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Abstract

Background Care counseling is an important psychosocial intervention for people with care needs and their
relatives and can contribute to maintaining and/or improving a patient’s quality of life and reducing the burden

of caregivers. This is especially the case for people with dementia and their relatives, in which the methods of care
counseling need to be different than those for individuals with non-dementia related care needs. Furthermore, the
counseling content needs to be adjusted to the specific form and stage of dementia. In Germany, every person who
receives support per the German Social Law Book XI (SBG XI) can take advantage of care counseling according to §7a
SGB XI. To date, there is no systematic overview of counseling services for people with dementia and their relatives
related to this specific provision in Germany.

Methods We conducted a gray-shaded scoping review with a focus on the evaluation of care counseling accord-
ing to §7a SGB XI for people with dementia and their relatives. For this purpose, we applied five search strategies. We
researched (1) national electronic databases, (2) Google, (3) targeted websites, (4) experts, and (5) academic electronic
databases. Additionally, for the included gray literature, we conducted backward citation tracking via reference lists
and forward citation tracking via Google Scholar for scientific articles. Screening of the identified potentially relevant
records was performed independently by two reviewers.

Results We identified 985 records and included 6 studies in our review. We divided the identified studies into three
themes: understanding conceptual dimensions, digitalization of counseling, and understanding the perspective of

those being counseled. No studies investigated the perspective and experience of people with dementia and their

relatives regarding the counseling service according to §7a SGB XI.

Conclusions Our results show that further research is needed, especially regarding the experience of people with
dementia and their relatives who participated in counseling according to §7a SGB XI. It seems essential to understand
the perspective of people with dementia and their relatives to improve and tailor counseling services in Germany.

Registration The review protocol was prospectively published (BMJ Open 12:e059771, 2022).
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Background

Living with dementia and its accompanying symptoms
can be challenging for people with dementia and their
relatives [2—5]. Care counseling for people with dementia
and their relatives offers an opportunity to provide tai-
lored information based on the assessment of individual
needs within the context of the progression of demen-
tia. Providing care counseling services can contribute
to maintaining and/or improving the individual’s qual-
ity of life and reducing the burden on his or her rela-
tives providing care [6-11]. The literature suggests that
the need for counseling and that counseling for people
with dementia differs from counseling for those without
dementia [12-15]. In addition, care counseling in general
often plays a key role in psychosocial and psychoeduca-
tional interventions for [16, 17] and the perspective and/
or experience of people with dementia, their relatives,
and professionals on these interventions are a central
aspect of dementia care research [18-20].

In Germany, there are various health care insur-
ance agencies (e.g., welfare or private insurance agen-
cies) that offer care counseling according to the various
paragraphs of the Social Law, Book XI (SGB XI) [21].
The specific care counseling service (§7a SGB XI) is
a voluntary offer that is funded by the welfare and pri-
vate insurance care agencies (since Jan. 2009). People
who have been assessed for the degree of need of care,
have a legal right to receive counseling services [22, 23].
The offices for this service are mostly located in local
counseling service centers. Counseling is provided by a
trained professional (nurse/social worker) who works for
a health care insurance agency. This counseling service
can includes the following steps: identifying care needs,
providing counseling services, developing a care plan,
implementing the plan, evaluating and/or adapting the
plan if needed, and providing information about services
to relieve the burden on relatives [21, 24]. Accordingly,
the service can range from a single counseling session on
a specific care topic to an comprehensive ongoing coun-
seling service offer [22, 25-27]. There seems to be no
general quality monitoring system. So far, only a guide-
line how to conduct counseling sessions and what kind
of personal requirements are needed to become a §7a
SGB XI counselor exist [23]. Furthermore, and in com-
parison, to other countries [28, 29], it seems that at the
moment no quality standard for people with dementia
and their relatives has been defined [30]. As a result, it
remains unknown to what extent this specific counseling
service (§7a SGB XI) addresses the needs of people with
dementia and their relatives. To our knowledge, there
is no systematic overview focusing on studies evaluat-
ing this counseling service in Germany for people with
dementia and their relatives. To address this gap, we
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conducted a scoping review with an emphasis on gray
literature of (national evaluation) reports and studies of
counseling services according to §7a SGB XI [31, 32].

Research questions
We developed the following three research questions
(1,2, and 3) with additional sub questions (a):

1. Which counseling concepts and structures for people
with dementia and their relatives have been devel-
oped and/or provided since the implementation of
§7a SGB XI in Germany?

a. Which concepts and structures are currently
being discussed as supportive for those who
seek counseling?

2. How does digital support counseling in the context of
§7a SGB XI for people with dementia and their rela-
tives?

a. What implications does this have on providing
counseling?

3. How do people with dementia and their relatives
experience counseling according to §7a SGB XI?

a. What care needs do they articulate during
counseling?

Methods

We published a review protocol describing our methodo-
logical approach [1] in detail. According to the publica-
tion and commentary from Pieper, Ge [33], we reused
the text of our review protocol for the method section in
this publication and made changes where the process dif-
fers between the planned and conducted methodological
approach. Whenever applicable, we used the Preferred
Reporting Items for Systematic reviews and Meta-Analy-
ses extension for Scoping Reviews Checklist [34] and the
flow chart of the updated Preferred Reporting Items for
Systematic Reviews and Meta-Analyses guidelines [35]
to report our scoping review (Supplementary Table 1 and
Fig. 1).

Search strategies

Related to our three research questions and sub ques-
tions, our focus was on published studies, analyses, and
evaluations of the specific counseling service (§7a SGB
XI) implemented in Germany. We therefore focused
on gray literature, applied the described approach
by Godin, Stapleton [36], and developed a gray lit-
erature search plan with an additional strategy for the
search in academic electronic databases. This search
plan includes the following search strategies: 1) gray
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literature databases, 2) Google search engines, 3) tar-
geted websites, 4) contacting experts and 5) additional
searching in academic electronic databases. All search
strategies were conducted from November to Decem-
ber 2021.

Strategy 1: Gray literature databases

To identify relevant German electronic databases listing
gray literature, we used the descriptions of Nordhausen
and Hirt [37]. As a result, we considered the following
specific German electronic databases: Livivo, GeroLit
(via GBV) and SSOAR (via GESIS). As search strings,
we used a simplified form (e.g., focusing on fewer com-
binations and reducing the search terms) of the search
string we created for searching the academic electronic
databases (see Strategy 5: Search in academic electronic
databases). The search strings for the three different
databases can be found in Supplementary Table 2. One
researcher conducted these searches (MR-M).

Strategy 2: Google search engines

Despite the description of Godin, Stapleton [36], no cus-
tomizing of the search engines was carried out in the sec-
ond search strategy. Owing to country-specific factors
and the associated technical requirements, we searched
Google and Google Scholar using the anonymous func-
tion in our web browser (Safari) to ensure that our search
was not overly influenced by the individual search history
of the reviewer (CM). We defined search strings (Google
n=10; Google Scholar n=10) with multiple combina-
tions of search terms (Supplementary Table 3) based on
our research questions. The first 10 pages of Google and
the first 15 pages of Google Scholar representing approxi-
mately 100/150 hits were searched by one reviewer (CM).
Findings that at first sight appeared to be related to the
research questions and met the inclusion criteria in terms
of publication type were included in the next steps of the
screening process (see source of evidence selection).

Strategy 3: Targeted websites

In accordance with the descriptions of Stansfield, Dick-
son [38], we considered the inclusion of German web-
sites from (non)-government organizations/institutions,
research-active non-government organizations or cent-
ers, the National Association of Statutory Health Insur-
ance, providers of counseling services (such as insurance
companies, case managers, and care support centers),
and community organizations. To identify relevant web-
sites, we first conducted a Google search to identify rel-
evant organizations for this topic [36]. A list of websites
was created and supplemented with further websites rel-
evant to the topic (see Supplementary Table 5). Second,
one reviewer (DP) hand searched each of the relevant
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websites for potentially relevant records. Findings that
at first view appeared to be related to the research ques-
tions and met the inclusion criteria in terms of publica-
tion type were included for further screening (see source
of evidence selection).

Strategy 4: Contacted experts

One reviewer (MR) contacted experts regarding care
counseling according to §7a SGB XI in Germany. Experts
were recruited from practice partners of the German
Center for Neurodegenerative Diseases (Witten site) and
were contacted via email with brief project information
and with the request to send any potential literature or
websites of interest related to the topic. The list of experts
with a focus on their profession and occupational activity
is reported in Supplementary Table 6.

Strategy 5: Search in academic electronic databases

For the additional search in academic electronic data-
bases, we searched the electronic databases MEDLINE
(via PubMed) and CINAHL (via EBSCO). Our search
terms were derived from our research questions and sup-
plemented with additional free search terms and index-
ing words from an initial explorative search. These search
terms were clustered according to the “PCC” mnemonic
and resulted in a search string [32]. The search string was
developed by the first reviewers of the review (MRM/
CM) and was checked by the two other reviewers (DP/
MR) using Peer Review of Electronic Search Strategies
(PRESS) [39]. The search string was developed first for
MEDLINE (via PubMed) (Supplementary Table 4) by
the same researcher mentioned in Strategy 1 and then
adopted for CINAHL (via EBSCO) according to Ref-
Hunter Version 5.0. [37].

Additional citation tracking

For the identified gray literature, we provided back-
ward citation tracking via reference lists. For the identi-
fied literature through our academic electronic database
searches, we provided backward and forward citation
tracking via reference lists and Google Scholar.

Selection of evidence sources

Records identified through our electronic data-
base searches (strategies 1 & 5) were imported into
Covidence [40] and automatically checked for dupli-
cates. Titles and abstracts of records were screened
by two reviewers (MRM/CM) independently against
the inclusion criteria (Table 1). Full texts were also
independently screened for inclusion by the same
two reviewers, and reasons for exclusion of full texts
were recorded. During the screening process, disa-
greements between the two reviewers were resolved
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Table 1 Inclusion and exclusion criteria [1]

Criteria Definition

Population - People with symptoms of dementia (with or without a dementia diagnosis)

- Relatives of people with symptoms of dementia (with or without a dementia diagnosis)

Concept of Interest

- Counseling according to §7a SGB Xl related to the care of people with dementia (with or

without a dementia diagnosis)
- Counseling about care is not part of the nursing process

Context - Germany

Types of evidence

- Focus on gray literature in the form of (evaluation) reports, practice articles and theses

- Literature published in peer-reviewed journals

Other

- Languages: German and English

- Year: no restrictions

through a discussion between them. During the
screening process, no disagreements between the
two reviewers needed to be resolved with the other
coauthors (DP/MR).

For search strategies 2—3, we created an Excel spread-
sheet to record the search strategy, including informa-
tion on the name of the resource, searcher, date, search
string, and number of potentially relevant records [38].
For strategies 2—4, potentially relevant records were
collected in an EndNote Version 20 [41] file stored in a
shared NextCloud [42] folder and automatically checked
for duplicates at the end of the search process. The title/
abstract and full text were screened independently by
two reviewers (MRM/CM) in Covidence [40] against
the inclusion and exclusion criteria (Table 1). Exclusion
reasons for full texts were recorded. Disagreements were
discussed between the two reviewers, and no disagree-
ments between the two reviewers needed to be resolved
with the other coauthors (DP/MR).

Our inclusion criteria were pilot tested for the first
25 records. No adjustment of the inclusion criteria was
required because disagreements between the two review-
ers were less than 25% [32].

Data extraction

Our data extraction form was based on the template for
scoping reviews developed by the Joanna Briggs Institute
[43]. We considered the following aspects: General infor-
mation (author, year, primary and additional publication,
publication type, aim of the publication), Study design
& methods (study design, methods), Participants (study
population, age), and Results. Data extraction was per-
formed independently by two researchers (MRM/CM).
Disagreements about the extractions were discussed
between the two researchers. During the extraction
process, no disagreements between the two researchers
needed to be resolved by the other coauthors (DP/MR).

Presentation of the results
We divided the identified studies into three themes and
mapped our extracted data in a table (see Table 2) and
descriptively described the results based on our three
research questions [43].

Results

We identified 1,015 records using the database search.
In addition, we were able to identify 185 records
through other methods (e.g., Google search, targeted
websites). After removing duplicates, we screened 985
records for relevance and included 6 studies published
in 12 reports in the review [44, 48—50, 52, 53]. Figure 1
illustrates the identification, screening, and eligibility
assessment of records prior to their inclusion in the
scoping review.

Study characteristics

Out of the six included studies, four were reports [evalu-
ations n=4 [48-50]; concept n=1 [44]]. Additionally, we
identified one practice article [52] and one doctoral thesis
[53]. The publication period ranged from 2012 to 2021,
with most publications occurring from 2018 to 2021
(n=4) [48-50, 53]. All evaluation reports were published
in 2018 and 2021 [48-50]. The evaluation reports did not
directly focus on people with dementia and their relatives
but included this population in their overall evaluation.
In contrast, the other three reports [44, 52, 53] focused
specifically on counseling for people with dementia and
their relatives. None of the explicit studies reported the
inclusion of people with dementia as study participants
[44, 48-50, 52, 53]. Five studies mostly focused on inter-
viewing counselors and other stakeholders [44, 48-50,
52]. In the study by Paulicke [53], focus group interviews
were conducted with relatives of people with dementia.
The study characteristics of all included studies are pro-
vided in Table 2.
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[ Identification of studies via databases, registers, and other methods ]
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Fig. 1 PRISMA 2020 flow diagram [35] demonstrating the identification, screening and eligibility assessments of records preceding scoping review

inclusion

Summary of the included studies

The results of the included studies were divided into the
themes "understanding conceptual dimensions” (Ques-
tions 1 and 1a), "digitalization of counseling " (Questions
2 and 2a), and "understanding the perspective of those
being counseled" (Questions 3 and 3a).

Understanding conceptual dimensions We did not find
any studies that focused on the evaluation of concepts
and counseling structures according to §7a SGB XI for
people with dementia and their relatives. However, in
the included studies, we were able to identify elements of
dementia-sensitive counseling services and structures. In
addition, we identified information about the profession-
als, their competencies in counseling people with demen-
tia and their relatives according to §7a SGB XI and their
cooperation with other (dementia) counseling services.

In the studies of Braeseke, Delekat [49], Paulicke [53],
Lobenwein [52], different structural aspects are described
that could be defined as relevant elements of dementia-
sensitive counseling services according to §7a SGB IX.
These elements are (a) the provision of counseling services
(e.g., outreach strategies), (b) initiating care for the person
with dementia if the relative seeks counseling services, (c)
integrating counseling services into the everyday lives of
relatives (e.g., counseling offices located in shopping malls),
(d) building longer-term relationships with the counselors,
and (e) the use of lay language during counseling.

Information on the structure of counseling services
was identified in the study of Dehl, Nolting [50]. They
reported that people with dementia and their relatives
accounted for a third of all counselings each month
according to §7a SGB XI. However, this study did not
provide details about dementia-specific counseling
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services according to §7a SGB XI in the districts or cities
investigated in their studies. In general, reference is made
to the fact that the counseling service according to §7a
SGB XI is mostly unknown to people with dementia and
their relatives and/or is not used [53]. To increase aware-
ness, acceptance, and use, the authors [49] recommend
implementing §7a SBG XI services in other mandatory
counseling structures (§37) for people who receive health
care services or personal budget from their care insur-
ance agencies.

Regarding the competencies of professionals and
their cooperation with other service providers, the fol-
lowing professional groups provide counseling services
(§7a SGB XI): nurses, social insurance employees, social
pedagogues/social workers, care/case managers, sociol-
ogists, nurse educators and health scientists. Most coun-
selors have a qualification as a nurse (52.2%) or are an
employee of a social insurance agency (39.1%) [49, 50].
This is also reported in the publications of Paulicke [53]
and Lobenwein [52]. In both publications, the counse-
lors are nurses. In addition, Dehl, Nolting [50] provide
details about the competencies and training needs of
professionals providing counseling services (§7a SGB
XI). Thus, 74.7% of the care counseling service centers
indicated having a dementia expert among their staff.
However, a survey of these counseling service centers
[50] concluded that only 39.8% stated that their staff
had attended specific dementia training. Accordingly,
the staff members of counseling service centers describe
a desire for specific dementia training. In a concrete
counseling situation, most target groups receive demen-
tia specific information materials (72-80%) [49, 50].
Beikirch, Braeseke [48], Braeseke, Delekat [49], Dehl,
Nolting [50] reported that counseling service cent-
ers predominantly cooperate with dementia counseling
centers in their region: 35.4-41.5% recommend that
people with dementia and their relatives should contact
these centers [49, 50]. Overall, cooperation with spe-
cialized service centers (dementia counseling centers
in most federal states in Germany) is described as good
from the perspective of the counseling service centers.
One of these specialized dementia counseling centersis
listed among the Top 3 best-rated facilities for coopera-
tion [48]. Established (specialist) physicians (20.0%) and
primary care physicians (25.0%) received negative rating
scores as cooperating partners [48].

Finally, we were able to identify one concept in which
counseling according to §7a for people with dementia
and their relatives is embedded [44]. In this concept, the
primary care physician acts as a gatekeeper and mediator
of the various health care services. It is expected that this
will increase utilization and improve the care of people
with dementia and their relatives living at home.
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Digitalization of counseling We could not identify
any studies that focused on or evaluated the digitali-
zation of counseling services (§7a SGB XI) for people
with dementia and their relatives. Consequently, we
were unable to identify any detailed information on the
extent to which digitalization affects these counseling
services.

In the study by Paulicke [53], methods for digital
counseling services according to §7a SGB XI for peo-
ple with dementia and their relatives are described as
promising from the perspective of the counselors. This
includes video-supported counseling, counseling via
telephone or e-mail exchange between the counselor
and the person seeking counseling. The authors point
out that digital counseling services need to be simple
to use for counselors and the people with dementia and
their relatives. Digitalization should not appear as an
additional barrier when seeking counseling [53].

Understanding the perspective of those being counse-
led 'We could not identify any publications that exam-
ined or evaluated target group-specific needs related to
people with dementia, nor did we find publications that
addressed the perspective of people with dementia and
their relatives when seeking counseling (§7a SGB XI).
We found one study that described the need for coun-
seling of people with dementia and their relatives from
the perspective of a counselor [52]. Lobenwein [52]
reports complex needs for counseling among relatives
that correspond with the specific symptoms of the fam-
ily member’s dementia. These needs can be divided into
the topics "dementia symptoms and experience” (refers
to basic knowledge of dementia & understanding of the
disease, changes in relationships, changed behavior, e.g.,
personal hygiene, self-harm, and acceptance of demen-
tia), "burdens" (refers to own helplessness, solutions
and reflection of conflict situations, interaction with
people with dementia), "framework conditions" (refers
to determination and application for benefits from the
care insurance, referral to the primary care physician
for diagnosis of dementia and medical treatment, legal
situation, e.g., guardianship, health care proxy) and
"relief" (refers to acknowledgment that support services
are needed, identifies respite options, builds a respite
system). Furthermore, Lobenwein [52] points out that
people with dementia often come for counseling dur-
ing the early stages of dementia. If this is the case, peo-
ple with dementia often seek clarification of the disease
(e.g., diagnosis, early symptoms of dementia). Regarding
the relatives of people with dementia, Lobenwein [52]
describes the opposite and reports that they often only
seek counseling services after they have already been a
caregiver for a long time.
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Discussion

To our knowledge, our “gray-shaded” scoping review
is the first systematic overview, which focuses on the
concepts, structures, and experiences of people with
dementia and their relatives regarding counseling
according to §7a SGB XI. The strengths of our review
are the methodological quality and the systematic
(reproducible), and comprehensive approach to iden-
tify gray and peer-reviewed published literature on this
specific topic. Our approach to identifying and include
gray literature in our review allowed us to obtain a
broad national scope of the topic area.

We identified six studies within a total of 12 reports
[44, 48-50, 52, 53]. Based on our findings, we defined
three themes: "understanding conceptual dimensions",
"digitalization of counseling ", and "understanding the
perspective of those being counseled". We did not find
any evaluation report related to counseling services
according to §7a SGB XI with a comprehensive focus
on people with dementia and their relatives. Although
people with dementia and their relatives make up one-
third of the people seeking counseling services (§7a
SGB XI), no dementia specific counseling services seem
to exist, only one concept embedded a dementia spe-
cific counseling service into their primary care struc-
ture and processes [44, 48—50].

Furthermore, none of the identified studies presented
the experiences from the perspective of people with
dementia or interviewed them about their involvement
in counseling services in Germany. Mainly the perspec-
tive of counselors or other stakeholders were presented
in the identified studies [44, 48-50, 52]. Consequently,
the perspective of people with dementia and that of their
relatives remains mostly unknown regarding counseling
services (§7a SGB XI) in Germany. However, understand-
ing the perspective of this particular population appears
to be essential since. Lobenwein [52] states that people
with dementia and their relatives have different and more
comprehensive needs and demands for counseling and
counseling structures according to §7a SGB XI than peo-
ple with non-dementia related care needs. This empha-
sizes the fact that within the progression of dementia and
the accompanying symptoms, people with dementia and
their relatives appear to have additional support needs
(e.g., specific information about dementia related phe-
nomena) and require specific structural conditions (e.g.,
support for the person with dementia during counseling
sessions) and/or locations (e.g., integrated into everyday
activities such as shopping) [52, 53]. These findings are
confirmed by the international literature [12—15]. Conse-
quently, it seems crucial to investigate the perspective of
the persons with dementia and their relatives, to better
understand their needs for counseling services (not only
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according to §7a SGB XI) and to develop and implement
tailored services.

We did not identify any concrete results about ini-
tiatives for digitalization [56, 57] of counseling services
according to §7a SGB XI for people with dementia and
their relatives. However, the literature shows that the
implementation of digital structures for counseling ser-
vices (e.g., telephone and/or e-mail) for relatives has been
perceived as a relief and an opportunity to make use of
counseling services and lead to a positive evaluation [10,
58, 59]. Consequently, this needs to be considered when
improving counseling services for people with dementia
and their relatives [30, 60].

Furthermore, we need to contemplate how awareness
and acceptance of counseling services (§7a SGB XI) can
be increased. Usually, the primary physician is the first
point of contact or the first contact with the health care
system for people with dementia and their relatives [61].
Bartholomius, Gruschinski [44] recommends that a pri-
mary physician can act as the primary contact person
for the referral to the counseling service centers and as a
gatekeeper within the health care system, which may help
improve awareness and the use of counseling services
according to §7a SGB XI among people with dementia
and their relatives.

Finally, it can be assumed that counseling people with
dementia requires different skills of the counselors and a
variety of methods to provide counseling to people with
dementia and their relatives [62]. To increase these skills
among counselors, it seems necessary to develop and
implement specific training and education programs that
consider the needs of people with dementia and their rel-
atives. This could improve the awareness and knowledge
of counselors and their interactions with people with
dementia and their relatives in counseling and contribute
to better patient-reported outcomes [63].

Limitations

Our gray-shaded scoping review has some limitations.
First, we only included studies that explicitly addressed
counseling for people with dementia and their relatives
according to §7a SGB XI. Consequently, we did not
include studies if it was not clear whether they referred
to this type of counseling and this population. This may
have resulted in not identifying all relevant publica-
tions for our review. Second, it remains unknown to
what extent evaluation reports on counseling services
are published (open access), since evaluation results are
not always published in detail, but primarily available to
political stakeholders. Consequently, publication bias
cannot be excluded in our review. Last, despite the use
of the anonymous function of the browser (Safari) used
for the Google searches, this appears to be difficult to
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reproduce, since personal characteristics (search his-
tory) probably nevertheless caused an adjusted result in
Google and Google Scholar.

Conclusion

We identified a few gaps in the provision of counseling
services for people with dementia and their relatives:
one-third of the people who used counseling accord-
ing to §7a SGB XI are people with dementia and their
relatives; therefore, we deem it essential (1) to conduct
specific evaluations related to this particular popula-
tion and (2) to understand the perspective of people
with dementia and their relatives (for example, how
they experience this service). Furthermore, to develop
a quality standard [30], a scoping review of counseling
services, concepts, and structures for people with
dementia and their relatives (beyond §7a SGB XI) is
needed to define a substantial evidence base. This could
be accomplished by first reviewing the international
literature to clarify heterogenous definitions on care
counseling for people with dementia in different coun-
tries in comparison of how counseling is embedded in
case/care management approaches [27]. Furthermore,
the development of a quality standard [30] could be
done in a participatory manner by involving relevant
stakeholders and people with dementia and their rela-
tives and thus include individual preferences of people
with dementia and their relatives [64]. This approach
appears to be in line with the national dementia strat-
egy in Germany [30] and would support the overall idea
of the German dementia strategy to make health care
systems more dementia-friendly [65].
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