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Prerequisites for providing effective support <=

to family caregivers within the primary care
setting — results of a study series in Germany

Julian Wangler” and Michael Jansky

Abstract

Background: General Practitioners are considered to be well placed to monitor home-care settings and to respond
specifically to family caregivers. To do this, they must be sensitive to the needs and expectations of caregivers. In order
to determine the current status of GP care in terms of the support given to family caregivers, a series of studies were
conducted to gather the perspectives of both caregivers and GPs. The results are used to derive starting points as to
which measures would be sensible and useful to strengthen support offered to family caregivers in the primary care
setting.

Methods: Between 2020 and 2021, three sub-studies were conducted: a) an online survey of 612 family caregivers;
b) qualitative interviews with 37 family caregivers; c) an online survey of 3556 GPs.

Results: Family caregivers see GPs as a highly skilled and trustworthy central point of contact; there are many differ-
ent reasons for consulting them on the subject of care. In the perception of caregivers, particular weaknesses in GP
support are the absence of signposting to advisory and assistance services and, in many cases, the failure to involve
family caregivers in good time. At the same time, GPs do not always have sufficient attention to the physical and
psychological needs of family caregivers. The doctors interviewed consider the GP practice to be well suited to being
a primary point of contact for caregivers, but recognise that various challenges exist. These relate, among other things,
to the timely organisation of appropriate respite services, targeted referral to support services or the early identifica-
tion of informal caregivers.

Conclusions: GP practices can play a central role in supporting family caregivers. Caregivers should be approached
by the practice team at an early stage and consistently signposted to help and support services. In order to support
care settings successfully, it is important to consider the triadic constellation of needs, wishes and stresses of both the
caregiver and the care recipient. More training and greater involvement of practice staff in the support and identifica-
tion of caregivers seems advisable.
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Background

In the EU-27, over 20% of the population is already

over 65years old [1, 2]. This results in a growing

need for care and support. In Germany, this need is
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considered, this number increases to approximately
5.5 million who receive care or support [4, 5].

Informal care is predominantly provided in the home
environment by private citizens, who bear a considera-
ble share of the caregiving burden in caring for people
close to them who are in need of care [6-8]. Accord-
ing to representative data, more than 17% of 40- to
85-year-olds regularly support at least one person in
coping with everyday life; of these, a good third pro-
vide care in the stricter sense [9, 10].

Although research has shown that a caring role can
provide a subjective sense of purpose [11, 12], it is
associated with a greater health risk due to the physi-
cal and mental strain involved [8, 10, 13-19]. If the
consequences of the illness have not been considered
in advance and precautionary measures have not been
taken, it is not uncommon for caregivers to become
burnt-out and exhausted [15, 20-22]. In order to avoid
such crises and to promote the resilience of caregiv-
ers, various support services have been established in
Germany, including care support centres, outpatient
psychiatric services and dementia networks [23]. How-
ever, studies show that such services are only used by a
proportion of caregivers [24—26].

Since they have provided ongoing care to the patient
over many years and know them well, GPs are consid-
ered to be well suited to provide support for home care
settings and to respond to the particular concerns of
family caregivers [6, 27-29]. Apart from diagnosing
and treating health problems, GPs can provide infor-
mation and advice to caregivers, offer psychosocial
support and gain an overall picture of the care con-
ditions so that needs can be addressed promptly. By
referring patients to support and counselling services,
GPs can set the course for successful long-term care
and show caregivers ways to offset and relieve the bur-
den of caregiving [24, 30].

In 2018, the National Association of Statutory Health
Insurance Physicians (KBV) carried out a telephone
survey of 6043 randomly selected citizens representa-
tive of the German resident population. The study
concluded that about 60% of family caregivers talk to
their GP about their caring role [29]. Of these, around
two-thirds had been made aware of concrete offers of
help by their GP. Up to now, there has been a lack of
reliable studies, especially for the German-speaking
countries, which shed light on the status of GP support
for the target group of family caregivers, but also on
the practical challenges experienced, both broadly and
from multiple perspectives, i.e. from the point of view
of doctors and caregivers.
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Methods

Overall study and research interest

This paper wants to help determine the current status of
German GP care in terms of the support given to fam-
ily caregivers. By doing so, it summarises the results of
a series of explorative studies conducted to gather the
perspectives of both family caregivers and GPs, and com-
pares the results with existing research.

The study, which consists of three sub-studies, stands
as an independent supplementary study in the broader
context of an Innovation Fund model project on outpa-
tient medical and nursing dementia care (DemStepCare)
[31]. All three sub-studies have already been published or
accepted for publication. The specific purpose of the pre-
sent work was to bundle commonalities of the individual
studies from an overarching perspective and to draw con-
clusions in terms of an overall view of the study series.
We are convinced that interconnecting the three studies
in this way opens up a concentrated view and increases
the informative value of all studies.

The aim was to explore the attitudes, experiences and
wishes of caregivers and GPs with regard to the support
of caregivers provided by the GP setting. The focus was
on the importance of GP support for caregivers and how
GPs perceive their own remit as contact partners. One
focus was to compare the needs of caregivers with the
support they actually experience. Another aim was to
identify the challenges for GP care.

Against the backdrop of the joint consideration of all
central results, the article aims to derive starting points
as to which measures would be sensible and useful to
strengthen support offered to family caregivers in the pri-
mary care setting. In view of this focus, special attention
is paid to weaknesses in the GP setting.

Sub-studies

Initially, an online survey of 612 family caregivers [32]
was conducted in spring 2020 to identify care needs
and experiences in relation to GP care. The anony-
mous survey was posted on 17 German-language Inter-
net forums aimed at family care and family caregivers.
The selected forums were usually embedded in general
information portals on the subject of care. These web-
sites are intended to support family caregivers across
the board on a wide variety of questions relating to care
in a domestic setting (no specific clinical pictures) and
enable an exchange. Based on the registered number
of members, the authors assume that the forums theo-
retically reach up to 11,000 family caregivers in total.
In order to obtain the broadest possible picture of the
reality of care in Germany, the inclusion criterion was
deliberately kept general; accordingly, the survey target
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group included all kinds of family caregivers. The mean
age of the respondents was 54 years, with 93% of the
respondents being women.

In a next step, we wanted to explore these results
in more detail, a total of 37 family caregivers were
recruited from the same online care forums and inter-
viewed between autumn 2020 and spring 2021 [33]. In
the respective Internet forums, a call was made in the
form of a thread in which information was given on the
general topic. People who were willing to be available
for an interview could contact the given email address.
As in the online survey, the interviews with family car-
egivers essentially included all types of caregivers and
care constellations. The inclusion criterion was that the
caregivers had regularly cared for at least one relative,
friend or neighbour in the last 12 months.

In a next step, the attitudes and experiences of GPs
with regard to the care of caregivers were gathered
by means of an online survey [34]. In spring 2021,
all 13,170 GPs in Baden-Wiirttemberg, Hesse and
Rhineland-Palatinate were invited to participate in
the anonymised survey by post. In the one-time let-
ter of invitation, the doctors were given, among other
things, password-protected access to the online survey.
Of the 3595 questionnaires processed, 3556 fully com-
pleted questionnaires were included in the evaluation
(response rate: 27%). This survey determined, inter alia,
the priorities set by GPs when supporting caregivers
and to what extent they use the available resources to
make care more effective. The mean age of the GPs sur-
veyed was 55 years, with about half of the doctors hav-
ing their practice in rural regions.

Incentives were not used in any of the three studies.

Development of survey instruments

Since the studies built on each other, there was a continu-
ous learning process with regard to the design of the sub-
sequent sub-study. In addition, the survey instruments
developed were supported by other elements:

+ DPreparations for the multi-part study series (includ-
ing interviews with family caregivers in the context of
DemStepCare, focus group with 8 GPs)

o Further preliminary studies by the authors on
dementia care by GPs (e.g., [35])

« General literature search (papers used here focused
on caregivers and their support in the GP-based set-
ting [12, 17, 24, 28, 30, 36, 37], including those by
Geschke et al. [24], Greenwood et al. [28, 36] and Jol-
ing et al. [17].

+ Carrying out pre-tests in the run-up to data collec-
tion
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The aim was to keep the instruments used to interview
family caregivers and GPs mutually compatible. For this
purpose, certain question models were adapted to facili-
tate comparison of the results.

Data analysis

Data from the quantitative studies were evaluated using
SPSS 23.0. Apart from the descriptive analysis, a T-test
was applied to independent random samples in order to
identify significant differences between two groups. In
the case of the survey of family caregivers, binary logis-
tic regression was used to identify possible influencing
variables. Evaluation of the interview study as well as the
open questions in the questionnaires is based on a quali-
tative content analysis [38].

Results

Figure 1 shows the starting points condensed from the
analysis of the sub-studies with a view to more effective
GP support for family caregivers. In the following, each
of the dimensions presented will be discussed with ref-
erence to the respective central findings and correlated
with the existing research.

Support, approach, communication

As shown in the survey of family caregivers [32], car-
egivers experience GPs as highly skilled and trustworthy
central points of contact. Three out of four respondents
(72%) talk to their GP about their caring role, with 54%
doing so frequently. The way in which support is pro-
vided is judged positively in important contexts, espe-
cially the GP’s knowledge of the personal care situation,
approachability on a wide range of problems and the
attention given to the person in need of care.

At the same time, the same survey shows that the
wishes of caregivers with regard to an early approach
by the GP practice are frequently not matched by their
own experience. Fewer than one in two caregivers (42%)
report having been promptly identified as such by their
GP. One in five (18%) reports that the responsible GP
did not wait for them to voice questions or problems
regarding care but (pro-)actively approached the car-
egiver. In the qualitative interviews [33], some of the car-
egivers stated that they had initially felt uncertain about
the extent to which their needs and problems should
be a matter for GP support; there was hesitance, which
sometimes deferred problematic situations. Accordingly,
counselling sessions in the initial or preparatory phase of
care are comparatively less frequent.

Such findings from the interviews with family caregiv-
ers are in line with the survey of GPs [34], which showed
that the latter perceive it as a great challenge to system-
atically identify informal caregivers in their daily practice
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(59%). As other papers have pointed out, transitions to
becoming informal caregivers are often fluid, so it can
be difficult for the GP team to identify them [7, 27, 28,
36, 39]. Difficulties arise especially if the person receiv-
ing care is not registered with the same practice as the
caregiver [10]. Krug et al. [40] note that identification of
relatives and their problems is often more likely to be in
response to stress behaviours identified by the practice
team. Because of this, caregivers are often not registered
until stress or even decompensation processes are well
advanced. In this respect, it is extremely important that
GP responsibility for caregivers is explicitly signalled [37,
41, 42].

As the results of the sub-studies have shown, there is
a comparatively large variation in the regularity and thus
the interval between GP support consultations. In sur-
veys and interviews [32, 33], caregivers take issue with a
not infrequently rushed, irregular and sometimes rather
casual treatment of their caring situation, which it is
often taken up by other reasons for consultation (e.g.,
health check-ups, vaccinations).

GPs often cite time constraints as a significant chal-
lenge to providing adequate advice to caregivers in
everyday practice (68%); in addition, many GPs find it
challenging to ensure a regular exchange with caregiv-
ers (43%), e.g. because the caregiver has a different GP.
Linked with such barriers to support is the fact that GPs
are often unable to adequately meet the need expressed
by caregivers for a stabilising, psychosocial discussion
[32, 33].

Care triad and needs of caregivers

As already mentioned, the study results from both per-
spectives reflect that GPs see themselves as contacts who
are well acquainted with the situation of family caregiv-
ers and have a generally accurate picture of their personal
situation. Family caregivers are remarkably positive about
the way in which GPs create insight on the part of the
care recipient by offering explanations (85%) and involve
them in decisions (82%). In contrast, slightly more than
half of the caregivers interviewed report feeling that their
views, needs and stresses were adequately considered by
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the GP; 23% feel encouraged to address their own health
situation [32].

The latter finding should be regarded with caution,
since informal caregivers often trivialise their own com-
plaints compared to the extent of the problems of the
person cared for and consider potential complaints
to be relative [39, 43]. Nevertheless, the results of the
other studies also confirm that caregivers and their con-
cerns generally receive far less consideration, given the
time and resource constraints for GPs. In the interviews
with caregivers [33], it was expressed that GPs are often
mainly focused on the person being cared for, without
considering the needs and stresses of the caregiver. On
the other hand, 44% of GPs report that they find it chal-
lenging to consider the needs and wishes of both the car-
egiver and care recipient in their daily practice [34].

The research literature confirms such findings. Due to
the often tardy and inconsistent identification of caregiv-
ers and the somewhat sporadic contacts with them, GPs
find it difficult to involve caregivers from the outset [32,
37, 38]. On the other hand, in the triadic constellation
there is a tendency for GPs to perceive caregivers primar-
ily in terms of their function relative to the person being
cared for, so that psychosocial effects are marginalised
[27, 36, 39, 43].

Against this background, the GP team should empathi-
cally encourage caregivers to voice their own health con-
cerns and offer support (consultations independently of
the care recipient, where appropriate), as well as refer
them to specific support services [37, 41, 42]. It is also
important to involve caregivers in decision-making pro-
cesses about adaptation of the care (organisation) [6, 15,
17]. Home visits can also help to better assess care and
stress situations. The survey of family caregivers [32] has
shown that it is not yet possible to adequately fulfil car-
egivers’ wish to be visited by the GP team in their private
premises.

Information, advice, mediation

In general, caregivers positively rate the information and
advisory activities of GPs with regard to specific clini-
cal pictures and courses of disease, as well as diagnostic
and treatment options. One weakness identified in all the
sub-studies is that GPs do not always provide referrals
to counselling or support services. In the survey of fam-
ily caregivers [32], for example, 60% report having been
referred to support and care services by their GP at least
once. The results of a regression analysis show that refer-
rals to such services are an important factor influencing
the feeling of being able to cope with the care situation.
The interviews [33] also showed that a considerable pro-
portion of caregivers would like the GP to play a greater
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advisory role when it comes to organising the framework
conditions for care.

Among the GPs surveyed [34], more than three quar-
ters (79%) found it very challenging to point caregivers to
the appropriate support and respite services in the area.
48% of doctors interviewed believe that they have made
at least half of the family caregivers they have supported
aware of concrete offers of help in recent years, day-
care facilities or short-term care and care services being
mentioned in particular. In response to open questions,
doctors with rural practices in particular cite the lack of
interprofessional structures (e.g. bridging care services,
inpatient palliative care facilities) and bureaucratic hur-
dles as the cause for limited mediation.

In general, these results correspond with the finding in
the research literature that GPs often do not have an ade-
quate overview of external forms of support for caregiv-
ers [24, 30] and are mostly not integrated into community
health networks or (in)formal collaborative networks
[43—-46]. Another frequently encountered problem is the
lack of availability of certain forms of assistance at short
notice. For example, the GP survey [34] showed that 89%
of all doctors experience the rapid availability of care or
psychosocial respite services as a challenge.

Use of resources

In the course of the overall study, we were able to identify
several practical resources which, if their use was manda-
tory, can contribute to more effective support for family
caregivers. One of these is the involvement of practice
staff. Particularly when it comes to the identification of
informal caregivers, it is important that this should not
be seen as the exclusive task of GPs but, if it is to be effec-
tive, as a task for the entire practice team [37, 42, 47].
Accordingly, it is important to make non-clinical practice
staff (e.g. non-clinical practice assistants, primary care
assistants) aware of the need to identify caregivers.

Assuming that they genuinely receive appropriate
training and are involved in the support of caregivers,
non-clinical practice staff can also offer potential syner-
gies when it comes to carrying out home visits. Even the
assumption of advisory and coordinating roles (e.g. refer-
ral to local support services) can relieve the burden on
GPs and at the same time strengthen the mediator role of
the GP practice [40]. Last but not least, practice staff can
offer a lot of added value when it comes to providing (ini-
tial) psychosocial support and, if necessary, linking this to
referrals to stabilisation services.

Practice management is particularly important when
it comes to involving practice staff. Firstly, this is about
creating the conditions that allow caregivers to be readily
observed (e.g. rotation of staff between different duties)
[37]. Secondly, obligatory and systematic arrangements
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are required for documenting specific problems (e.g. ref-
erences in the patient notes about caregiving role or signs
of stress) [40, 47].

One problem is that, so far, GPs have only partially
involved their practice staff in the identification and sup-
port of caregivers. For example, 47% of the GPs surveyed
[34] reported having members of their non-clinical prac-
tice team who regularly support their own work in terms
of identifying and supporting family caregivers. Similarly,
only some GP practice staff are trained to undertake
specific tasks associated with this. Similar findings have
already been identified in several studies on the diagnosis
of dementia in the primary care setting, where the gen-
eral practice team has so far only been involved to a lim-
ited extent in observing elderly patients and looking out
for and/or documenting warning signs [35, 47].

Beyond the practice staff, another significant resource
is the application of and compliance with evidence-
based guidelines. The S3 guideline “Family caregivers”
was published in Germany for GPs as early as 2005 and
has since been updated and expanded [41]. With regard
to the above-mentioned DEGAM guideline, 40% of the
GPs surveyed report that they are aware of it. Of these,
55% reported using the guideline frequently or occasion-
ally (44% rarely). Such results are consistent with other
reports of the critical distancing of some GPs from guide-
lines published by medical societies in particular [48—50].

Status quo and starting points for optimisation

Overall, 68% of the caregivers surveyed who talk to their
GP about care say they feel (very) well supported by the
GP. 70% feel that their GP is usually good at helping them
when they approach them with a care-related question.

47% of the GPs surveyed stated that there was a (very)
good possibility of meeting the needs of family caregiv-
ers in their everyday practice (53% less good or not good
at all). The possibilities and structures that exist for GPs
within the healthcare system to provide good support
for caregivers are assessed positively by 44%, and rather
negatively by 52%.

In terms of an overall assessment, it appears that the
vast majority of doctors (77%) consider the GP setting
as the primary contact point for the needs of caregiv-
ers. However, many respondents (56%) say that, when
it comes to playing a more proactive role for this tar-
get group, they are limited by the current framework
conditions.

In response to an open question, some of the doctors
said that, in order to be able to better support caregivers
in the future, they wanted to see better integration of GPs
within local health and care structures or a closer col-
laboration in the interprofessional network, so as to give
them a better overview of existing services and the ability
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to make targeted referrals. In addition, they express the
wish for the health insurance funds to systematically sup-
port family caregivers, thereby assisting the work of GPs.
Another suggestion is the creation of a low-threshold
support programme, in which caregivers can be enrolled
by GPs and which, on the basis of an individual risk
stratification, guarantees them ongoing information and
advice, as well as intervention measures when needed.

Discussion

Principal findings and comparison with prior work

The study series was able to generate a broad picture
of the current status of GP care with regard to support
for family caregivers. Due to their position in the Ger-
man health care system, GPs perform extensive primary
care tasks. GPs are the first point of contact for patients
and therefore often familiar with their patients and the
patients’ family members for many years; there is a trust-
ing doctor-patient relationship [6, 27-29].

The results obtained in the course of the sub-studies
show that the GP setting has great potential to act as a
central support for this group. Discussions with fam-
ily caregivers about care (organisation) and care cir-
cumstances are widespread in everyday practice and are
based on a high level of trust on the part of caregivers.
Especially the low-threshold accessibility for various
problems, the familiarity with the personal circumstances
as well as the attention to the person in need of care are
experienced positively.

This confirms previous studies which underline the
major importance of GP support for the target group
under consideration and see GPs as being in a position
to make key contributions to the longer-term stabilisa-
tion of home-care settings [6, 7, 14, 28-30, 51, 52]. Both
caregivers and GPs believe that the primary care setting
has great potential to address and deal with the problems
of caregivers [7, 14, 29, 30, 52]. For example, a study con-
ducted in Ireland highlights the priority role of the GP
in developing longer-term coping and resilience strate-
gies in home-care settings [53]. For their part, Green-
wood and colleagues [30] were able to work out that the
primary care setting can play a central role in support-
ing and relieving the burden on caregivers and effectively
coordinate further care.

Nevertheless, the results of the present study also
reveal weaknesses which mean that, despite being very
aware of the need to support family caregivers, GPs are
not always able to meet the needs of home-care situa-
tions as part of their everyday practice [6, 51, 54]. This is
true, for example, with regard to the role of GPs in identi-
fying and anticipating care difficulties. Caregivers would
also like the GP to play a greater advisory role when it
comes to organising the framework conditions for care
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and signposting them to help and support services. Addi-
tionally, the sub-studies confirmed the findings from
previous studies that GPs do not always consider the
physical and emotional needs of family caregivers to the
same extent as those of the person requiring care [30, 36,
37, 39, 42, 52].

In particular, the comparatively low level of GP referral
activities and collaboration with support services in the
provision of care results in restrictions and delays in the
effective support and (preventive) stabilisation of caregiv-
ers. As noted in various studies, GPs in Germany - espe-
cially in rural regions - are often solitary providers and
cannot access interprofessional networks and collabora-
tions [24, 26, 30, 40, 43—-46, 54]. The results of the sur-
vey of family caregivers are confirmed, for example, by a
Canadian study conducted by Parmar et al., who find that
GPs fail to consistently address the need of caregivers and
care recipients for early and regular signposting to respite
services [45, 55]. When family caregivers are referred to
such support services, they benefit from timely access to
information on organising care [8, 52], which allows the
caregiver to stay at home longer without care crises (e.g.,
hospitalisations) arising [24, 56].

Another issue is that the GP team does not always
identify family caregivers in a timely and systematic way,
making it harder to identify specific needs and antici-
pate pressures. Overall, the results demonstrate the value
of active communication by the GP team in relation to
the family caregiver group. In the qualitative studies by
Burridge et al. conducted in Australia, it is notable that
caregivers do not always feel confident to voice their
problems, if GPs do not signal to them that they see
themselves as a point of contact [39, 57]. Against this
backdrop, it makes sense to strengthen GPs’ conversa-
tion skills in dealing with caring relatives through further
training. If communication can be more open between
both parties, family caregivers will be less reluctant to
report feelings of burden, depression, and stress [51]. A
systematic assessment of the caregivers’ general well-
being, performed by the GP, is essential for the prompt
adjustment of home care [58].

A fundamental problem not only of the German, but
also of other health systems is fragmentation, meaning
that the sectors are separated. As a result, primary care is
often not integrated into multi-professional care, which
also affects the care of family carergivers [59]. In Ger-
many in particular, there is often a lack of staff who can
relieve and supplement the GP, offer support to caregiv-
ers and competently assign them to support services [30].

In this context, it is worth mentioning that only a
proportion of GPs train non-clinical practice staff and
involve them so that they can take on specific tasks such
as identifying and supporting family caregivers [24, 30,
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40, 47]. Studies like those by Krug et al. [40] show that
the detection of exhaustion in caregivers is not system-
atic among staff members, but rather a reaction to warn-
ing signals that the caregivers show to the practice team.
This problem is often related to a lack of knowledge and
awareness [32, 35]. At the same time, various studies
show that there is a great need for delegation in primary
care since GPs are often overworked already in most
countries [47]. Therefore, practice staff should be more
systematically involved in the detection and support of
family caregivers [35]. Staff members who have under-
gone appropriate training can also take on referring and
mediating activities to advisory and support networks. If
the practice team is networked with other service provid-
ers, this not only relieves caregivers, but also the prac-
tices themselves; the mediator role of the GP’s practice
can be strengthened. Requests made to the practice team
could then be passed on to competent actors in the net-
work. For example, closer cooperation with long-term
care insurance funds, which GPs sometimes use in the
context of care advice [40], and the local care support
points could help relieve caregivers. Where such collabo-
rative solutions exist in everyday practice, GPs also find it
much easier to meet the needs of caregivers [51]. Practice
management is of particular importance with regard to
the involvement of the practice staff. On the one hand,
prerequisites should be created under which it is possible
to identify and observe caregivers (e.g. regularly changing
work areas). On the other hand, it depends on system-
atic arrangements with regard to the documentation of
abnormalities (e.g. entering signs of stress in the patient
file) [37, 42].

In order to stabilize home care settings, there is also
the need for structured interdisciplinary forms of care
that combine medical, nursing and further care offers in
order to offer person-centered and evidence-based sup-
port [60—62]. The lack of effective outpatient crisis inter-
vention structures often leads to hospital admissions in
crisis situations, which may result in serious complica-
tions for patients [63]. There is some discussion on the
introduction of case and support managers to assist
GPs in supporting family care situations [52, 59, 64, 65].
Case managers offer the advantage that they are cross-
sectorally networked and can act as a link between GPs
and other care providers (e.g. care services, support net-
works, emergency clinics), so that risk stratifications for
those in need of care and carergivers can be carried out
at an early stage [59].

Also important in care planning is the issue of ade-
quate referral to care-supporting systems, networks
and services. In this context, however, it has been
found that GP teams often complain about inad-
equate integration into professional care and advisory
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networks [40]. A central lever for making GP support
for family caregivers more effective is undoubtedly the
closer integration of GPs into counselling and sup-
port services [66]. To this end, it will be important to
strengthen interdisciplinary communication, to estab-
lish collaborative municipal networks in the area of
health promotion [44, 58] and to provide GPs with a
reliable knowledge of advisory services in their area in
order to facilitate the straightforward referral of car-
egivers. A systematic review by Pléthner et al. points
out the importance of strengthening outpatient care
structures [51]. The researchers draw the conclusion
that establishing an outpatient care system, which sup-
ports families and friends in providing (elderly) care
while meeting the needs and wishes of informal car-
egivers, is of high relevance. An important prerequi-
site for this is to take into account family doctors with
their own contractual elements, ensuring that they are
appropriately remunerated when they take on advisory,
mediating and caring activities for a caregiver network
[21, 51, 56]. Scientifically supported model projects are
already trying to strengthen the anchoring of GP-based
care in regional advisory and support networks [30, 31,
59, 60].

The increased focus on evidence-based guidelines is
also an important tool for better addressing the needs of
caregivers. For example, manageable care plans derived
from guidelines could help GPs tailor care management
to the care needs of the caregiver and the patient [46,
49]. In doing so, the assessment of the care situation and
its impact on the general well-being of the caregiver can
approached in a structured way [66]. Clear and efficient
guidelines from early diagnosis to adequate referrals can
certainly improve the GP’s ability to support time- and
energy-consuming home-care situations. Consequently,
intervention trials focusing on the skills of GPs could be
helpful in improving home-care outcomes regarding the
family caregiver [32, 37].

Not only in Germany, but also internationally, there
is a lack of longitudinal studies that include doctors,
nurses (e.g. palliative care patients) and family caregiv-
ers in order to support the development and effec-
tiveness of family GP-related interventions [67] that
maintain or increase the quality of life of patients and
their relatives [68]. An exception is the implementa-
tion of the Gold Standards Framework in Great Britain,
in which family caregivers are explicitly included [69].
The caregivers‘perspectives and experiences were taken
into account, e.g. the need for a professional coordinator
[70] and the support of district nurses [71]. The extent to
which such approaches can be adopted in the more frag-
mented German health system is part of future research
projects.
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Starting points

The following starting points for effective GP support
for family caregivers can be stated against the back-
ground of the findings as well as the results from previ-
ous studies:

+ Early identification, approach and involvement of
(informal) caregivers is essential for providing good
support [72]. For example, possible care activities can
be consistently queried using anamnesis question-
naire when new patients have initial contact with the
practice. In addition, it seems worthwhile to design
postings in the reception area of the practice and give
advice from the practice team that family caregivers
should identify themselves (if necessary, design in
several languages). People in need of care should be
asked who their informal caregivers are. In the case
of new diagnoses that are known to be associated
with a need for care, the practice team should ask
about possible caregivers. Information with regard
to care constellations can also be requested dur-
ing home visits as well as informal caregivers can be
identified. Patients with a presumed role as caregivers
should be addressed about the issue [37, 42]. Moreo-
ver, it would be beneficial if caregiving relatives also
voluntarily point out their care activities and speak to
GPs about this issue. This also requires health policy
activities that emphasise how important it is for fam-
ily caregivers to approach GPs on their own initiative
and build a stable relationship [41, 42].

+ In the context of early identification and crisis pre-
vention, non-clinical practice staff could be more
closely involved, and tasks could be delegated by
the GP. To this end, GPs should invest more in spe-
cial further training and in optimised practice man-
agement. So far, practice teams do not systemati-
cally record signs of stress and exhaustion in caring
relatives. An entry in the patient file stating whether
someone is a caring relative or which family mem-
ber is mainly responsible for the care could pro-
vide a remedy here and provide an initial indication
of whom to pay particular attention to in terms of
excessive demands from a care situation. The same
applies to the observation and documentation of
warning signals. Caregiving relatives could be pro-
actively identified by the practice team during initial
contact and during house calls, but also by actively
asking the person in need of care [37, 51, 55, 65].
For internal communication and observation in the
practice, a catalog of questions can be developed on
perceptions with regard to contact with family car-
egivers [41]. The systematic recording of burdens and
resources of caring relatives and the networking with
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other service providers as well as the knowledge of
their offers facilitate appropriate intervention.

+ Family caregivers should be made aware that their
support falls within the remit of the GP practice,
so that any health concerns are articulated without
delay. Similarly, it seems advisable not to wait for
caregivers to raise problems but rather to proac-
tively take the initiative (e.g. via opportunities such
as health checks or vaccinations). Caregivers should
be empathically encouraged to raise their own health
concerns [37].

+ GP practice teams should be made more aware that,
within the triadic constellation, the needs, wishes
and pressures of caregivers are key to the success
of longer-term care [27, 32, 36, 39, 43]. If necessary,
consultations should be arranged independently of
the person being cared for and sufficient time should
be made available, e.g. during a home visit [27, 46].

« The potential of practice staff can be used through
targeted training, not only in identifying caregivers
but also in advising caregivers and making home vis-
its to better address care problems. In this context,
psychosocial skills could be also expanded through
further training. Such additional tasks taken over by
members of the practice staff should be given greater
consideration in the remuneration of the practice
team [47, 65].

+ It seems advisable to raise GPs awareness of the exist-
ence and benefit of evidence-based guidelines, espe-
cially with regard to supporting family caregivers [42,
72]. The Burden Scale for Family Caregivers (BSFC-s)
should be used for the standardized recording of bur-
dens [41].

+ Family caregivers should be consistently involved
in decisions with respect to the organisation of
care right from the start. Caregivers too often feel
bypassed when it comes to support of home care.
In addition, studies reveal that interventions that
are not previously discussed with the caregiver and
which occur in an acute situation fail to achieve the
expected result [66].

+ Consistent and early mediation to concrete help and
support services gives family caregivers timely access
to information about the organisation of care; the
risk of caregiver ‘burnout’ is significantly minimised
[8, 10, 21, 24, 30, 45]. If family caregivers are suitably
monitored, outpatient care can be arranged so that
caregivers can stay at home longer [56, 64].

«+ The structural support for primary care as well as the
intersectoral connection of GPs’ practices should be
strengthened. In the role of multi-professional actors,
case managers can mediate between GPs, patients
and caregivers as well as other offers of help and,
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thereby, overcome the limits of a fragmented health
system [52, 59, 61, 64]. A central lever for mak-
ing GP support for family caregivers more effective
is undoubtedly the closer integration of GPs into
counselling and support services. To this end, it will
be important to strengthen interdisciplinary com-
munication, to establish collaborative networks in
the area of health promotion [44, 58] and to provide
GPs with a reliable knowledge of advisory services in
their proximity in order to facilitate the straightfor-
ward referral of specific caregivers (e.g. Parkinson-
ism, Stroke, Dementia). A good knowledge of local
conditions and effective networking of the practice
team with other professional providers contribute
to improved care for caregivers while strengthening
their information and education as well as the pre-
vention of care crises [21, 51, 56]. To this end, help
and support services need to be systematised so
that GPs have an overview and consultations can
be structured and still be tailored to the individual
needs of those affected. For some family caregivers,
advice and written information will be sufficient; oth-
ers will need more support and guidance. It could
be worthwhile for GPs to take initiatives to improve
their formal and informal cooperation with coun-
seling and support actors in the field of community
care. In that regard, e.g. doctor or practice networks
offer great opportunities. However, this is primarily a
task for structured municipal health promotion [44].
The establishment of health and prevention networks
is associated with considerable advantages.

Strengths and limitations

This paper has helped in a comprehensive and multi-
methodical way to identify information on the status
quo of caregiver support in primary care. Because of the
broad, heterogeneous and widely dispersed samples the
results have national significance.

However, the sub-studies fail to provide a representa-
tive picture of opinion, due to the limited number of
cases and the self-selection of respondents, since the
surveys were conducted online. One has to allow for the
fact that older people are less au fait with technology,
so that older caregivers and GPs might be under-rep-
resented in the sample. Accordingly, it can be assumed
that the recruitment of caregivers in other settings (e.g.
waiting room surveys in GP offices) would lead to poten-
tially more generalisable statements about the population
under consideration. Such studies should be conducted
with a view to optimising primary care with regard to the
needs of family caregivers.
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It should also be borne in mind that caregivers were
deliberately considered very broadly and that the spe-
cific needs of different subgroups (e.g., those caring for
dementia patients) could therefore not be considered
separately.

Conclusions

GPs are very important to family caregivers for providing
information on planning and organising care, as well as
psychosocial support and reassurance. By responding to
the needs of caregivers, GPs are able to stabilise home-
care settings in the longer term and avert care crises.

The results show that family caregivers see GPs as a
highly skilled and trustworthy central point of contact.
In the perception of caregivers, particular weaknesses
in GP support are the absence of signposting to advisory
and assistance services and, in many cases, the failure to
involve family caregivers in good time. At the same time,
GPs do not always have sufficient regard for the physical
and psychological needs of caregivers. The doctors inter-
viewed consider the GP practice to be well suited to being
a primary point of contact for caregivers, but recognise
that various challenges exist. These relate, among other
things, to the timely organisation of appropriate respite
services, mediation to appropriate assistance or the early
identification of informal caregivers.

Ideally, family caregivers — provided that the GP team
is aware of their care activities — should be approached
by the practice team at an early stage and consistently
signposted to help and support services. To this end, it
will be important to strengthen interdisciplinary commu-
nication, to establish collaborative (municipal) networks
in the area of health promotion and to provide GPs with
a reliable knowledge of advisory services in their prox-
imity. In order to support care successfully, it is impor-
tant to consider the triadic constellation of needs, wishes
and stresses of both the caregiver and the care recipient.
More training and greater involvement of practice staff
in the support and identification of caregivers seems
advisable.
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