002
Mar-Jun;4(1-2):33-9. DOI: 10.1046/j.1442-2018.2002.00099.x

18. Flanagan JC. The critical incident technique. Psychol Bull. 1954
Jul;51(4):327-58. DOI: 10.1037/h0061470

19. Bradbury-Jones C, Breckenridge JP, Devaney J, Kroll T, Lazenbatt
A, Taylor J. Disabled women’s experiences of accessing and
utilising maternity services when they are affected by domestic
abuse: a critical incident technique study. BMC Pregnancy
Childbirth. 2015 Aug;15:181. DOI: 10.1186/s12884-015-0616-
y

20. MAXQDA. Software für qualitative Datenanalyse. Berlin: VERBI
Software Consult Sozialforschung GmbH; 1989–2020.

21. Quill TE, Abernethy AP. Generalist plus specialist palliative care
– creating a more sustainable model. N Engl J Med. 2013
Mar;368(13):1173-5. DOI: 10.1056/NEJMp1215620

22. Gardiner C, Gott M, Ingleton C. Factors supporting good
partnership working between generalist and specialist palliative
care services: a systematic review. Br J Gen Pract. 2012
May;62(598):e353-62. DOI: 10.3399/bjgp12X641474

23. Casey M. Partnership – success factors of interorganizational
relationships. J Nurs Manag. 2008 Jan;16(1):72-83. DOI:
10.1111/j.1365-2934.2007.00771.x

24. Aldrich R. Trust Is Key to Collaboration in Managed Care Health
Service Delivery Networks. Public Adm Rev. 2014;74:599-600.
DOI: 10.1111/puar.12232

25. Hermann K, Bölter R, Engeser P, Szecsenyi J, Peters-Klimm F.
Verbesserung der häuslichen Versorgung von Palliativpatienten
durch Unterstützung pflegender Angehöriger: Übersicht über das
PalliPA-Projekt. Z Palliativmed. 2014;15:V137. DOI: 10.1055/s-
0034-1374200

26. Doré M, Willis D. Community palliative medicine out-of-hours
needs and the 7-day week: a service evaluation. BMJ Support
Palliat Care. 2018 Nov 12. DOI: 10.1136/bmjspcare-2018-
001592

27. Posocco A, Scapinello MP, De Ronch I, Castrogiovanni F, Lollo
G, Sergi G, Tomaselli I, Tonon L, Solmi M, Pescador D, Battistuz
E, Traversa S, Zambianco V, Veronese N. Role of out of hours
primary care service in limiting inappropriate access to
emergency department. Intern EmergMed. 2018 Jun;13(4):549-
55. DOI: 10.1007/s11739-017-1679-8

28. Birks T, Krikos D, McGowan C, Stone P. Is there a need for
weekend face-to-face inpatient assessments by hospital
specialist palliative care services? Evaluation of an out-of-hours
service. Palliat Med. 2011 Apr;25(3):278-83. DOI:
10.1177/0269216310397568

29. Schneider N, Mitchell GK, Murray SA. Palliative care in urgent
need of recognition and development in general practice: the
example of Germany. BMC Fam Pract. 2010 Sep;11:66. DOI:
10.1186/1471-2296-11-66

30. Victorian Government Department of Health. Strengthening
palliative care: Policy and strategic directions 2011–2015. 2011
[last accessed 2020 May 5]. Available from:
https://www2.health.vic.gov.au/Api/downloadmedia/{326C6B5F-
99A3-41D1-AEAC-8C771137C0AE}

31. Gallagher N, MacFarlane A, Murphy AW, Freeman GK, Glynn LG,
Bradley CP. Service users’ and caregivers’ perspectives on
continuity of care in out-of-hours primary care. Qual Health Res.
2013 Mar;23(3):407-21. DOI: 10.1177/1049732312470521

32. Burt J, Shipman C, Addington-Hall J, White P. Nursing the dying
within a generalist caseload: a focus group study of district
nurses. Int J Nurs Stud. 2008 Oct;45(10):1470-8. DOI:
10.1016/j.ijnurstu.2008.01.003

33. Oishi A, Murtagh FE. The challenges of uncertainty and
interprofessional collaboration in palliative care for non-cancer
patients in the community: a systematic review of views from
patients, carers and health-care professionals. Palliat Med. 2014
Oct;28(9):1081-98. DOI: 10.1177/0269216314531999

34. Irish Hospice Foundation; Irish College of General Practitioners;
Health Service Executive. Primary Palliative Care in Ireland:
Identifying improvements in primary care to support the care of
those in their last year of life. 2011 [last accessed 2020 May
5]. Available from: https://hospicefoundation.ie/wp-
content/uploads/2012/05/Primary-Palliative-Care-in-Ireland.pdf

Corresponding author:
Prof. Dr. Stephanie Stiel
Institute for General Practice, Hannover Medical School,
Carl-Neuberg-Straße 1, 30625 Hannover, Germany,
Phone: +49 511 532-4548, Fax: +49 511 532-4176
stiel.stephanie@mh-hannover.de

Please cite as
Stiel S, Ewertowski H, Krause O, Schneider N. What do positive and
negative experiences of patients, relatives, general practitioners,
medical assistants, and nurses tell us about barriers and supporting
factors in outpatient palliative care? A critical incident interview
study. GMS Ger Med Sci. 2020;18:Doc08.
DOI: 10.3205/000284, URN: urn:nbn:de:0183-0002847

This article is freely available from
https://www.egms.de/en/journals/gms/2020-18/000284.shtml

Received: 2019-09-20
Revised: 2020-05-06
Published: 2020-09-18

Copyright
©2020 Stiel et al. This is an Open Access article distributed under the
terms of the Creative Commons Attribution 4.0 License. See license
information at http://creativecommons.org/licenses/by/4.0/.

12/12GMS German Medical Science 2020, Vol. 18, ISSN 1612-3174

Stiel et al.: What do positive and negative experiences of patients, ...

https://www2.health.vic.gov.au/Api/downloadmedia/{326C6B5F-99A3-41D1-AEAC-8C771137C0AE}

