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1 | BACKGROUND

People with dementia and their informal caregivers require support
in various areas of life (WHO, 2017). Information, care coordination
and transferring to different care settings are indispensable for the
purpose of disease management (National Institute for Health and
Care Excellence (UK) 2018). Case management (CM) seems to be
a promising approach to support people with dementia and their
families in accessing timely and need-tailored support (Khanassov
& Vedel, 2016).

CM is a consulting and coordinating concept that was devel-
oped to deal with complex needs of people within their social
contexts (Monzer, 2018). Among others, CM is formed by the
system theory (Kleve et al., 2018), which is helpful for under-
standing complex social phenomena (Luhmann et al., 2013). The
Case Management Society of America (CMSA) defines the con-
cept as a 'collaborative process of assessment, planning, facili-
tation, care coordination, evaluation and advocacy for options
and services to meet an individual's and family's comprehensive
health needs through communication and available resources
to promote patient safety, quality of care, and cost effective
outcomes' (Case Management Society of America, 2017). In
addition, CM should also function at the system level, because
case-oriented structures and procedures in organisations are
a prerequisite for successful CM at the case level (Deutsche
Gesellschaft fur Care und Case Management [DGCC], 2012).
CM was originally developed in the USA in the 1970s and in-
troduced as a new approach to social work and healthcare. The
majority of the CM definitions are based on the definitions by
the CMSA. The description of the individual CM steps varies,
but focusses on a process-like individual and problem- and
resource-oriented approach. The following description of the
individual process steps serves as a framework which guided
the scoping review.

The assessment covers the comprehensive collection, eval-
uation and documentation of the health, living and care sit-
uation of the person, taking needs and wishes regarding their
own situation as well as professionally identified problems and
resources into account. The planning phase comprises the ne-
gotiation and the recording of long-term, medium-term and
short-term goals for the support process on the basis of the as-
sessment, as well as the definition of the measures needed to
achieve them. Facilitation and care coordination include referring
to appropriate formal and informal support services, coordinat-
ing the measures and ensuring information and communication
among those involved. The final step evaluation includes a review
of the targeted implementation of the measures and a summary
assessment of the results of the CM process (Case Management
Society of America, 2010).

Dementia guidelines and action plans recommend the inclusion
of support and information as well as CM in the care for people with
dementia (Bundesministerium fur Familie, Senioren, Frauen und

Jugend, & Bundesministerium fiir Gesundheit, 2020).

What is known about this topic:

e Case Management aims to coordinate health and social
care for complex needs of dementia.

e Most interventions focus on the dyad of caregiver and
person with dementia.

e The effectiveness of case management for people with
dementia has been investigated in several studies with
conflicting results.

What this paper adds:

o All Case Management programmes carry out the typical
process steps, but there are differences regarding theo-
retical background, qualification of healthcare profes-
sionals and in the design of the individual process steps.

e |nthe majority of studies, assessment is described in de-
tail; however, all other case management process steps
are just mentioned, but insufficiently explained.

e Framework conditions, recruitment strategies or inten-
sity of Case Management differs and might influence

the implementation process.

The effectiveness of CM for people with dementia has
been investigated several times and summarised in reviews and
meta-analyses (Low et al., 2011; Pimouguet et al., 2010; Somme
et al., 2012; Tam-Tham et al., 2013). The majority of studies were
conducted in the USA and in the UK. CM was shown to be ef-
fective in decreasing the admission to nursing homes or hospi-
tals (Low et al., 2011; Pimouguet et al., 2010). The results of a
Cochrane review (Reilly et al.,, 2015) confirm these effects at
6 months and 18 months after implementing the CM intervention;
however, effects after 10-12 months and 24 months are uncer-
tain. Only marginal effects were found for the impact of CM on
support service use (Somme et al., 2012). The effects of CM inter-
ventions on other outcomes like mortality, quality of life and bur-
den are unclear (Backhouse et al., 2017; Reilly et al., 2015; Somme
et al., 2012). Compared with other care management models, such
as integrated care, CM was most effective in enhancing clinical
outcomes, e.g. (instrumental) activities of daily living or manage-
ment of medication (Low et al., 2011).

The external evidence of CM interventions remains inconclu-
sive. CM is a complex intervention, and the design and CM com-
ponents vary across the CM approaches. None of the available
reviews unveil the details of CM programmes or provide con-
clusions about components that seem to be most promising in
terms of positive effects on relevant dementia outcomes (Reilly
et al., 2015). The majority of reports about randomised con-
trolled trials dealing with CM provide insufficient information on
the implementation of the CM interventions, although some CM
trials describe the intervention components in additional papers
(Chodosh et al., 2012; Eichler, Thyrian, Fredrich, et al., 2014). Since
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the components of the intervention can influence the outcomes,
they should be explained in as much detail as possible (Koepke &
McCleery, 2015).

Therefore, more consideration should be given to the pro-
cess evaluation of the CM interventions (Somme et al., 2012).
Methodological guidelines for the development and evaluation of
complex interventions confirm the importance of process evaluation
(Craig et al., 2008). This aims at assessing the reliability and quality
of the implementation, clarifying causal mechanisms and identify-
ing contextual factors. A deep insight into the processes enables the
reader to get a broader view of the intervention over and beyond the

original study population (Dekkers et al., 2010).

2 | OBIJECTIVES

This scoping review aims at mapping the key components of CM
intervention programmes for dementia, particularly in order to
identify commonly used components and to explore differences
between CM programmes. In addition, aspects of the intervention's
generalisability will be explored.

The following research questions guided the data selection and

analysis:

1. How are the CM process steps applied for people with de-
mentia and their informal caregivers, and which similarities and
differences exist across CM programmes?

2. Which structural and processual conditions regarding the feasibil-

ity of CM interventions are reported?

3 | METHODS
3.1 | Design

The scoping review was guided by the methodological framework
by Arksey and O'Malley (2005) and the recommendations made
by Levac et al. (2010). The review process comprised the following
steps: (a) identifying the research question, (b) identifying relevant
studies, (c) selecting studies, (d) charting the data and (e) collating,
summarising and reporting the results. This approach allows incor-
porating a range of study designs and addressing questions beyond
those related to treatment efficacy. Although a scoping review has
many similarities to a systematic review, it does not require a quality
appraisal of the included studies (Arksey & O'Malley, 2005). The re-
porting of this review followed the PRISMA-ScR (Tricco et al., 2018).

3.2 | Search methods

We searched the databases of PubMed, CINAHL, PsycInfo (via
Epistemonikos), Cochrane and Gerolit for qualitative, quantita-

tive and mixed-methods studies. In addition, study results from
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publications by the World Health Organization (WHO), the
Organisation for Economic Co-operation and Development (OECD,
2018) and Alzheimer's Disease International were reviewed. The lit-
erature search was conducted in March 2019 and updated in May
2020. The keywords used covered Medical Subject Headings (MeSH)
and the following search terms: dementia/dement*, Alzheimer*, case

management, care management and dementia care coordination.

3.3 | Inclusion criteria

We included studies with different designs, such as qualitative,
quantitative and mixed-methods studies in the English or German
language that had been published between 1999 and 2020. The
following study populations were considered for inclusion: people
with any type of dementia living at home and/or their informal
caregivers, or people in a hospital setting when the CM inter-
vention was related to the care after discharge. According to the
definition of CM, interventions covering the components of as-
sessment, planning, facilitation and care coordination, and evalu-
ation were included, regardless of whether the intervention was
actually called a CM intervention. We excluded studies in which
CM interventions were used only to manage care during inpatient

treatment.

3.4 | Study selection

The electronic search results were entered into Rayyan QCRI (a
web and mobile app, which supports the initial screening of ab-
stracts and titles through a process of semi-automation) and du-
plicates were deleted. First, two independent researchers (AB &
SH) screened the titles and abstracts. Next, two researchers (CS
& MG) independently read the full texts and applied the inclu-
sion criteria. Disagreement regarding inclusion was discussed and,
if necessary, a third researcher was involved. The references in
the reviews were screened and included if they met the inclusion
criteria.

3.5 | Analysis

A data extraction form was developed and piloted for complete-
ness and applicability by three researchers (AB, CS, SH). The data
extraction form is based on TiDieR (Hoffmann et al., 2016) and
on the CReDECI (Méhler et al., 2016) and comprised items from
CONSORT 2010 (Schulz et al., 2010) as well as on STROBE 2014
statements (EIm et al., 2014). The programmes were analysed ac-
cording to the programme characteristics, CM intervention and
the structural and processing conditions (e.g. recruitment, modes
of interventions, healthcare professionals). The CM interventions
were analysed according to the underlying definition by the CMSA

(2017) and presented in terms of assessment, planning, facilitation
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and care coordination, and evaluation. Data were extracted by
three researchers (AB, CS, SH). Disagreement was resolved by
consensus or discussion. Whenever a particular CM intervention
was reported in more than one publication, reports were grouped

together.

4 | RESULTS
A total of 67 publications were included in our final analysis. An over-

view of the search and selection process is presented in Figure 1.

4.1 | Programme characteristics

We identified 67 studies dealing with 25 programmes. The study
and programme characteristics are summarised in Table 1. Most of
the programmes were conducted in the USA (n = 14), followed by
the Netherlands (h = 3). Two programmes each were reported from
the UK and Germany, and one programme each from China, Canada,
Finland and Italy. The programmes were investigated mainly through
quantitative analysis. More than half of the programmes were inves-
tigated in randomised controlled trials [1, 4, 5, 6, 9, 10, 11, 17, 19, 21,
22, 24, 25], two programmes used a mixed-methods design [2, 8],
and the remaining programmes were the subject of pre-post cohort
studies [3, 7, 12, 13, 14, 15, 16, 18, 20, 23].

Participants in the studies were predominantly dyads of peo-
ple with dementia and their informal caregivers. Some of the

studies included exclusively people with dementia [3, 7, 12, 13,

15, 20, 23]. The setting for all of the programme interventions
was the home of the person with dementia, with the exception
of three programmes, in which the intervention was provided in
an academic centre and at home [24], or in a healthcare centre
[14], respectively in a counselling centre [12]. The study area was
predominantly urban or rural and urban; only one programme
addressed just a rural area [18].

About half of the programmes (n = 14) reported a theoretical
framework, rationales or guidelines underlying the appropriate pro-
grammes (see Table 1). All the applied concepts differed from each
other. Nevertheless, all the programmes were derived from CM ap-
proaches or referred to other CM programmes.

The target groups of the programmes were people with de-
mentia or informal caregivers, or both. The two main objectives
were to improve the quality of care and to delay institutionali-
sation, as mentioned in about 40% of the studies (see Table 1).
The other objectives concerned reduction of dementia-related
behavioural and psychological symptoms (BPSD) and caregivers'
burden, and improving caregiver competence and quality of life.
Only a few of the programmes were intended to reduce caregiver
stress, to establish a network, or to optimise pharmacotherapy,

use of care and costs.

4.2 | Case management intervention

All the programmes included the steps of the CM process, but the
way and the extent to which they were performed varied depending

on the programme.

Records identified through
database searching
(n=1038)

Additional records identified

through other sources
(n=48)

A 4

Records after duplicates removed
(n=825)

A 4

Title and abstracts

Records excluded (n = 673)

screened
(n=825)

A

Full-text articles assessed

Full-text articles excluded (n = 85):

for eligibility
(n=152)

A 4

Publications included
(n=67)

FIGURE 1 Search and selection process of publications

Other intervention: n =61
Other study population: n = 10
Other publication type : n=9
Other setting: n =2

Other language: n =2

Full-text not available: n =1
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421 | Assessment

The assessment process was described in all of the programmes.
Seven of the 25 programmes, however, did not show any details [6,
7,10, 11, 12, 20, 21]. The COMPAS programme [8] and the CM pro-
gramme by Jansen et al. (2011) [5] used the Resident Assessment
Instrument - Home Care (RAI HC 2.0), a comprehensive and evalu-
ated assessment tool. The DelpHi-MV programme [9] applied a newly
developed comprehensive tool. This tool comprises a risk assessment
that acts as a basis for tailored interventions. Otherwise, the assess-
ment tools used were quite different. Among others, caregiver and
patient interviews [3], medication and chart reviews [2, 3, 15, 19, 22,
23], cognitive testing [3, 13, 15, 16, 23] through questionnaires or
standardised instruments (e.g. Mini-Mental State Examination), labo-
ratory tests [13, 14] and brain imaging [14] were applied.

The assessments were used to collect data in the following
areas: people with dementia, informal caregivers and the social and
domestic situation (Table 2). All of the programmes had collected
data about people with dementia in their assessment. Only seven
programmes [1, 3, 8, 9, 16, 18, 22] conducted a comprehensive as-
sessment through additional retrieval of information about informal
caregivers and the social and domestic situation.

Assessments were generally completed jointly with the case man-
ager, person with dementia and their informal carer. Sometimes addi-
tional resources were included, for instance records from a primary care
physician or other healthcare professionals [2, 18]. In one programme, a

case manager and a geriatrician [13] conducted the assessment.

4.2.2 | Planning

All the programmes used an individualised care plan. Generally, the
case managers generated the care plans together with the people
with dementia and their informal caregivers [1, 2, 4, 5, 6, 8, 10, 11,
13,14, 15, 18, 19, 21, 23]. Seven programmes did not provide any de-
tails about how the care plan was created [7, 12, 16, 17, 22, 24, 25].
Among the programmes, which were sufficiently described, different
ways of creating the care plan could be distinguished. For example,

TABLE 2 Assessment areas

Domain Assessment area

People with dementia Needs

Functioning, activities of daily living
Neuropsychiatric symptoms, behaviour

Disease-related aspects (cognitive symptoms, comorbidities,

medication)
Informal caregivers Needs
Mood, stress and burden
Social environment

Financial resources

Social support and use of nursing care

Safety and environmental issues, technical assistance

9
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the care plan was discussed in a case conference with a multidiscipli-
nary team [3, 9, 15, 20] or in difficult cases it was developed under
the supervision of a specialist [23, 24]. In other programmes, the final
care plan was shared with the primary care physician [1, 2, 3, 8, 9,
10, 23], local social services and other healthcare providers [1, 2, 4,
14, 18, 23, 24].

4.2.3 | Facilitation and care coordination

Three programmes [3, 9 10] mentioned only the facilitation and care
coordination step of CM, the other programmes provided some more
details. The following areas were identified in the programmes at this
step: coordination of services [1, 2,4, 5, 6,7,8,11,12, 13,15, 17, 19,
20, 21, 22, 23, 25], education about dementia and dealing with the
symptoms in order to improve informal care-givers’ problem-solving
strategies [1, 4, 5, 6, 8, 11, 13, 14, 15, 16, 18, 19, 21, 24, 25], and
emotional support [8, 11, 13, 25]. The case managers usually accom-
panied the coordination process, except in three programmes. They
organised the necessary support services together with the people
with dementia and their informal caregivers. However, in three pro-
grammes, the case manager coordinated the process together with
the primary care physician [9, 10] or together with the pre-existing
services [20]. The COMPAS programme [8] facilitated the delivery
of service offered mainly by one organisation. However, other add-
on components such as education, referrals, counselling, training,
emotional support, help with seeking advice about benefits, discus-
sion of plans around finance, health and welfare decisions, problem-
solving or medication review varied between the programmes [1, 2,
4,5, 6,8, 11, 14, 15, 16, 18, 19, 21, 23, 24, 25] (see also additional

interventions).

4.2.4 | Evaluation

The CM evaluation step was usually described in less detail.
Sometimes a distinction was made between monitoring and evalua-

tion, sometimes these steps were combined.

Programmes
2,5,8,13,14,17,19,23,25,9
1,3,4,5,8,9, 13, 14, 15, 16, 17, 18, 22
1,3,4,5,8,9 14,15, 16, 17,18, 22
1,3,5,8,9,13, 14, 15, 16, 18, 22,23, 24

1,2,3,9,13, 14, 16, 18, 22, 23, 25
1,3,4,15,16,22,23
1,3,18,22,24,9

1,17,18,9

9,16,17,18
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The monitoring and evaluation were usually performed by the
case managers. In some programmes the case managers liaised with
social services [4, 13], with the primary care physician [2] or per-
formed the evaluation in a multidisciplinary team [15, 20, 25]. Most
of the programmes described that the monitoring as well as the
evaluation took place if required or continuously [1, 2, 3, 4, 6, 8, 11,
12, 13, 16, 17, 18, 19, 20, 21, 22, 23, 24]. Some programmes deter-
mined fixed periods of time for monitoring, ranging from weekly or
monthly to every 3 or 6 months. The period of time for evaluation
was scheduled after 3 or 6 months [1, 3, 16] or annually [7, 9, 13].
Some programmes scheduled the evaluation after hospitalisation or
at a change in condition [3, 7, 15, 16, 171].

4.2.5 | Additional interventions

In 14 programmes [1, 2, 4, 5, 6, 7, 8, 9, 12, 14, 15, 16, 20, 25] CM
was carried out without any additional intervention. The other pro-
grammes provided mainly education and training for the informal
caregivers [13, 17, 18, 21, 22, 24]. The informal caregivers were
trained, e.g. in understanding and managing dementia-related be-
haviour, in communication skills, stress management, coping skills
and support systems, safety issues or advance care planning. There
were also programmes that did not offer a training programme but
provided educational material in the form of printed material or as
an online resource [10, 23]. Four programmes offered their own sup-
port groups [3, 17, 18, 21]. In addition to the support groups for in-
formal caregivers, the COACH programme [3] and the programme
based on nurse-led case management [21] also organised group
meetings for people with dementia, and the MADDE programme
[17] provided transportation to the education and support groups.
Other additional interventions for people with dementia were oc-
cupational therapy [11, 19], a home-based programme on cognitive
stimulation [4], cognitive behavioural therapy and motivational in-
terviewing, and treatment with psychotropic medication [14, 17].
For informal caregivers, mental health and counselling services [14,
17], a lending library [18] and assistive technology intervention [24]
were offered. The Early Home Care Programme [11] provided occu-
pational therapy, physical therapy, social work, nursing, respiratory
therapy, in-home respite care, housekeeping, personal care assis-
tance, volunteer services and psychiatric consultation as additional

interventions to the CM approach.

4.3 | Structural and process conditions
4.3.1 | Recruitment

In the majority of the programmes, people with dementia and their
informal caregivers were referred to a CM intervention by a pri-
mary care physician [1, 2, 3, 5, 6, 7, 8, 9, 10, 11, 13, 14, 15, 16, 17,
18, 20, 22, 23]. Referrals were also initiated in hospitals and outpa-

tient clinics such as community clinics, memory clinics, psychiatric

clinics or geriatric wards [1, 4, 8, 11, 20, 23, 25]. In some CM inter-
ventions, people with dementia or informal caregivers were able
to call directly to request enrolment [14, 17, 18, 23, 25]. In some
programmes, participants were recruited via counselling centres
[8, 12], different healthcare providers [14, 18, 19, 24], community
organisations and social services [19, 20], social insurance agen-
cies [19, 21], a research centre [5] or a health department [19].
Besides which extensive publicity also supported recruitment for
the programmes [19, 24, 25]. While most of the programmes had
chosen to access participants through these groups of healthcare
professionals, seven programmes chose a wider range for recruit-
ment [8, 14, 18, 19, 20, 23, 25].

4.3.2 | Modes of intervention

In the majority of the programmes, the CM intervention was car-
ried out through home visit and telephone contact. Some of the pro-
grammes described appointments outside the home (e.g. in clinics or
healthcare centres) in addition to home visits [1, 7, 13], while other
programmes either described contact to have taken place exclusively
outside the home or did not provide any information about the place
of the face-to-face contact [2, 12, 14, 22]. In the Care Ecosystem
Programme, the CM intervention was carried out exclusively via tel-
ephone without face-to-face contact [25]. Additional contacts via
e-mail or letter were described in seven programmes [1,2, 14, 15,
18, 19, 25]. Only the UCLA programme offered 24-hr support by
dementia healthcare professionals [23].

Diverse information about the duration of the programmes
could be extracted from the included studies. Because CM is based
on the individual needs of persons, in many of the programmes the
period of intervention as well as the number, frequency and dura-
tion of contacts were also adapted to the individual needs [1, 2,
3, 8, 12, 14, 16, 18]. However, some programmes had fixed time
schedules for the intervention. The schedules of these programmes
[4,5, 6,9, 10, 11, 17, 19, 20, 21, 22, 24, 25] varied between 3 and
36 months, usually depending on the duration of the programme.
The planned number and frequency of contacts varied between
one contact per year up to monthly contacts [6, 7, 9, 10, 11, 13,
15, 19, 21, 22, 23, 24, 25]. Only three programmes provided in-
formation about the duration of the contacts [5, 11, 20]. The case
managers spent between 11 and 200 hr per year supporting the
target groups.

Further information is presented in Appendix S1.

4.3.3 | Healthcare professionals

The CM programmes were coordinated or carried out by healthcare
professionals (Table 3).

In the majority of the programmes, the key healthcare profession-
als involved in the CM programmes were called case managers (n = 10).

Other CM programmes used the term coordinator (n = 5), or care
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manager (n = 4). Some programmes highlighted the dementia-related ex-
pertise, for instance as dementia care managers [1] or dementia care con-
sultants [10]. Team approaches were used in two programmes, namely
the memory care team [18], and the care team navigator [25]. Another
job title was the guide in healthcare [12]. Only the COACH programme
did not mention a job title for the key healthcare professionals [3].

The key healthcare professionals were predominantly nurses
or social workers. Some were specialised in psychiatric nursing [8],
geriatric nursing [23], or mental health [20]. A few programmes were
carried out by occupational therapists, psychologists, speech and
language therapists, respectively. Professionals from different back-
grounds were involved in several programmes (n = 11).

While training in approaches to CM was rarely described, train-
ing in dementia issues was frequently reported [1, 5, 9, 10, 16, 18, 19,
23, 25]. Only one programme mentioned training in CM for dementia
[13].

Around half of the programmes provided continuous support for
the case manager via supervision [5, 14, 23, 24] or by a multidisci-
plinary team and dementia care specialists [2, 3, 4, 8, 16, 19, 20, 21].
One programme [17] offered technical assistance meetings.

4.3.4 | Used material

Some programmes [4, 6,8, 11,12, 16, 17,18, 20, 21, 24] did not provide
any information about the physical or informational materials used, the
other programmes named or described this material briefly. From the
latter, only three reported open access to the used material, tools and
protocols on a website [1, 14, 15]. In seven programmes, a software
system was used for assessment, care planning, service and provider
referrals and monitoring, respectively [1, 5, 9, 15, 19, 23, 25]. Some of
the programmes created special assessment tools [9] or protocols [5, 7,
13, 15]. Healthcare professionals were also supported by various elec-
tronic systems, such as telephone or email systems or documentation
systems in notebooks [9, 15, 19]. Care management or intervention
manuals helped to suggest evidence-based care strategies for each
identified unmet need [1, 9, 19]. Leaflets or journals for people with de-
mentia and the informal caregivers, information sheets about available
community services and educational material for informal caregivers

were also used in some of the programmes [2, 3, 10, 22, 23, 25].

4.3.5 | Costs

More than half of the programmes provided information about the
costs of the CM intervention [1, 2, 4, 5, 8, 9, 12, 13, 17, 18, 19, 23,
24, 25]. The programmes analysed or estimated the costs per pa-
tient or per patient-care-giver dyad. The published study protocol of
two programmes outlined a cost analysis, which has not been pub-
lished so far [5, 24]. The costs of CM were considered either from
the payer's perspective, the societal perspective or from both per-
spectives. While the payer's perspective covered the medical and

formal healthcare costs, the societal perspective also covered the

Health and Jﬁ
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informal healthcare costs, including productivity losses. The pro-
grammes analysed the costs according to the following categories:
healthcare costs [1, 4, 5, 8, 9, 12, 18, 23, 24], non-healthcare costs
[1, 5,8, 9, 24] and costs of intervention [1, 2, 13, 17, 19, 24, 25]. The
described healthcare costs comprised the costs of outpatient phy-
sician treatment, other outpatient treatment (such as occupational
therapy, speech therapy and physiotherapy), inpatient treatment,
formal care (like ambulatory care, day care, home-based nursing
care and hospice care), and the costs of medication and medical aids
(e.g. bath lifts, walking sticks, walkers). Non-healthcare costs are de-
fined as the costs of care-giver's time, productivity loss of informal
caregivers, travelling, consulting alternative healthcare profession-
als and costs for technological devices. The costs of the interven-
tion included fixed one-off start-up costs, salaries for healthcare
professionals, travel costs for the case managers, costs for training
and mentoring, supplies, equipment, administrative overheads and

operational costs.

4.3.6 | Reliability

Information about intervention adherence could only be identi-
fied in two programmes [19, 25]. The software system of the MIND
programme [19] had built-in query and reporting capabilities, which
enabled the tracking of protocol reliability and self-monitoring of
the implementation process. The Care Ecosystem programme [25]
stated that no changes were made to the study design or eligibility

criteria after trial commencement.

4.3.7 | Process evaluation

Seventeen programmes [1, 2, 4, 8, 10, 11, 13, 15, 16, 17, 19, 20, 21,
22, 23, 24, 25] investigated facilitators and barriers for the imple-
mentation of CM interventions.

The risks and facilitating factors of the implementation were as-
sessed in the COMPAS programme [8]. Involvement of people with
dementia and their informal caregivers and sufficient time to set up
and organise the CM structures promoted the development of an
intervention specifically for people with dementia. However, differ-
ent perspectives on the content of case manager tasks along with no
clear guidelines for the implementation were described as barriers
for the implementation in the COMPAS programme.

Factors that facilitate or inhibit the recruitment of people with
dementia and their informal caregivers were described in seven
studies [2, 8, 15, 22, 23, 24, 25]. The facilitating factors were a
multi-component recruitment strategy, a strong partnership be-
tween the case manager, the primary care physician and other
stakeholders [23, 24] as well as information about the programme
in appropriate communal languages [2]. However, highly selected
or unclearly defined target populations [2, 22], imprecise refer-
ral procedures [8] and bureaucratic barriers [2] could hinder the

recruitment.
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Case manager characteristics that influence CM interventions
were described in eight programmes [2, 8, 10, 11, 16, 21, 23, 25]. To
promote the intervention, a wide range of knowledge and skills re-
garding dementia care and local services, and a pre-existing interest
and continuous training in dementia care were deemed necessary
[2, 11, 16, 21]. Interpersonal skills and empathy as well as a positive
therapeutic relationship to people with dementia and their informal
caregivers were described as important for the professional case
manager's role [2, 8, 10, 11, 23, 25]. Unclear responsibilities, insuf-
ficient qualifications or training of the case managers, and a lack of
resources could impede the intervention [2, 8, 25].

Ten programmes indicated [2, 4, 8, 13, 15, 16, 19, 20, 24, 25] that
cooperation and communication between case managers and other
healthcare providers or with people with dementia and their infor-
mal caregivers could also promote or impede the CM intervention.
Trustful and good working relations at the local level, close infor-
mal ties and open communication between network partners were
important for the intervention [8, 13, 15, 16, 19, 24, 25]. Software
systems could support this interaction and coordination [8, 16, 19].
However, insufficient leadership, lack of communication or difficul-
ties in sharing information could inhibit the cooperation [2]. A low
acceptance to participate in the programme by informal caregivers
and people with dementia and language barriers on the part of in-
formal caregivers from minority groups also represented barriers for
the CM intervention [4].

Facilitators and barriers in the modes of CM approaches were
identified in six programmes [2, 4, 8, 10, 16, 25]. Home visits served
better than telephone contacts or contacts outside the home to get
an impression of the living circumstances of the client [2]. Moreover,
contacts (at least once a month) initiated by healthcare profes-
sionals promoted a continuous relationship [10, 25]. Evidence- and
consensus-based practice guidelines were useful tools for the ther-
apeutic approach of healthcare professionals [16]. Time constraints
for CM interventions and a lack of face-to-face contacts hindered
the establishment of a positive relationship and limited the inten-
sity of care-giver input [2, 4]. Additional barriers were an untimely
start of CM in the illness trajectory and a lack of clarity regarding the
scope and boundaries of the intervention.

In six programmes [1, 4, 8, 13, 17, 25], the costs were analysed
in the process evaluation. Pilot funding provided incentives to de-
velop CM interventions. Programme costs and costs of community
services represented a barrier to the adoption of the intervention
measures, especially for people with low income [1, 17, 25]. In ad-
dition, system barriers such as fragmented funding across providers
or a lack of community resources impeded the success of CM inter-
ventions [4, 13].

5 | DISCUSSION

The present scoping review of CM for people with dementia included
67 studies dealing with 25 CM programmes. The study designs var-

ied; some dealt with CM interventions that were carried out solely

during study, others concerned established CM interventions that
had already been conducted in the practice and were afterwards
scientifically examined in a study. Only 6 of the 25 identified CM
programmes are established programmes. These programmes are
from the USA (n = 3), the NL (n = 2) and the UK (n = 1). The roots of
CM lay in the USA and the UK. Several CM programmes for people
with dementia have been established in the NL. The studies related
to the established programmes were published between 2001 and
2016. It seems that the number of established programmes have not
increased during that time. Almost all the programmes were offered
to dyads of informal caregivers and people with dementia. The CM
programmes differed substantially with regard to theoretical back-
ground, the qualifications of healthcare professionals, modes of in-
tervention and the implementation of the individual CM steps.

Our analysis revealed that the CM steps were mentioned in all
programmes, but were not always described in detail. However, sim-
ply listing the components does not seem sufficient to understand
the process of CM. It can be assumed that the content and extent of
the individual components can influence the effectiveness of a com-
plex intervention as well as its replicability (Hoffmann et al., 2016;
Koepke & McCleery, 2015).

The first CM step - assessment - was described in detail in
the majority of the programmes. However, especially in pilot pro-
grammes, it was often difficult to distinguish the CM assessment
from the study measures. CM, which starts with a comprehensive
assessment of the needs of the people with dementia and their in-
formal caregivers, has been described in the literature as a prom-
ising way to improve the quality of life, reduce health expenditure
on inappropriate hospital admissions, and produce societal benefits
(lliffe et al., 2019). Half of the analysed programmes collected com-
prehensive information not only about people with dementia, but
also about their informal caregivers. In contrast, few programmes
collected additional information on safety and environment, tech-
nical support, financial and social resources, and use of professional
care. However, the CM approach requires the individual context,
and available resources must be taken into account (Kanter, 1989).
CM models did not differ in their assessment in terms of the type
of background (social or medical). Programmes offered entirely by
social workers did not necessarily have a broader social focus, and
programmes offered by a nurse or physician did not always employ
a medical review. Only a few programmes used complex, estab-
lished assessment instruments such as RAI-HC or developed their
own comprehensive instruments. There are various validated instru-
ments on individual areas such as the burden of informal caregivers,
BPSD, quality of life or needs. However, there is a lack of assessment
instruments that are appropriate for the CM process in dementia. A
comprehensive assessment is necessary to gain a thorough under-
standing of the needs of people with dementia and their informal
caregivers (Lloyd & Taylor, 1995).

The other CM steps were often only named and gave no de-
tailed description of their nature and scope. The designs of the care
plan and its implementation are highly individualised. Individual de-

sign corresponded to a CM process, otherwise it was not obvious
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which concrete components, e.g. frequency and intensity of con-
tacts, motivation of people with dementia, joint decision-making or
personality of the case manager, led to the success of the interven-
tion. The motivation of people with dementia and informal care-
givers to use formal care was described as a major impact (Stephan
et al., 2018), as was the importance of a supporting network around
the case manager (Backhouse et al., 2017). However, the care plan
was discussed in a few programmes only in case conferences with
a multidisciplinary team or with specialists. In order to coordinate
the care, the case manager should ideally educate informal care-
givers about dementia, provide psychological support and refer
patients to appropriate community services to support their cop-
ing strategies, to delay institutionalisation and to facilitate ageing
in place (Tam-Tham et al., 2013). Only four programmes described
activities by the case managers in all of these three areas. Most
of them mainly provided assistance by giving referrals to commu-
nity services or by providing further education about dementia
and how to deal with it, or both. However, in most programmes,
it was not apparent how intensively and extensively this referral
was accompanied. Evaluation as the final step of the CM process
was rarely described in detail. For example, it was not specified
how and when support services were evaluated. In total, the de-
scriptions of the various CM programmes led to the assumption
that CM was seldom delivered in a complete way. The underlying
reasons for this remain unclear. The individualistic approach, inher-
entin CM, seems to be responsible for the wide variety of activities
(Koch et al., 2012). However, the intensity of CM is a key factor
for effective patient and service use outcomes (Reilly et al., 2010).
Qualities of high-intensity CM are, among others, regular meetings
with patients and informal caregivers, and proactive and timely
follow-ups (Khanassov et al., 2014), which were seldom described
in the identified CM programmes.

None of the studies reviewed presented a specific dementia-
related framework for CM. Different models of home and social
care services exist (Low et al., 2011). One of them is a dementia-
specific key worker framework (Renehan et al., 2017), which is not
explicitly defined as a CM framework. Therefore, we suggest our
own framework based on the definition of CM by the CMSA and the
elements of the VIPS model (Brooker & Latham, 2015). The four key
elements of the VIPS model are valuing people with dementia and
those who care for them, treating people as individuals, looking at
the world from the perspective of the person with dementia and a
positive social environment. The person-centred approach behind
the VIPS model showed an improvement in quality of life of people
with dementia (Chenoweth et al., 2019). The VIPS elements should
be considered in the whole CM process. The dementia-specific CM
framework can be used for developing, implementing and evaluating
related interventions.

Due to the reporting quality, it is difficult to assess the external
validity of the CM interventions. With regard to the transferability
of CM, different preconditions and the framework conditions have
to be considered. The CAREDEM programme, e.g. conducted a fur-
ther study (Waugh et al., 2013) on implementation and determined
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which skills, where they were located, what cohort of participants
and what type of contacts were most appropriate.

For some CM programmes, comprehensive information was
provided, e.g. on recruitment or healthcare professionals. With
regard to recruitment, components such as a strong partnership
between the case manager and the primary care physician and
other stakeholders (Khanassov et al., 2014) and clarity about the
scope and boundaries of the intervention (Bamford et al., 2014)
are important aspects, which were considered in the majority of
programmes. Furthermore, the people with dementia addressed
in the programmes varied in the stage of the disease, and their
needs and requirements. Programme reports did not include in-
formation on the impact of CM in relation to stages of dementia.
Corvol et al. (2017) Klicken oder tippen Sie hier, um Text einzuge-
ben. and Jansen et al. (2011) Klicken oder tippen Sie hier, um Text
einzugeben. stated that CM is most appropriate in the middle or
late stages of dementia. It can be assumed that people living alone
with dementia were hardly included in CM programmes. A recent
review confirmed inconsistencies in access to and use of support
services by older adults with cognitive impairment who live alone
(Rosenwohl-Mack et al., 2019).

Case managers might be nurses or social workers. In the included
programmes, mostly nurses with different qualifications but also
social workers carried out the intervention. In addition, a multidis-
ciplinary team was described as a promising component of CM inter-
ventions (Koch et al., 2012; Minkman et al., 2009).

The programmes also used different regional structures and lo-
cated the CM in different settings, e.g. networks, large healthcare
agencies, and communal counselling centres. Reports did not clearly
describe the influence of these aspects on the implementation of
CM. A Dutch report showed no or only few differences on care-
giver burden and satisfaction through the organisation model of CM
(Peeters et al., 2016).

Looking at the programmes over time, no clear patterns can
also be identified in how CM approaches and study designs have
changed. Most of the programmes (n = 17) were implemented from
2010 onwards. Programmes that emerged in the early 2000s, par-
ticularly in USA, were already focussed on quality of care, burden or
institutionalisation. Early programmes also involved people with de-
mentia and caregivers, as well as various professional groups. Even
in the early 2000s, randomised trials were conducted or process
evaluation was included. After 2010, a mixed-methods design was
increasingly used.

The description of the individual CM steps also varies across
all programmes and the time span of 20 years. A tendency for the
orientation of the process steps to change in a particular direction
could not be identified. It also seems that validated assessment tools
have not taken hold. Some newer programmes are more focussed
on technical components, such as telephone counselling or video
training.

The acceptance, compliance, delivery of the intervention, re-
cruitment and retention of complex interventions were insufficiently
described in the study reports (Craig et al., 2008; Reilly et al., 2010).
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In the present scoping review, it has been shown that the delivery of
the CM interventions as well as the acceptance of the participants
was poorly reported. The essential components and preconditions
for CM should be described in more detail (Verkade et al., 2010). In
principle, the concept of CM should be further developed with re-
gard to the specific requirements of people with dementia and their

informal caregivers, and interventions should be improved.

5.1 | Strengths and limitations

This review has several strengths, but also limitations. The compre-
hensive search in several databases and additional hand searching
identified a broad range of studies. There was no restriction re-
garding the study design. Synonyms for the term CM were care-
fully selected based on explorative searching, existing literature
and our own experience. To reduce subjective bias, two researchers
independently conducted the study selection and data extraction.
The data extraction was elaborated by items from the TIDieR and
CReDECI and took the valid reporting guidelines for intervention
studies and complex interventions into account.

CM interventions are offered very widely in various countries;
however, we included only CM interventions that had been evalu-
ated and published in studies (OECD, ). CM programme evaluation
published in languages other than German and English was not in-
cluded for reasons of practicability. We did not conduct a critical ap-
praisal, as this is not included in the scoping review methodology. In
addition, it was difficult to distinguish CM interventions from coun-
selling services and other complex interventions because such inter-
ventions were named CM, but actually not all CM steps were carried
out. Programmes without the core element of care coordination
were excluded. We may have missed some programmes because we
focussed on programmes based on the CM definition of the CMSA.
The definition also includes the step advocacy for options and ser-

vices, which we did not include in our scoping review.

6 | CONCLUSION

CM can help people with dementia and their caregivers to find ap-
propriate, integrated and coordinated care. However, in the absence
of a consented definition, CM interventions differ widely in the de-
sign and intensity of the programmes, and in descriptions of the
programmes. Our scoping review shows that the reporting on the
CM intervention was insufficient because important details about
the components were lacking. Since the components of the inter-
vention can influence the outcomes, they should be explained in as
much detail as possible. The CM process step assessment was com-
prehensively reported; however, the other CM process steps were
not described in detail. Especially the evaluation step was insuf-
ficiently reported. More emphasis should be spent on the report-
ing of CM interventions in order to improve the understanding of

implementation aspects. The reported implementation aspects are

not sufficient to transfer the CM intervention to other care-giving
situations. Implementation requires explanation of components
of external validity, i.e. recruitment strategies, modes of CM ap-
proaches or information about the case managers. Recommended
tools for the reporting of complex interventions, like TiDieR or
the CReDECI, would be useful for improving the reporting of CM
interventions and the external validity. Policy makers should cre-
ate legal frameworks that provide incentives for more established
CM programmes. However, policy statements in national dementia
strategies are not sufficient to meet the needs of people with de-
mentia and their families for coordinated care. Providers can use
the introduced framework for dementia specific CM to develop and
implement CM interventions. Further research should consider not
only the effectiveness of CM interventions, but also the aspects
of transferability. The user perspective remains to be considered
through enrolment of people with dementia and their informal car-

ers into the development and evaluation of CM interventions.
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