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Abstract

Background: Family caregivers (FCGs) of patients at the end of life (EoL) cared for at home receive support from
professional and non-professional care providers. Healthcare providers in general practice play an important role
as they coordinate care and establish contacts between the parties concerned. To identify potential intervention
targets, this study deals with the challenges healthcare providers in general practice face in EoL care situations
including patients, caregivers and networks.

Methods: Focus group discussions with general practice teams in Germany were conducted to identify barriers
to and enablers of an optimal support for family caregivers. Focus group discussions were analysed using content
analysis.

Results: Nineteen providers from 11 general practices took part in 4 focus group discussions. Participants identified
challenges in communication with patients, caregivers and within the professional network. Communication with
patients and caregivers focused on non-verbal messages, communicating at an appropriate time and perceiving
patient and caregiver as a unit of care. Practice teams perceive themselves as an important part of the healthcare
network, but also report difficulties in communication and cooperation with other healthcare providers.

Conclusion: Healthcare providers in general practice identified relational challenges in daily primary palliative care
with potential implications for EoL care. Communication and collaboration with patients, caregivers and among
healthcare providers give opportunities for improving palliative care with a focus on the patient-caregiver dyad. It
is insufficient to demand a (professional) support network; existing structures need to be recognized and included
into the care.
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Background
Most patients at the end of life (EoL) are at home and
receive out-patient care in Germany. They face the chal-
lenge to organise their lives and optimize their quality of
life [1]. Decisions on the place of EoL care are influ-
enced by available social support networks (involving lay
carers such as family members, friends, and neighbours),
preferences of patients, and supply of professional
healthcare providers [2]. Patients, whose families are in-
volved in their care as family caregivers and whose fam-
ilies are able to cope with the palliative care situation,
are less likely to receive hospital care at the EoL [3] and
more likely to die at home [4]. Admission to hospitals
during the last days of life [5, 6] are often due to family
caregivers feeling overburdened and without adequate
professional support [7].
Lay carers are mostly family caregivers, friends and

neighbours. Spouses comprise the largest part of those
who support and care (28%), followed by daughters
(26%) and parents (14%) [8]. These caregivers often de-
vote a large part of their time (on average 37 h per week)
to the care of a single patient [8] which leads to social
isolation and higher perceived caregiver burden [9].
Caregivers are also prone to physical impairments, i.e.
sleep deprivation and weight loss [9]. Caregiving is not
only physically demanding, lay carers often develop psy-
chological symptoms, i.e. depression and anxiety [9, 10],
they experience stress due to caregiving [11] and may
need support themselves. A higher caregiver burden is
associated with lower education and living together with
the care recipient [9]. Lay carers may receive support
from other lay carers as well as professional healthcare
providers. Coordination of care across all care givers is
regarded a high priority by patients [12].
In Germany, palliative care has been developed as part

of the hospice movement, which cumulated in the founda-
tion of the first palliative care unit in 1983 [13]. For outpa-
tients with life-limiting advanced diseases and complex
care needs, a national bill on specialized ambulatory pal-
liative care (SAPV, §37b social security statutes book V)
was introduced in 2007. Approximately 10% of outpa-
tients were estimated to be in need of SAPV [14]. For pal-
liative outpatients without complex care needs, general
practitioners (GPs) are traditionally in the best position to
provide palliative care, including EOL care. A specific
qualification program for GPs in palliative care or struc-
tured palliative care, comparable to the Gold Standards
Framework in the United Kingdom [15], does not exist
nationwide. There are local initiatives available, i.e. a
palliative care initiative in northern Baden (PAMINO
[16]). They also provide a platform for networking among
general practices.
Networks can be used to share experiences with col-

leagues, since in Germany, general practices are mainly

single-handed with few staff (medical assistants) [17].
Medical assistants take over administrative tasks from
physicians and are also increasingly involved in patient
care, i.e. disease and care management and home visits
[17]. The practice teams should not only take care of the
medical problems of patients, but also give social and
logistic support. With patients at the EoL, healthcare
providers in general practice are confronted with a com-
plex situation involving both patients and caregivers as
well as other healthcare providers. This study aims to
close the knowledge gap about the challenges healthcare
providers in general practice recognize which are posed
by patients, lay carers, and professional carers in the care
situation at the EoL of a patient and how the providers
deal with those challenges.

Methods
The study was part of the PalliPA project (Verbesserung
der häuslichen Versorgung von Palliativpatienten durch
Unterstützung pflegender Angehöriger – Improvement
of palliative care at home by supporting family care-
givers) and focused on one aspect of EoL care important
throughout the care process: the role of general practice
teams in supporting family caregivers of patients at the
EoL [18]. The project was framed as an exploratory trial
for a subsequent implementation study. Before an inter-
vention was developed, implemented and evaluated, a
concurrent observation of the care problem was neces-
sary. A qualitative approach with focus group discus-
sions was used to gather a wide range of ideas and
opinions regarding challenges in EoL care situations
from healthcare providers in general practice. Interviews
allow participants to discuss a given topic from their
personal point of view, whereas in focus group discus-
sions participants can discuss among themselves which
can result in an additional source of information [19].
The focus group discussions in this study were struc-
tured with a questioning guideline covering aspects of
good palliative care, identification and support of lay
carers (Table 1). The questioning guideline was pilot
tested with 2 palliative care physicians before conducting
the formal focus group discussions.
To take part in the focus group discussions, healthcare

providers in general practice with a special interest in
palliative care were approached. This was based on the
premise that those practice team members would be
more highly motivated to identify and develop a gold
standard for palliative care in German general practice
than a representative sample. This approach follows pur-
poseful sampling with the aim of a homogeneous sample
[20]. The approached recruitment sample consisted of
healthcare providers in general practice from the federal
state of Baden-Wuerttemberg. It was intended that par-
ticipants were currently taking care of palliative patients.
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Contact information for potential participants was
sourced from the publicly available register of the Associ-
ation of Statutory Health Insurance Physicians (Kassenärz-
tliche Vereinigung) Baden-Wuerttemberg. All general
practitioners with an additional qualification in palliative
medicine were identified and invited to participate in the
study. Invitations were mailed to 258 general practices
with 275 general practitioners.
Four 90-min focus group discussions were part of 2 re-

cruitment meetings where the study was introduced and
some background information on lay carers provided (i.e.
facts on how many people take care of a family member
underlining the importance of the topic). For the purpose
of getting a multi-faceted picture, focus group discussions
were mixed (general practitioners (GPs) and medical assis-
tants), but GP and assistants from one practice did not at-
tend the same focus group discussion. The focus group
discussions were moderated by one of 3 members of the
research team, who all had extensive experience in con-
ducting focus group discussions and had also been in-
volved in developing the questioning guideline (2 medical
doctors (PE, FPK) experienced in qualitative research, 1
social scientist (KK)); the moderating medical doctors
were also working as GPs and had an additional qualifica-
tion in palliative medicine. The focus group discussions
took place in the Department of General Practice and
Health Services Research; GPs interested in the study but
not able to attend the focus group discussions were asked
to take part in a telephone interview covering the same as-
pects as the focus group discussions. Before conducting

focus group discussions and interviews, all participants
provided written informed consent to participating in,
audio-recording and analysis of the focus group
discussions.
The structured focus group discussions and interviews

were audio-recorded and transcribed verbatim. Tran-
scripts were analysed with content analysis [21] using
ATLAS.ti. Two researchers (RAB, KK) reviewed and
coded the transcripts independently. First, codes were
derived deductively on the basis of the questioning
guideline (Table 1); additional topics were derived
inductively from the transcripts. During the iterative
coding process, the codes were regularly compared,
discussed and adapted for further use in the analysis. Fi-
nally, consensus was reached with a third researcher
(FPK). The whole research team discussed and inter-
preted the results. While the analysis was performed on
the original German data, quotes are translated into
English for reporting in this paper.

Results
Thirty-five practices responded to the invitation (14%),
of which 22 declined participation. The most common
reason given for not taking part was lack of time. Four
focus group discussions were conducted with 19 partici-
pants from 11 practices (12 GPs, 7 medical assistants),
two additional telephone interviews with GPs who were
not able to participate in the focus group discussions.
Participant characteristics are given in Table 2. Data sat-
uration was reached after 3 focus group discussions; no
new topics emerged in the last focus group discussion
and in the telephone interviews.
In the perspective of the participants from general

practices, 3 main categories with 8 subcategories
emerged: challenges with the patients, challenges with
the caregivers, and challenges within the professional
network. An overview is given in Fig. 1.

Challenges with patients
The majority of the participants faced challenges in deal-
ing with patients, especially when they encountered re-
sistance or reactions they did not anticipate: (1) they
needed to recognize and accept non-verbal forms of the
patient’s volition, (2) they needed to communicate ac-
cording to the situation, and (3) they needed to realize
their own attitudes regarding an “appropriate” death.
(1) Healthcare providers recognized patients who were

not able to communicate verbally as a group where pal-
liative care has to be accomplished in the best interest of
the patient. Participants particularly stressed the point of
interpreting patient’s behaviour:

With dementia patients […] if someone does not eat or
drink anymore, that’s also a form of volition. Then I

Table 1 Questioning guideline (main questions for reported analysis)

What motivated you at first to engage in palliative medicine?

What facilitates or hampers successful palliative care from your point of
view?

Thinking of your last palliative care patient:

When did the family caregivers (FCs) get involved?

What was triggering the approach to the FCs?

Who initiates the contact between practice and FCs?

In which situations do you contact FCs directly?

What role does the staff actually play regarding the contact to the
FCs?

How do you know if FCs are burdened?

What do you as a practice team do to support FCs?

What offers of assistance do you give?

How do FCs react to offers of assistance?

Can you remember a situation where FCs were especially reluctant
or demanding? How did you react?

Do you talk about the possibility to admit the patient to a hospital?
In which situations?

What has to change to enable your practice to better support FCs?

What kind of support would you like to have?
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would absolutely refrain from any infusion or PEG
(percutaneous endoscopic gastrostomy tube) or
subcutaneous or else. (GP3).

(2) Most of the practice team members acknowledged
the need to prepare patients for the time to come and to
organize support on time, but they also experienced pa-
tients declining help if they did not perceive it as urgent:

I sometimes notice that if you want to organise things
ahead […] but the patient is reasonably well, they
decline. (GP6).

(3) The majority of participants did not explicitly for-
mulate their attitudes towards an “appropriate” death,
but described how their own opinion influenced care
decisions:

For 2 years, I had an old lady, where I asked the
relatives to get her into a nursing home, since the
couple at home were both heavy alcoholics. And I

thought it would be actually awful for this old lady if
she had to die at home. (GP12).

Challenges with lay carers
In their contact with caregivers, participants reported a
wide range of relations to caregivers: (1) not knowing
the relatives of a patient, not knowing if a patient is also
a caregiver, but also having a long and close relationship
to the caregiver. Healthcare providers were also (2) chal-
lenged by either demanding or refusing family caregivers
and found individual ways to cope in such situations.
(1) In Germany, there is no obligation to register with

a GP (practice). Patients may freely choose their GP. Un-
less GPs document explicitly the social case history or
patients report for themselves, GPs and their practice
teams do not necessarily know if a patient has lay carers
or is a caregiver to a family member themselves. If more
than just one family member are patients in the practice,
the social structures of the patients were better known
to the healthcare providers:

Table 2 Description of participants

Abbreviation Details Professional experiencea

Focus group discussion
1

S1 practice of GP3 additional palliative care certificate since 2 years

S2 practice of GP4

S3 practice of GP4 since 10 years in the practice

GP1 with S5 since 22 years in the practice, qualification in palliative medicine since 1 year

GP2 with S4 since 26 years in the practice, qualification in palliative medicine since 5 years, SAPV

Focus group discussion 2 S4 practice of GP2 since 9 years in the practice, additional palliative care certificate

S5 practice of GP1

GP3 with S1 since 24 years in the practice, qualification in palliative medicine since 1 year

GP4 with S2 and S3 general practitioner since 10 years, since 6 years in the practice

GP5 since 27 years in the practice

Focus group discussion 3 GP6 with S7 since 13 years in the practice, qualification in palliative medicine since 7 years

GP7 with S6 since 12 years in the practice, qualification in palliative medicine since 3 years,
SAPV

GP8 since 1 year in practice after neurosurgery for 14 years and general practice for
4 years

GP9 same practice as
GP11

qualification in palliative medicine since 2 years

Focus group discussion 4 S6 practice of GP7 since 1 year in the practice after completing training in another practice

S7 practice of GP6 since 5 years in the practice after working in hospital

GP10 since 10 years in the practice, qualification in palliative medicine since 5 years,
care of palliative patients for at least 20 years

GP11 same practice as GP9 qualification in palliative medicine since 3 years

GP12 since at least 20 years in the practice, qualification in palliative medicine since 1 year

Telephone interview 1 GP13

Telephone interview 2 GP14 since 3 years in the practice after geriatrics
aas deductible from focus group discussions and interviews, S Staff, GP General practitioner, SAPV Member of a specialized ambulatory palliative care team
(Spezialisierte Ambulante Palliativversorgung)
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We definitely have people, where we don’t know what’s
happening at home. (GP7).

Usually, they are patients we’ve known for years. We’ve
known them since we’ve had the practice. And then we
know the family structure, too. (GP9).

(2) Demands of family caregivers focused either on the
care for the patient or on the caregivers themselves. For
healthcare providers in general practice the request for sup-
port often came too late or was considered inappropriate:

Of course it happens that the relatives come in a state of
absolute exhaustion and then dump everything on the
table and say: Now it doesn’t work anymore. And now
you (the doctor) best do something immediately. (GP4).

Participants also described family caregivers, who were
not responsible enough or taking sufficient action them-
selves from a practice’ point of view:

Caregivers, who expect, that others …, that […]
everything will be done, and who need to be nudged to
become active by themselves. (GP14).

In some cases, demands of caregivers on patients were
also brought up, especially when it came to decisions
about further therapies closer to the EoL:

It goes both ways. There are relatives, who [struggle to
accept the patient does not] want any therapy
anymore, and then try to really convince the patient to
do otherwise. (GP6).

Participants reported that caregivers (and patients) re-
fused support sometimes rigorously, especially if they
had the feeling of being able to cope:

A nursing home was not an option for them both.
They didn’t want to. The doctor advised to go to a
nursing home. No. (S5).

Healthcare providers in general practice tried to give
support at an early stage and to emphasize the care-
giver’s health. They also offered help for care aspects
that were easier to accept for the family caregivers:

If you offer something in this (early) stage, it will be
mostly rejected. [They say:] “No, I don’t need that yet

Fig. 1 Overview of challenges reported by members of general practice teams (GPT)
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or it is okay or I can do it.” […] would be ideal, to get
there at the right time. (GP4).

The participants perceived family caregivers as import-
ant supporters in the care of the patients. As such, they
saw the necessity of treating patients and caregivers as a
unit, with the caregivers’ health influencing the trajec-
tory of the patient’s disease:

I try to address diplomatically that they are the most
important persons and that their health is enormously
important for the patient. Even if the caregiver is not
one of my patients, it is the interest of the patient to
have a healthy caregiver in all respects. Mentally, and
physically. (…) That the quality of the care
deteriorates if the exhaustion gets too much. (GP4).

Challenges within the professional network
To provide high-quality palliative care, healthcare pro-
viders in general practice need to work together with
local professional support. They are involved in a multi-
disciplinary network which facilitates cooperation and
involves nursing services, physiotherapy, spiritual care,
volunteers and others.
At the same time, practice team members are faced

with challenges within the network: (1) structures are
missing, (2) the communication between cooperating
partners does not involve all relevant information, and
(3) partners who should cooperate in patient care are
also competitors on the healthcare market.
(1) Although there is a widespread professional net-

work, not all services are locally available. Especially in-
patient structures are missing in some areas:

We don’t have a hospice, we don’t have a palliative
care unit. (GP12).

(2) Relevant information is not shared between service
providers on the interface of healthcare facilities; it is
not given timely and unstated reasons for omission lead
to unrequested interventions:

This gap between hospital and practice. Discharge on
Friday afternoon, should get antibiotics and analgesics
etc. I see the fax message maybe Saturday morning or
Monday morning. (GP5).

An 88-year-old was discharged. I just had her ad-
mitted for transfusion, because she was anaemic
again and again, and I almost knew there had to
be a malignancy behind that. So I had her specific-
ally admitted only for transfusion, and still they did
a colonoscopy or tried to do it. Stenosing colorectal

carcinoma, and now the clinic offered her an oper-
ation. (GP7).

(3) A big challenge perceived by some practice team
members was the building of a cooperating network
where the potential partners are also competitors for pa-
tient care:

The building of the team was difficult, since the
nursing services are firstly competitors and sometimes
quarrelling among themselves. But since we physicians
took the initiative (…), we brought them all together
using really a lot of diplomacy and tact. And so all of
a sudden, the structure, the nursing services among
themselves, has changed. (GP7).

Discussion
Healthcare providers in general practice are faced with a
multitude of challenges in EoL care in communicating
with patients, lay carers and other professional health-
care providers. From their point of view, practice team
members have to deal with an appropriate communica-
tion with patients, interpreting patients’ non-verbal mes-
sages and reacting accordingly. They need to identify lay
carers and to find ways to deal with inappropriate de-
mands and unnecessary refusals of support. They per-
ceive themselves as an important part of the healthcare
network, but also report difficulties in communication
and cooperation with other healthcare providers.
To recognize the appropriate time to communicate

with patients and to perceive patients’ behaviour as a
non-verbal expression of their wishes are essential com-
munication skills in general practice. In EoL care, not
only communication with patients but also with care-
givers and within the professional network is of para-
mount importance. General practice teams need to be
aware of the high potential of challenging situations as
described in our study.
A systematic review showed that direct support of

caregivers can reduce their psychological distress [22].
The interventions described comprise home visits by
nurses of up to 1.5 h which are not feasible for German
general practices. The topics important for family care-
givers [23], on the other hand, are addressed in general
practice, i.e. caregivers learn about symptom manage-
ment, their health needs are discussed and they receive
support provided by social networks and health services
providers [24]. The results of the present study addition-
ally stress the importance of communication with pa-
tients, caregivers and other health care providers to
bring offers and demands of support together.
Another systematic review [25] summarized facilitators

for a good patient-physician communication: the availability
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of the GP and the initiation of EoL issue discussions. Our
participants additionally stressed the point of finding the
right moment to initiate discussions with patients and care-
givers to lead to effective results. Thus, communicating
with and supporting the patient-caregiver dyad needs to be
individually targeted [26]. Additionally, it underscores the
importance of integrating early palliative care also in the
primary care of diseases other than cancer [27].
Contrary to the situation in several other countries,

such as the UK, general practices in Germany are not
contractually required to identify (family) caregivers
[28]. Still, the challenges for identification are compar-
able: family caregivers perceive themselves as relatives in
the first place before considering themselves as carers
[28]. As our participants reported, family caregivers have
to be made aware of their need for support, even though
they might refuse it. The healthcare providers perceived
patients and caregivers as a unit of care and caregivers
as potential “hidden patients” [29] and tried to support
them to prevent caregiver collapse.
The perception of patients at the EoL and their care-

givers leads to reflections on professional attitude which
emerge not only in communication but also in the expres-
sion of practice team members’ personal values and the
evaluation of cooperation within the professional network.
While working with palliative patients and their family

caregivers, healthcare providers in general practice are
faced with their own assumptions of a “good” death,
which goes further than the biomedical and psychosocial
perspective [30] and might not concur with the views of
patients and caregivers [31]. In our study, this topic was
not explicitly addressed and thus, is not within the scope
of this paper. In addition, to further analyse implicit as-
sumptions of healthcare providers, another methodo-
logical approach would be needed.
The communication and cooperation with other health-

care providers needs to be optimized. The statements of
the participants demonstrate that the communication has
to be improved in both ways: from the practice to other
service providers as well as from other service providers
to the practice. All partners have to clarify their role and
their expectations. This might also strengthen the com-
munication with caregivers, who reported both unmet
psychosocial needs and poor coordination of health-care
services in a systematic review [32].
The results of our study show challenges of German

healthcare providers in general practice, which were
considered challenges in other European countries as
well. In the UK, the Gold Standards Framework [33] ad-
dresses those topics and gives practice teams a guideline
to deal with i.e. communication, coordination, and carer
support. The assessment of burden in family caregivers
poses a major challenge for general practitioners. Ap-
proaches for assessment have been described by

Adelman et al. in a review [9], but to date in Germany
no formal assessment strategies have been implemented.
However, recent initiatives in the form of “burden relief
programs for family caregivers”, e.g. by the national eld-
erly care insurance fund, have been introduced [34].
Nevertheless, awareness of such initiatives among gen-
eral practitioners needs to be raised. Promotional infor-
mation could be shared through GP networks. Recent
evidence indicates German GPs actively utilize the Ger-
man palliative care guidelines [35]. Information on bur-
den relief programs for family caregivers could be
included in this resource. Certainly there is room for im-
provement of palliative care in German primary care to
be further improved on policymaking, practical and edu-
cational level [36]. Furthermore, our results are in agree-
ment with other studies dealing with organizational
challenges [37], the importance of communication and
continuity in patient care as well as to the family care-
givers [38, 39].

Strengths and weaknesses of the study
This study is part and the first step of a project to design
and develop an intervention that may be implemented
and evaluated in primary care to support lay carers.
Focus group discussions were conducted with healthcare
providers from general practices who were potential par-
ticipants in the project [18]. They aimed at identifying
facilitators and barriers of optimal palliative care in gen-
eral practice, particularly on supporting lay caregivers.
As a result of the focus group discussions, interventions
were developed together with participants in the further
project process [18].
The results are based on focus group discussions with

a highly selective sample. We purposefully included pri-
mary healthcare providers with a special interest in pal-
liative care. Thus, the participants were probably more
familiar with the situation of family caregivers of patients
at the EoL and could share the strategies they had devel-
oped to deal with the specific challenges occurring in
such complex situations. We did not countercheck the
impressions of the participating healthcare providers
with the views of patients, lay carers, and other profes-
sional caregivers. Therefore, their views remain highly
subjective and might be due to individual perceptions. In
spite of this subjectivity, the topics were generally taken
up by the participants of the focus group discussions.
Reported experiences of general practice teams from our
study are in part addressed in findings of studies exam-
ining the patient/caregiver end of the EoL care con-
tinuum. In particular, communication difficulties with
general practitioners, inconsistencies and discontinuity
of care have been reported [40].
Although it is a sample of health care providers, par-

ticipants could vividly report on the challenges they are
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faced with in palliative care. However, due to the mix-
ture of GPs and medical assistants in the focus group
discussions, statements might be influenced by a
possible social status gradient. We sought to minimize
this potential bias by assigning members of the same
practice team to different focus group discussions that
took place in parallel. Additionally, the experienced
moderators were conscious to invite reticent participants
to share their thoughts and opinions. Nonetheless, there
could be other challenges participants were not aware of
and therefore did not report. Still, it could be assumed
that the challenge for healthcare providers in general
practice teams without a special interest in palliative
care is even greater.

Conclusion
Healthcare providers in general practice identified many
relational challenges in daily primary palliative care.
Based on our findings, strategies to resolve these may
concern the dimensions knowledge, professional attitude
and skills which could be further supported and devel-
oped as part mixed interventions with educational and
organisational elements. Our results indicate that it is
insufficient to demand a support network; existing struc-
tures need to be recognized and included into the care
in general practices. At the same time, motivations
contrary to collaborative care due to a competitive
healthcare market need to be considered. Additionally,
healthcare providers in general practice should assess
the relationship between patients and caregivers as a sig-
nificant reason for accepting or denying support.
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