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Abstract

Objective: General practitioners (GPs) play a key role in the provision
of general outpatient palliative care (AAPV) for the majority of patients
at the end of life. The aim of this study was to evaluate the quality of
End-of-Life Care (EoLC) from a GPs’ perspective using the German ver-
sion of the General Practice End of Life Care Index (GP-EoLC-I).
Methods: Between autumn 2018 and spring 2019, all registered and
eligible GPs in two counties in Lower Saxony (n=190) were asked to
participate in a survey on EoLC using the German version of the self-
assessment questionnaire GP-EoLC-l. The index comprises two sub-
scales: clinical care (13 items) and practice organisation (12 items).
The summated index of both subscales measures the quality of EoLC
by GPs (25 items; range 14-40). The questionnaire was supplemented
by questions on sociodemographic data, indicators for good palliative
care (PC) and requirements to improve PC. Quantitative data were
analysed by descriptive statistics and free text answers by conventional
content analysis according to Hsieh and Shannon.

Results: 52 GPs (females: n=16) of 34 practices (single practices: n=26)
participated in the study. The mean GP-EoLC-l was 27.5 (SD 4.5). The
items revealed potential for improvement: systematic identification of
patients with potential PC needs, multidisciplinary case conferences to
discuss PC patients, application of care protocols and symptom assess-
ment tools, documentation of patients’ wishes and beliefs as well as
inclusion of family and carers. Regarding the indicators for good PC,
the most relevant indicators from the GPs’ perspective were collabora-
tion and coordination, integration of relatives, advance care planning
and documentation. As requirements to improve PC, GPs highlighted
further training and the use of standardised tools such as instruments
to support the systematic identification of PC patients.

Conclusions: To our knowledge for the first time in Germany, an inter-
nationally tested self-assessment questionnaire measuring the quality
of EoLC by GPs was applied. The GP-EoLC-l in this study was slightly
lower than the index of GPs in the United Kingdom. Including relatives
and family carers, implementing tools to support early identification of
PC patients and strengthening cooperation between GPs and other
stakeholders in PC may be promising approaches to improve general
PC and EoLC in Germany.
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Zusammenfassung

Ziel: Hausarzt*innen (HA) spielen eine Schliisselrolle in der allgemeinen
ambulanten Palliativversorgung (AAPV). Ziel dieser Studie war es, die
Qualitat der Versorgung am Lebensende aus Sicht von HA mit Hilfe der
deutschen Version des General Practice End of Life Care Index (GP-
EoLC-l: ,Hausarztliche Palliativversorgung und Begleitung am Lebens-
ende”) zu erfassen.

Methoden: Zwischen Herbst 2018 und Frihjahr 2019 wurden alle in
zwei Landkreisen in Niedersachsen registrierten und geeigneten HA
(n=190) um Teilnahme an einer Selbsteinschatzung zur Versorgung
am Lebensende mit Hilfe des GP-EoLC-I gebeten. Dessen Index umfasst
zwei Subskalen: Klinische Praxis (13 Items) und Praxisorganisation
(12 Items). Der Index wird durch Summation beider Subskalen gebildet
und gilt als Maf3 fir die Qualitat der Versorgung am Lebensende durch
HA (25 Items, Spannweite 14-40). Der Fragebogen wurde durch Fragen
zu soziodemografischen Daten, zu Indikatoren fir eine gute Palliativver-
sorgung (PV) und Voraussetzungen fiir eine Verbesserung der PV erganzt.
Quantitative Daten wurden anhand deskriptiver Statistiken und Frei-
textantworten mittels konventioneller Inhaltsanalyse nach Hsieh und
Shannon ausgewertet.

Ergebnisse: 52 HA (weiblich: n=16) aus 34 Praxen (Einzelpraxen: n=26)
nahmen an der Studie teil. Der mittlere GP-EoLC-l lag bei 27,5 (SD 4,5).
Die Items zeigten Verbesserungspotenziale auf: systematische Identifi-
kation von Patient*innen mit potentiellem palliativem Bedarf, multidis-
ziplinare Fallbesprechungen zur Diskussion von Patient*innen mit pal-
liativem Bedarf, Anwendung von Handlungsempfehlungen und Erfas-
sungsbogen zur Symptomlast, Dokumentation von Wiinschen und Vor-
stellungen der Patient*innen sowie die Integration von Angehdrigen.
BezUglich der Indikatoren fur eine gute PV waren die Zusammenarbeit
und Abstimmung, die Integration von Angehorigen sowie frihzeitige
Versorgungsplanung und Dokumentation aus Sicht der HA besonders
relevant. Als Voraussetzungen flir eine Verbesserung der PV betonten
die HA eine weitergehende Ausbildung und den Gebrauch von standar-
disierten Tools wie beispielsweise Instrumenten zur systematischen
Identifikation von Palliativpatient*innen.

Schlussfolgerungen: Unseres Wissens nach kam erstmalig in Deutsch-
land ein international erprobter Fragebogen zur Selbsteinschatzung der
Qualitat der hausarztlichen Versorgung am Lebensende zum Einsatz.
Der GP-EoLC-I war in dieser Studie etwas geringer als der Index der HA
im Vereinigten Konigreich. Die Einbindung von Angehorigen, die Imple-
mentierung von Instrumenten zur fruhzeitigen ldentifikation von Pati-
ent*innen mit potenziellem palliativem Bedarf und die Starkung der
Zusammenarbeit zwischen HA und anderen an der PV beteiligten Ak-
teur*innen kénnten vielversprechende Ansatze fur eine Verbesserung
der allgemeinen ambulanten PV und der Versorgung am Lebensende
in Deutschland sein.

Schliisselwoérter: hauséarztliche Versorgung, Primarversorgung,
Palliativversorgung, Gesundheitssystemforschung, Qualitat der
Versorgung
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Introduction

According to the World Health Organization, palliative
care (PC) can be defined as “an approach that improves
the quality of life of patients and their families facing the
problems associated with life-threatening illness, through
the prevention and relief of suffering by means of early
identification and impeccable assessment and treatment
of pain and other problems, physical, psychosocial and
spiritual” [1]. The majority of people at the end of life can
be treated within general palliative care (PC), while ap-
proximately 10-15% are in need of specialist PC [2], [3].
In Germany, general outpatient PC is most frequently
provided by general practitioners (GPs) for patients with
low or medium symptom intensity, while specialist outpa-
tient palliative care (SAPV) is typically provided by inter-
disciplinary specialist palliative care teams for patients
with particularly complex symptoms [4], [5], [6]. While
specialist PC has developed substantially in the past
decades in Germany, there are still no clear standards
for the provision of general PC, especially for patients
with non-malignant life-limiting chronic diseases such as
chronic heart failure or chronic obstructive pulmonary
disease [7], [8], [9]. Mitchell et al. described four main
topics that are relevant for the provision of End-of-Life
Care (EoLC) by GPs:

1. continuity of care including time, staff and workload
issues;

2. patient and family factors with challenges containing
early identification of PC needs, the possibility for care
planning discussions and support for families;

3. medical management with symptom control issues
and access to specialist services; and

4. expertise and training including development in
knowledge, skills and attitudes concerning EoLC [10].

Major challenges identified by healthcare providers in
general practice relate especially to three dimensions:
knowledge, professional attitude and skills [11], [12].
Furthermore, a need for collaborative care with an inclu-
sion of existing structures in general practices has been
shown [11]. Consequently, assessments need to address
educational and organisational elements, such as com-
munication and collaboration with patients, caregivers
and other stakeholders in PC.

It is well known that GPs play a key role in general PC
[13]. The majority of GPs consider themselves to be es-
sential actors in EoLC [10], [14]. The advantages of EoLC
provided by GPs are amongst others defined by their good
accessibility and by their significant role in home-based
PC [15], [16].

Literature shows developments in measuring quality of
PC by quantitative quality indicators, but further modifi-
cation of these indicators is required [17]. In contrast to
the United Kingdom (UK), existing data concerning the
quality of EoLC provided by GPs in Germany is insufficient
[18]. To date, no tool has been systematically applied in
Germany to evaluate EoLC by GPs. The General Practice
End of Life Care Index (GP-EoLC-l) is a standardised self-

assessment instrument that allows for measuring the
quality of EoLC by GPs [18].

An evaluation of practice organisation and clinical care
in providing PC by GPs in Germany is the prerequisite for
further studies directed towards the improvement of EoLC
in primary care. Thus, the main objective of the present
study was an evaluation of the quality of PC and EoLC in
general practice from the GPs’ perspective. The following
questions were to be answered in particular:

¢ How do GPs evaluate their practice organisation and
clinical practice in providing EoLC?

¢ What are relevant indicators for a good PC in primary
care from the GPs’ point of view?

¢ Which requirements do GPs consider relevant for a
further improvement of PC in Germany?

Methods
Study design

This cross-sectional study is part of the research project
“Optimal care at the end of life” (OPAL) [19], which aims
to improve care at the end of life in a selected region in
Lower Saxony, Germany.

Setting and study population

The target group of this study were all GPs practicing in
two counties of a rural region in Lower Saxony according
to the registry of physicians. GPs that exclusively treated
patients with a private health insurance were excluded.
In October 2018, all eligible GPs in the target region were
informed about the project and invited to take part in two
steps: 1. by letter and 2. via phone. The requests via
phone were maintained until every general practice ac-
cepted or refused their participation. If required, which
was the case several times, additional information on
OPAL was faxed to the general practices. The study ma-
terial was brief, clear and consistent, including an OPAL
logo for recognition purposes. These efforts were supple-
mented by presentations of the study on physicians’
conferences in the targeted region. The recruitment phase
ended in April 2019.

Survey

The two questionnaires assessed in this study are de-
scribed in the following.

GP-EoLC-l

The GP-EoLC-I was developed in the UK by a multidisci-
plinary team at the University of Sheffield as part of a
standardised questionnaire in a national survey to evalu-
ate the implementation of key indicators of PC and EoLC.
The questionnaire was designed in accordance with the
recommendations of the National Institute for Clinical
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Excellence and the Gold Standards Framework (GSF) for
primary care [18].

The GP-EoLC-l allows the evaluation of practice organisa-
tion and clinical care as well as the quality of PCand EoLC
from the GPs’ point of view. The subscales practice
organisation (12 items) and clinical care (13 items) are
summed up to an index score (25 items). It can be con-
sidered as a measure for the quality of PCand EoLC [18].
For the calculation of the GP-EoLC-l, items with a four-
staged scale are dichotomised according to the index
calculation procedure developed for the original version
by Hughes et al. [18]. Consequently, the subscale practice
organisation can reach an index between 1 and 14 while
the index for the subscale clinical care can range
between 13 and 26. The overall GP-EoLC-l varies between
14 and 40. The higher the index, the better the quality
of care by GPs can be considered. The original version of
the GP-EoLC-l indicated a satisfactory level of internal
reliability and internal consistency [18].

The GP-EoLC-l covers the so-called “7 Cs” defined in the
GSF as central levels of action in PC [20]. These are:

communication,
co-ordination,

control of symptoms,
continuity of care,
continued learning,
carer support, and

care in the dying phase.

NourwNE

These aspects are relevant and feasible for general PC
in Germany as well, and are partially equivalent to impor-
tant quality indicators defined and reviewed by Engeser
et al. [21].

The German version of the GP-EoLC-l “Hauséarztliche
Palliativversorgung und Begleitung am Lebensende” was
systematically developed, tested and adjusted for the
German context by the Institute for General Practice at
Hannover Medical School [22] in agreement with the
originators (copyright “University of Sheffield 2010 funded
by Macmillan Cancer Support; all rights reserved). The
German version of the instrument comprises 34 items,
thereof 25 items from the GP-EoLC-l. The nine additional
items contained further questions on the GPs’ personal
background, basic characteristics of the general practices,
and a global question on the overall self-assessed quality
of PC (response scale ranging from 1 “very bad” to 5 “very
good”). Additionally, open-ended questions concerning
relevant criteria for good PC and requirements for an
improvement of PC from the GPs’ point of view were in-
tegrated.

Structural questionnaire

Apart from the GP-EoLC-l, a semi-structured questionnaire
was applied to assess structural characteristics and fur-
ther information on the patients treated in the par-
ticipating general practices. It was completed only once
for each general practice. In group or joint practices, the

practice teams decided who should complete the struc-
tural questionnaire.

Ethics and data security

Written informed consent was obtained from every GP
prior to every assessment. GPs’ data were pseudonymised
with an individual code and registered in a code list. This
code list was stored separately from the data sheets. Only
the study team had access to this data and any other
study material.

Data analysis

The data was analysed using the Statistical Package for
Social Sciences Version 26 (SPSS Inc., Chicago, IL/USA).
Descriptive statistics of quantitative data included the
calculation of median and interquartile range (IQR), mean
and standard deviation (SD), and percentages.
Open-ended questions were analysed by conventional
content analysis as described by Hsieh and Shannon
[23]. The categories developed in this process were re-
viewed by two authors.

Missing items were not replaced. In these cases, a de-
creased sample size was stated for that particular item.
There were no missing data in the 25 items building the
GP-EoLC-l.

Results

Recruitment of the participants

In autumn 2018, 190 GPs from 124 eligible general
practices were contacted (contacts per practice: me-
dian 4; IQR 2-5). A total of 52 GPs from 34 general
practices took part in the study (recruitment rate: 27.4%
of all eligible general practices). Figure 1 outlines the
recruitment of GPs. Data collection was completed in
June 2019.

Description of the study sample

The 34 participating general practices were located in a
rural region in Lower Saxony (Hameln-Pyrmont/Schaum-
burg). The study sample consisted of 36 male (69.2%)
and 16 female (30.8%) GPs aged between 29 and
77 years. The number of GPs in general practices varied
between one (n=20, 58.8%) and eight (n=1, 2.9%). Fur-
ther information about the study sample is shown in
Table 1 and Table 2. Table 3 presents further character-
istics of the 34 general practices, especially on the patient
population treated in these practices.

GP-EoLC-l

In the given sample, the overall GP-EoLC-l showed a me-
dian value of 28.0 (IQR 25.0-31.0; mean 27.5, SD 4.5).
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General practices in two counties
n=141 and n=210 GPs

> (n=8 and n=9 GPs)

(n=9 and n=11 GPs)

Exclusion (n=17 and n=20 GPs)
e Treating only private insured patients

o Other specialty than GP

A\ 4

Total of eligible general practices
n=124 and n=190 GPs

A 4

(n=4 and n=4 GPs)

(n=4 and n=7 GPs)

Exclusion (n=89 and n=136 GPs)

e Declined to participate without mentioning a reason
(n=26 and n=43 GPs)

e Declined to participate due to time restrictions
(n=43 and n=63 GPs)

e Declined to participate due to impending retirement

e Declined to participate due to lack of interest in scientific projects
(n=12 and n=19 GPs)
e Declined to participate due to shortage of staff

A 4

Final inclusion of general practices
n=35 and n=54 GPs

(n=1 and n=1 GP)

(n=0 and n=1 GP)

Drop-outs (n=1 and n=2 GPs)
e Participation withdrawn due to health restrictions of GP

e Participation withdrawn due to time restrictions

A\ 4

Analysed sample of general practices
n=34 and n=52 GPs

Figure 1: Flow chart for the recruitment of GPs and general practices

Table 4 shows the results of the descriptive analysis of
the items for the subscale practice organisation. A median
value of 7.0 (IQR 5.0-8.0; mean 6.8, SD 2.1) was re-
vealed for the whole sample.

Most GPs did not or only sometimes systematically
identify patients with palliative needs in the case file
(69.2%). The presence of a malignant diagnosis (78.8%)
was not the only criterion relevant for the initiation of PC.
GPs stated that they also took life-limiting non-malignant
diseases (73.1%) and terminal diseases (96.2%) into
account when initiating PC. A minority of GPs discussed
PC patients in formal regular meetings (4 GPs, 7.7%),

occasional meetings (3 GPs, 5.8%) or informal regular
discussions (6 GPs, 11.5%). Most GPs discussed PC pa-
tients in an ad hoc liaison (32 GPs, 61.5%). After all,
26.9% of GPs in this sample did not discuss PC patients
in one of these multidisciplinary forums at all. Most GPs
did not have a system for coordination of PC (65.4%), a
named coordinator for PC (86.5%) or a unified regional
record for PC patients (69.2%). Also, the use of a protocol
for the care of dying cancer patients (67.3%) and of tools
for an assessment of PC needs (88.5%) was mostly
missing. However, the majority of GPs had a system to
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Table 1: Description of the study sample on GP level (n=52)

Variable M IQR
Age (years) 54.0 | 45.3-60.8
Duration of occupation (years) | As a physician (n=52)* 245115.8-31.0
As a GP 16.0| 7.3-23.0

n %

Practice structure Single practice 26 50.0
Group practice 22 42.3

Joint practice 3 5.8

Medical care centre 1 19

Qualification in PC" Basic course 7 16.3
Additional qualification (incl. basic course) 9 17.3

Other qualification (e.g. experience) 8 15.4

Activity in a PC initiative’ Hospice association 6 11.5
(multiple responses possible) Quality circle 6 115
Palliative network 7 13.5

SAPV team 11 21.2

Other initiative 1 1.9

GP=general practitioner, IQR=interquartile range, M=median, PC=palliative care, SAPV=
specialist outpatient palliative care, 'shown is the number of GPs confirming this aspect,

*missing values

Table 2: Description of the study sample on the level of the general practices (n=34)

Variable n %
Care region* Medium-sized city 12 35.3
Small town 11 324
Rural community 11 32.4
Teaching practice Yes 9 26.5
No 25 73.5
24h SAPV team Yes 34| 100.0
No 0 0.0
24h Mobile nursing service Yes 31 91.2
No 3 8.8
Stationary facilities in the area Yes 30 88.2
No 4 11.8

SAPV=specialist outpatient palliative care, *minor differences due to rounding

make anticipatory medication available out-of-hours
(76.9%).

Table 5 shows the results of the items for the subscale
clinical care. The median value of the subscale clinical
care was 21.0 (IQR 19.0-23.0; mean 20.8, SD 3.3). The
majority of the GPs in this sample always or mostly recor-
ded care plans for patients with PC needs (67.3%), en-
couraged patients with PC in preparing for death in a self-
determined manner (69.2%), and assisted them in ad-
dressing unfinished business (75%) as well as in prepar-
ing advance directives (75%). The majority of GPs always
or mostly routinely assessed and discontinued inappro-
priate interventions including medication (92.3%), and
recorded a named family carer for discussion and coordi-
nation of care (82.7%). A slight majority of GPs always or
mostly provided a handover form for out-of-hours care
with information about PC patients (57.7%). Around two-

thirds of GPs (63.4%) was available to PC patients out-of-
hours in the final phase. In contrast, a minority of GPs
provided appropriate written information for family and
carers (21.1%). A slight majority of GPs sometimes or
rarely/never recorded the wishes or spiritual beliefs
concerning the dying process (57.7%), recorded the pre-
ferred place of care at the end of life/place of death
(59.7%) or routinely documented impending death
(59.6%). Having a documentation of the family/carers’
insights into the patients’ condition was confirmed by
25 GPs indicating doing it always or mostly (48.1%).
27 GPs did this sometimes or rarely/never (51.9%).

Self-estimated quality of PC

While seven GPs (13.5%) estimated the quality of their
own PC as very good and 24 GPs (46.2%) as good,
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Table 3: Characteristics of the patient population in the general practices (n=34)

Variable M IQR
Number of patients in quarter 03/2018 1288.0| 1100.0-1802.5
with chronic progressive non-malignant diseases (n=33)* | 400.0 70.5-643.5
with malignant diseases (n=33)* 50.0 14.5-100.0
Number of patients with PC" in quarter 03/2018 5.0 3.0-12.0
with AAPV 20 0.0-7.5
with SAPV 20 1.0-3.3
with BQKPMV 0.0 0.0-0.0
Number of deceased patients in quarter 03/2018 55 2.8-11.0
with malignant disease in % (n=31)* 50.0 33.0-66.0
with other severe iliness in % (n=31)* 50.0 30.0-60.0

AAPV=general outpatient palliative care, BQAKPMV=particular qualified and coordi-
nated palliative care, IQR=interquartile range, M=median, SAPV=specialist outpatient
palliative care, 'defined as patients with billing codes for general or specialist PC,

*missing values

Table 4: Subscale practice organisation

Items Response [n (%)]
Systematic identification in case file

Never 24 (46.1)

Sometimes 12 (23.1)

Mostly 9(17.3)

Always 7 (13.5)

Yes [n (%)] | No [n (%)]

Inclusion criteria for PC register

Cancer diagnosis 41 (78.8) 11 (21.2)

Life-limiting non-malignant disease 38 (73.1) 14 (26.9)

Terminal disease 50 (96.2) 2 (3.8)

Increasing need for nursing and help in everyday life 11(21.2) 41 (78.8)

None of these 1 (1.9 51 (98.1)
Multidisciplinary forum for discussing PC patients

Formal regular meeting 4 (71.7) 48 (92.3)

Formal occasional meeting 3 (6.8) 49 (94.2)

Informal regular discussions 6 (11.5) 46 (88.5)

Ad hoc liaison 32 (61.5) 20 (38.5)

None of these 14 (26.9) 38 (73.1)
System for coordination of PC 18 (34.6) 34 (65.4)
Named coordinator for PC 7 (13.5) 45 (86.5)
Unified regional record for PC patients 16 (30.8) 36 (69.2)
System to ensure 24h availability of anticipatory medication | 40 (76.9) 12 (23.1)
Use of a protocol for the care of dying cancer patients 17 (32.7) 35 (67.3)
Use of a symptom assessment tool for PC patients 6 (11.5) 46 (88.5)

PC=palliative care

17 (32.7%) considered the quality of PC as satisfactory.
Four GPs did not evaluate themselves.

Indicators for a good PC

A total of 46 GPs stated at least one indicator for a good
PC. Especially time-related factors such as the accessibil-
ity and availability of GPs and other institutions in PC (e.g.

SAPV teams, nursing staff and hospice staff) were con-
sidered as relevant factors. GPs rated advance care
planning and an early identification of PC needs as im-
portant but also time-consuming in daily practice routine.
The early planning and the recognition of a need for action
was also a timely matter reported by the GPs (indicator
“planning and documentation”). Furthermore, GPs high-
lighted the relevance of good collaboration and coordina-
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Table 5: Subscale clinical care

Items Response [n (%)]

Always Mostly | Sometimes | Rarely/Never
Record of care plans for PPC 18 (34.6) |17 (32.7) 7 (13.5) 10 (19.2)
Encourage PPC in preparing for death in an active manner | 13 (25.0) |23 (44.3) 10 (19.2) 6 (11.5)
Assist PPC in addressing unfinished business 8 (15.4) | 31 (59.6) 7 (13.5) 6 (11.5)
Assist PPC in preparing advance directives 19 (36.5) |20 (38.5) 10 (19.2) 3 (6.8)
Record of PPC wishes or spiritual beliefs concerning the 8 (15.4) |14 (26.9) 13 (25.0) 17 (32.7)
dying process
Record of preferred place of care at the end of life/place 9 (17.3) |12 (23.1) 11 (21.1) 20 (38.5)
of death
Routinely assess and discontinue inappropriate 30 (57.7) |18 (34.6) 1 (1.9 3 (56.8)
interventions (incl. medication)
Record of a named family carer for discussion and 27 (51.9) |16 (30.8) 4 (7.7) 5 (9.6)
coordination of care
Appropriate written information for family and carers 5 (9.6) | 6(11.5 12 (23.1) 29 (55.8)
Documentation of the family/carers’ insights into the 5 (9.6) |20 (38.5) 13 (25.0) 14 (26.9)
patients’ condition
Dispatch of a handover form with information about PPC 12 (23.1) |18 (34.6) 14 (26.9) 8 (15.4)
for out-of-hours care
Availability to PPC out of hours in terminal stages of 18 (34.6) |15 (28.8) 12 (23.1) 7 (13.5)
illness
Routine documentation of impending death 8 (15.4) |13 (25.0) 13 (25.0) 18 (34.6)

PPC=patients with palliative care

Table 6: Categories and examples for indicators of good PC

Indicators (mentioned n times)

Examples

Collaboration and coordination (n=17)

“Following suggestions and therapy recommendations of
other palliative care institutions”

Integration of relatives on all levels of care (n=14)

“Consideration of needs and possible options of relatives”

Planning and documentation (n=13)

“Recognise the need for action”

Accessibility and availability (n=13)

“24-hours availability”

Symptom control (n=12)

“To fall asleep without pain and suffering”

Feedback about level of satisfaction (n=11)

“Positive feedback by patients and relatives”

Time and resources (n=9)

“In times of physicians shortage, care on a satisfactory level is
not feasible”

Humanity and empathy (n=7)

“Empathy without unlimited sacrifice”

Qualification (n=7)

“Number of physicians with additional qualification in palliative
care and number of specialised nursing staff’

Communication (n=6)

“Trusting, open and authentic communication”

Avoidance of hospitalisation (n=6)

“Rare/no hospitalisation and use of emergency services in the

last phase of life”

Respecting the patients’ will (n=4)

“Top priority is the dying persons’ will”

tion for adequate PC. This included collaboration between
the different PC institutions and other professionals as
well as the integration of the patient and his or her rela-
tives/carers. Humanity and empathy in patient-doctor
communication were assessed to be exceedingly relevant.
GPs also emphasised the relevance of symptom control,
avoidance of hospitalisation and further training. After
all, positive feedback from patients, their relatives/carers
and other health care professionals were named as
meaningful indicators for good PC. Categories including

their quantity and exemplary quotations are listed in
Table 6.

Requirements for improvement of PC

In total, 41 of the 52 GPs who participated in the survey
named at least one requirement for the improvement of
PC. Financial incentives and educational factors as well
as personnel- and time-related resources were considered
to play a highly important role. GPs also highlighted the
relevance of standardised concepts, such as a con-
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Table 7: Categories and examples for requirements of an improvement of PC

Requirements (mentioned n times) Examples

Advanced education (n=19)

“Training of all actors involved in PC”

Cooperation (n=15)

“Regular talks between patients, relatives and PC staff’

Standardised concepts (n=11)

“Consequent use of standardised documentation and scores”

Change in awareness and enlightenment
(n=11)

“I wish for a change in awareness as a transition from over-supplied
curative treatments to more PC”

Financial incentives (n=7)

“Salary of PC by GPs unattached to SAPV prescription”

Timing (n=7)

“Think of it early”

Personnel resources (n=6)

“SAPV with sufficient human resources and time for care and attention”

Institutional extension (n=5)

“Availability of nearby hospice care”

No improvement necessary (n=3)

“Currently sufficient”

GP=general practitioner, PC=palliative care, SAPV=specialist outpatient palliative care

sequent and standardised documentation. After all, GPs
deemed a change in awareness in society and within
health care professionals necessary for an improvement
of PC. Table 7 shows categories, their quantity, and ex-
amples for the mentioned requirements.

Discussion

This study aimed to evaluate the quality of PC and EoLC
in general practice in a rural region in Lower Saxony from
a GPs’ perspective using the German version of the self-
assessment questionnaire GP-EoLC-.

The challenges based on the results of the GP-EoLC-l, the
mentioned indicators for a good PC and requirements for
an improvement of PC match most dimensions covered
by the seven Cs in the GSF [20].

A potential for improvement was revealed within the di-
mensions communication and continued learning (e.g.
lack of multidisciplinary practice forums and systematic
identification of patients with PC needs). Additionally, co-
ordination (e.g. lack of an assigned coordinator, coordi-
nation system and interdisciplinary collaboration and
coordination) and control of symptoms (e.g. missing use
of care protocols and symptom assessment tools, plan-
ning and documentation with standardised tools) showed
potential for improvement. With regard to the subscale
clinical care of the GP-EoLC-l, care in the dying phase
(e.g. documentation of impending death, planning for the
last phase of life) as well as carer support (e.g. appropri-
ate written information for family and carers and integra-
tion of family and carers on all levels of care) revealed
further potential for improvement.

Comparison of the quality of PC and
EoLC

This sample of German GPs showed a lower GP-EoLC-l
with a difference of 3.5 points compared to the UK data
from Hughes et al. (UK: GP-EoLC-l mean 31.0; SD 8.1)
[18]. When comparing these two studies, several differ-
ences of the two health care systems in the UK and in
Germany have to be considered. There is, for example,

no formal gate-keeping for GPs in Germany, and no
standards such as the GSF have been implemented
nationwide.

However, comparing data from Germany with international
data is needed for benchmarking and further develop-
ment of the GP-EoLC-I. The median value assessed in this
study equals 70% of the maximal index. This might be
considered as moderate and matches the GPs’ estimation
of their own usual PC and EoLC, where more than three-
quarters of the GPs rated the overall quality of their PC
and EoLC as satisfactory or good.

Inclusion of family and carers

It is well known that family carers contribute substantially
to the care of patients with terminal illness [24], [25].
Informal provision of care by family and other carers may
be crucial for providing general PC in a domestic environ-
ment in the first place [26]. A complex set of social and
emotional factors is involved in providing care at the end
of life in home caregiving, and there are deficits in the
support and service provision for family carers [27], [28].
In a previous study on GPs’ experiences in EoLC in the
UK, the support of families and carers and specifically
the provision of necessary information about an impend-
ing crisis was highly important [10].

Future approaches should include family and carers on
all levels of care to promote an improvement of PC and
EoLC in general, and to address support for family care-
givers.

Planning and documentation

The provision of PC differs for patients with malignant
and non-malignant diseases; especially for patients with
non-malignant diseases, several barriers for the initiation
and provision of PC were described [7], [29], [30]. Accord-
ing to Murtagh et al., decisions about when PC should be
provided are difficult, particularly for patients with volatile
disease processes such as those with non-malignant
diseases [30]. The initiation of PC was not limited to pa-
tients with cancer diagnoses in this sample, as life-limiting
non-malignant diseases and terminal diseases were
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considered as important criteria as well. However, system-
atic identification of PC patients, as well as the utilisation
of protocols and symptom assessment tools were missing
in PC by GPs according to this study. These aspects might
be promising approaches aiming at an improvement of
PC in future research. Advance care planning and the use
of standardised tools for the identification of patients
with potential PC needs seem to be of high importance,
which is also underlined by several other studies [31],
[32]. Internationally, different tools are used to identify
patients with PC needs, e.g. the Supportive and Palliative
Care Indicators Tool (SPICT™) [33]. SPICT supports the
identification of patients with deteriorating health. It has
been translated and adjusted for the German context
[34]. If systematically implemented, SPICT might be a
practical and helpful tool for GPs in Germany.

Cooperation and coordination

It has already been acknowledged that a formation of
networks and the cooperation between GPs and other
physicians or health professionals play a key role in gen-
eral PC in Germany and internationally [26], [35]. A close
collaboration and cooperation between GPs, SAPV teams
and services, as well as community nursing services was
the highest-ranked action to improve PC in Germany,
which is why a strengthening of cooperation should be
of high priority [36]. A good cooperation can positively
influence patients’ outcomes, i.e. avoiding unplanned
hospitalisation and futile treatment at the end of life [35].
However, determining the appropriate time to initiate PC
remains a challenge for many physicians [37], [38]. Espe-
cially patients with non-malignant diseases often receive
PC at late stages in their disease trajectory [7], [39]. Being
aware of potential PC situations is a crucial step for the
identification of patients who might benefit from PC and
for the initiation of concrete PC actions [35], [40]. These
aspects emphasise the importance of multidisciplinary
forums and/or case conferences for the discussion of
patients with PC needs, which seem to be missing accord-
ing to the majority of GPs in our study.

Future interventional studies should aim at an improve-
ment of cooperation and coordination between GPs and
other health care professionals or institutions in PC, which
may start with a development of a system for coordination
of PCin general practices and with regular multidisciplin-
ary practice forums and/or case conferences.

Strengths and limitations

A strength of this study is the sample size of 52 GPs in
34 general practices, which is a satisfactory sample be-
cause of the regional approach. Great efforts were made
for recruitment, when all registered GPs in the targeted
region were contacted numerous times until a positive
or negative reply was obtained. Therefore, a relative high
recruitment rate compared to other questionnaire studies
among GPs was achieved with 27.4% of general practices
in the targeted region [41]. However, our results cannot

be generalised blindly. Our sample size results in small
subgroups (Table 1 and Table 2). Thus, subgroup analyses
were not reasonable.

Additionally, the German version of the GP-EoLC-l was
used with a regional approach for the first time. It can be
considered as useful and expedient for an evaluation of
PC and EoLC by GPs and should be taken into considera-
tion for utilisation in future research.

However, limitations are the possible self-selection and
recall bias. Participants may be more likely to have an
interest in the topic of the project and their insights may
differ from those who refused to participate [42]. Accord-
ing to the Medical Association of Lower Saxony, 12.6%
of registered GPs have an additional qualification in PC
in Lower Saxony. Nine GPs (17.3%) in this sample had
an additional qualification in PC, which reveals a slightly
higher education in PC in this sample. Furthermore, a
potential selection bias has to be taken into account, as
our sample comprises a high number of GPs working in
teaching practices of the Institute for General Practice
(Table 2). Due to selection bias and the regional ap-
proach, the results of this study cannot be generalised
unreservedly.

After all, data about quality of PC by GPs was self-repor-
ted, which is why it has to be interpreted with caution.
However, Hughes et al. found accordance between the
results of the questionnaire and external data [18].

Conclusion

To our knowledge for the first time, an internationally
tested self-assessment questionnaire was used to
measure the quality of PC and EoLC provided by GPs in
Germany. The survey results indicate potentials for im-
provement in primary care for patients with PC needs.
There is a particular need for targeted interventions
aiming at an inclusion of families and carers. Aside from
that, an early initiation of PC and systematic identification
of PC needs by use of standardised tools is clearly re-
quired. Also, future interventions should focus on
strengthening the coordination and cooperation between
GPs and other PC stakeholders.

The results of this paper can be used to compare the
quality of PC by GPs in different regions and as a pre-post
comparison for interventional studies aiming at an im-
provement of general PC in Germany.
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* SPICT: Supportive and Palliative Care Indicators Tool
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