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ABSTRACT

Introduction Worldwide, most people with dementia live
at home and are cared for by informal carers. During the
dementia care trajectory, creating and maintaining a stable
care situation is a guiding principle of informal carers and
a desirable outcome of contemporary healthcare policies.
However, though there is an extensive body of research
focusing on the course of dementia care trajectories,

it remains unclear how stability of home-based care
arrangements is constituted and what are the essential
factors that influence this stability. This paper outlines a
protocol of a systematic review that aims to address these
gaps in knowledge.

Methods and analysis To theorise the complex
phenomenon of stability of home-based care
arrangements for people with dementia, we will conduct

a meta-study. Meta-studies include three analytical
components (meta-data analysis, meta-method and
meta-theory) that are combined and finally culminate in
an integrative knowledge synthesis. Originally, meta-study
was designed to include qualitative studies only. To capture
relevant contributions to our target phenomenon from all
types of evidence, we will extend the original methodology
and apply it to studies with qualitative, quantitative and
mixed-methods designs and to (systematic) reviews.
Eligible studies will be identified by systematic database
searches (PubMed, CINAHL and PsycINFO), backward/
forward citation tracking, snowballing and theoretical
sampling. All identified studies will be screened against
predefined inclusion criteria. The main analytical approach
for all analyses is thematic synthesis. The meta-study

will generate a more comprehensive understanding of
dementia care trajectories and will be used to identify
research gaps, develop future research questions and
define relevant outcomes.

Dissemination The findings of the meta-study will be
published in a series of articles in peer-reviewed scientific
journals and will be presented at national and international
scientific conferences.

PROSPERO registration number CRD42016041727.

INTRODUCTION

The prevalence of dementia is growing world-
wide. Today, over 46million people live with
dementia, and this number is estimated

Strengths and limitations of this study
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» This meta-study will provide a contemporary syn-
thesis of research related to the complex phenom-
enon of stability of home-based care arrangements
for people living with dementia, a phenomenon that
has been overlooked by research until now.

» The meta-study methodology allows reflection on
and discussion of the findings in light of the applied
theories and methodologies of the included studies.

» The original design of the meta-study will be ex-
tended to include studies with qualitative, quanti-
tative and mixed-methods designs and (systematic)
reviews and will contribute to an advancement of
meta-study methodology.

» For this meta-study, care arrangements for people
living with dementia who are not supported by infor-
mal carers were not considered. This should be done
in future research.

to increase to 131.5million by 2050." Most
people with dementia live at home.” It is their
express wish to stay in their familiar environ-
ment,” and the majority of informal carers
also wish to keep the person with dementia at
home for as long as possible.* Furthermore,
the ‘ageing in place’ policy of present-day
social security systems favours and supports
community over institutional care.”” This
preference reflects a general trend towards
social inclusion and participation of people
living with dementia in healthcare policy and
research.” Stable home-based care arrange-
ments for people living with dementia are
therefore a desirable outcome of contempo-
rary health and social care policies.

Care arrangements are characterised by the
combination of different forms of care and
support and by who coordinates and provides
this care and support.'” In most home-based
care arrangements, an informal carer assumes
the role of the key care provider."' In our
understanding, an informal carer is a relative,
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partner, friend or neighbour who provides ongoing assis-
tance to a person with a chronic or disabling condition.”
Informal carers do not work on a formal basis and are
usually unpaid, although there may be forms of reim-
bursement, for example, monetary transfers or tax relief."”
There is a debate regarding terminology: some informal
carers reject the term ‘informal carer’ and prefer the term
‘family carer’.”® Nevertheless, we use the broader term
‘informal carer’ because ‘family carer’ could be under-
stood to include only relatives. Informal carers not only
shoulder a vast amount of hands-on care but also are in
charge of managing care arrangements and different
forms of support and serving as gatekeepers at the inter-
face between informal and formal care. In most cases, it is
the responsibility of the informal carer to initiate contact
with the formal care system and to adapt the care mix to
the upcoming and changing needs over the dementia care
trajectory to keep the system—the care arrangement—
running.” '* Creating and maintaining stability is a leading
principle of this process.”” ' However, informal carers face
multiple challenges. They often start their caregiving career
with no significant knowledge of dementia, and care trajec-
tories are rarely anticipated or planned.'” ' Informal carers
must constantly adjust to the unpredictable dynamics and
ever-changing conditions of the care situation.'” * These
challenges over the course of the dementia care trajectory
lead to higher rates of carer burden for informal carers
of individuals with dementia than for carers of people
without dementia.”! * Dementia itself is one of the stron-
gest predictors of institutionalisation,” and the transition
to a long-term care institution eventually becomes a reality
for many people with dementia.

Complementing this picture, the positive aspects and
gains of caregiving are receiving increasing attention
in dementia research, and scholars have noted that the
dementia care trajectory is not necessarily a journey of
loss and strain.”* Furthermore, researchers argue that the
understanding of and reaction to dementia are affected
by the social context® Therefore, recent research
suggests a more heterogeneous and resource-oriented
picture that considers positive and successful informal
dementia care trajectories. This approach is confirmed
by the statements of many informal carers who judge
their care arrangement to be stable”®?” and are willing to
continue Caregiving.g8

Even though a multitude of studies illuminates the risk
factors and predictors of institutionalisation, the dynamics
of the care situation are not well understood.”** Conse-
quently, the studies add little to our understanding of the
diverse dementia care trajectories and the complexity of
care arrangements for people living with dementia. Other
studies in this field portray the experiences of informal
carers but pay little attention to their direct impact on
whether a home-based care arrangement can be main-
tained."®*" * In light of this limited knowledge, research is
needed to better understand the phenomenon of stability
of home-based care arrangements for people living with
dementia.

In this protocol, we introduce a meta-study that aims
to explore and theorise the complex phenomenon of
stability. The meta-study is currently in progress and is esti-
mated to be completed by the end of 2018. The expected
result(s) can be used to identify research gaps, guide the
development of future research questions and adequate
study designs, define outcomes and develop innovative
interventions for the community setting.

This protocol is designed in accordance with the
Preferred Reporting Items for Systematic Reviews and
Meta-Analyses Protocols (PRISMA-P) guidelines.* **

AIM AND GUIDING RESEARCH QUESTIONS

The guiding research questions of this meta-study are as
follows: How is stability of home-based care arrangements
for people living with dementia constituted? What are the
essential factors that influence stability? Referring to Finf-
geld-Connett and Johnson,” we use these research ques-
tions as the starting point for our research project; they
may be refined and/or extended at any time during the
research process.

METHOD AND ANALYSIS

Study design

Regarding the different approaches to synthesise knowl-

edge,”™ we sought a framework that would meet the

following requirements:

1. We are interested in a better understanding and theo-
risation of the phenomenon of stability. Therefore, the
synthesis method should lead to an interpretation and
configuration of the included findings that generates
new theory and not to an aggregation of results.

2. As a result of our previous groundwork'® on the phe-
nomenon of stability, we had learnt that we would ex-
clude relevant evidence if we would restrict the studies
to be included to only one type of research design.
Therefore, the synthesis method should be able to
combine the strengths of qualitative, quantitative and
mixed-method study designs and (systematic) reviews.

3. We presume that the phenomenon of stability is high-
ly dependent on the context in which it is considered
and that theoretical assumptions and applied research
methods have a strong influence on the understanding
and conceptualisation of stability. For example, infor-
mal caring for people with dementia is predominant-
ly understood and researched from a stress/burden
perspective.'” Such a predominant research perspec-
tive could lead to an incomplete or even biased un-
derstanding of the phenomenon under investigation.
Therefore, the synthesis method should enable critical
reflection on the influence of theoretical assumptions
and applied methods on the findings of the included
studies.

Carefully considering the different approaches,
meta-study methodology developed by Paterson and
colleagues™ best met our requirements and was chosen as
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Figure 1

our research design. The aim of a meta-study is to develop
mid-range theory. Paterson and colleagues argue that to
achieve this aim, it is necessary to analyse the theories and
methods of the included studies because ‘method and
theory are often inextricably linked with both data and
conclusions about data’ (p5). Only then will it be possible
to draw conclusions that go beyond the findings of the
individual studies and develop new theory. Compared
with other theory-generating synthesis methods, the
meta-study methodology gives high priority to the consid-
eration of theoretical frameworks and research methods
which is our main rationale to choose meta-study for
the conceptualisation and theorisation of stability. Meta-
studies combine three analytical components: meta-
data analysis, meta-method and meta-theory. The final
meta-synthesis follows these three analytical components
to generate new theorisations and create a comprehen-
sive understanding of the phenomenon. The compo-
nents of a meta-study are illustrated in figure 1.

However, meta-study was originally designed for inter-
preting qualitative research only, and Paterson and
colleagues explicitly state that the inclusion of quanti-
tative research is problematic because of the differing
epistemological perspectives of qualitative and quantita-
tive research. Nevertheless, we decided to use the meta-
study methodology and extend it by including evidence
from quantitative and mixed-method studies, as well as
systematic reviews. The comparability of qualitative and
quantitative research is controversial in the scientific
community. Thereby the differences between qualitative
and quantitative research are judged as either ‘irrecon-
cilable’ or ‘reconcilable by converting the on into the
other’.** The decision to extend the meta-study method-
ology to include mixed research is in line with the latter
position and also with the work of Dixon-Woods and
colleagues who argue that interpretive syntheses can be
conducted with all types of evidence*' and who explicitly
suggest that meta-studies have the potential to handle
diverse types of evidence.”® Our decision also reflects
the findings of Voils and colleagues® who conclude that
findings from qualitative and quantitative studies in their

review were comparable in their interpretative depth and
that the line between qualitative and quantitative findings
is less distinct than assumed beforehand. Of the different
possibilities for combining diverse research methodolo-
gies, we choose an integrated design that will ‘qualitise’
quantitative data to combine it with other, qualitative
findings.** The procedures to extract and analyse data
from diverse types of studies are described in more detail
in the Analysis and data collection process section. We will
not perform any quantitative analysis in this meta-study.

Tailored research questions

Because we chose the meta-study methodology, we
tailored our basic research questions to meet the needs of
the three analytical components and the synthesis phase
of the meta-study design. Our initial research questions
serve as overarching questions for the entire meta-study
and will guide our meta-data analysis:

» How is stability of home-based care arrangements for
people living with dementia constituted?

What are the essential factors that influence stability
of home-based care arrangements?

>

For meta-theory, we ask the following questions:

» Regarding stability of home-based care arrangements,
what are the underlying theoretical assumptions of
the included studies?

How are the theories applied over time in the relevant
research, and what trends can we observe?

For meta-method, we ask the following questions:

» What research methodologies are applied in the
included studies?

How is stability or how are specific aspects of stability
operationalised in the included studies?

>

For the final meta-synthesis, we will combine the results of

these three analytical components to evaluate...

» how the underlying theoretical assumptions (meta-
theory) and applied methods (meta-methods) shape
the understanding of stability (meta-data analysis) in
current research.

With this synthesis, we aim to explain how stability of
home-based care arrangements is constituted and what
factors influence this stability over the dementia care
trajectory. This emerging theory of the complex phenom-
enon of stability creates a sound basis for evaluating the
related concepts and influencing factors and for deter-
mining which knowledge gaps should be addressed in
future research.

Relevant groundwork and theoretical alignment

As a first important step in the preparation of the meta-
study, we developed a working definition of ‘stability of
home-based care arrangements for people living with
dementia’ (see figure 2) in a consensus process with scien-
tific experts.'® *® With this definition, we framed stability
as a dynamic process over the dementia care trajectory
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Stability of care arrangements for people with dementia living at home means

that through their (self-)caring actions the people involved succeed in

adapting the ever-changing care requirements so that the needs of the person

with dementia and his/her primary carer(s) are addressed appropriately and

care can continue at home.

Creating and maintaining stability is thus a dynamic process in which crises

are mastered and successful care routines are established. It also means that a

care arrangement moves on a continuum between stability and instability.

The termination of a home-based care arrangement and the transition into a

different housing situation may result from a basically stable care situation or

may be the result of a crisis that cannot be mastered.

Figure 2 Definition of ‘stability of home-based care arrangements for people living with dementia’.

that is shaped by all the actors involved and which can be
achieved only if their needs and demands are successfully
addressed. Furthermore, this definition reflects our theo-
retical alignment with the scientific tradition of symbolic
interactionism,’ specifically that of Strauss*® and Corbin
and Strauss,” * who focus on the trajectory of chronic
illness and describe its management as work.” In pursuing
this understanding and emphasising the role of informal
carers, the work of Nolan and colleagues' ** on family
care influences our perspective. Additionally, our meta-
study builds on theories about transitions that focus on
transitions between stable states and conceptualise them
as a complex person—environment interaction.”  These
theoretical contributions build our theoretical frame and
will guide us throughout the research process.

Literature search

During the consensus process in which we developed
our working deﬁnition,16 we started to search for, collect
and read publications which inspired our initial ideas
regarding the phenomenon of stability. In the process we
learnt thatvery few studies explicitlyinvestigate the stability
of home-based care arrangements for people living with
dementia, although a huge body of knowledge contrib-
utes to the conceptualisation of stability. In conjunction
with this experience and while designing the literature
search procedure for this meta-study, we expected that
a conventional literature search based on a narrow list
of relevant keywords would identify only a few studies.
To locate all the relevant primary research, we needed
an innovative and flexible literature search approach.
Conventional aggregative literature reviews are typically
based on a fixed research question and run reproducible

database searches. In contrast, knowledge-building and
theory-generating syntheses—Ilike meta-studies—require
that the the literature search be a dynamic and iterative
process and that various techniques be combined to
encompass the relevant body of literature throughout the
entire synthesis process.” * Therefore, we oriented our
literature search procedures towards the framework of
Boell and colleagues” *® who introduce an open-ended
‘hermeneutic loop’ that includes the repeated steps of
searching, sorting, selecting, acquiring, reading, iden-
tifying and refining. The overall aim of our literature
search is the saturation of concepts and the explication of
their inter—relationships.35 57

For our meta-study, we will combine the following
search techniques:

Berry picking

As mentioned above, during the process of establishing
consensus for our working definition, we assembled a
set of publications (berries) that provided us with initial
ideas regarding the phenomenon of stability. This purpo-
sive sampling strategy was driven by the aim of contin-
uously broadening our understanding of stability, and
it was very much in line with the browsing technique
of ‘berry picking’ as described by Marcia Bates.”® ‘Berry
picking’ is a purposive sampling strategy that uses various
approaches such as footnote, citation, journal, author or
area searching and is recommended in methodological
publications on literature search techniques for knowl-
edge-building syntheses, for example, by Barroso et al,”
Boell and Cecez-Kecmanovic,55 and Finfgeld-Connett
and Johnson.” For the present meta-study, we decided
to include a selection of 10 very informative publications
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(the berry pool) in the meta-study text set. The berry
pool guided us in the development of the working defi-
nition of stability which in turn guided the development
of our systematic database searches. To avoid bias, the
berry publications will undergo the same procedures of
coding, analysing and recoding in iterative loops (see
section 'Analysis and data collection process') as every
other publication, and they will be considered in light
of the whole body of publications throughout the meta-
study process.

Database searches
Referring to our previous research in the field and
preceding unsystematic searches, we know that a narrow
search strategy restricted to the terms ‘stability’ or ‘stable’
mightyield insufficient hits to perform a qualitative knowl-
edge synthesis. Therefore, we will encircle our phenom-
enon of interest by creating nine separate search strands.
Of these strands, seven will paraphrase central concepts
included in our working definition of stability (namely,
stability, (self-)caring actions, needs and demands, crises,
positive aspects, end-of-life care and institutionalisation)
and two will be based on theoretical assumptions (namely,
burden and interventions). An individual syntax will be
created to describe each specific strand. Furthermore, we
will create syntaxes to capture the condition of interest
(dementia), the population (informal carers), the setting
of interest (home/community) and the two outcomes,
stability and instability. Using Boolean operators, we will
combine the individual strand syntaxes with the syntaxes
for the condition, population, setting and outcomes (see
online supplementary appendix A). Three relevant data-
bases (PubMed, CINAHL, and PsycINFO) will be used for
this systematic search. Referring to Boell and colleagues,
we will be open to adjusting the search strategies during
the process of this meta-study.” *°

The following search techniques are also in line with the
goals of berry picking; however, while the berry pool was
collected in advance of the meta-study, the search proce-
dures described below will be performed throughout the
meta-study process.

Backward citation tracking
For all included publications, we will perform backward
citation tracking.

Forward citation tracking

For selected, supremely informative publications, we will
conduct forward citation tracking using Google Scholar
to identify the latest research.

Snowballing
Throughout the entire meta-study process, we will
include relevant publications identified by snowballing
techniques.

Theoretical sampling
According to Finfgeld—Connett,60 theoretical sampling
is better suited to theory development than exhaustive

MANDATORY

. study focuses on care arrangements for people living with dementia
. involvement of informal carer(s) in care arrangement

. community setting (or institutional setting if study is retrospective or reflects the
transition process)

Study defines or researches stability of
home-based care arrangements for people
living with dementia.

Study defines or analyses one of the
following concepts included in the working
definition of stability.

. (self-)caring actions

. needs/demands of people living with
dementia and their carer(s)

. dynamics in care arrangements

. crises

. successful caring routines

. transition to an institutional setting

Study makes a statement whether the
person living with dementia can stay at
home (longer/better) or not.

Figure 3 Inclusion criteria.

sampling is. We will search and add publications to our
text sample during the analysis to overcome knowledge
gaps in the emerging theorisation.

Furthermore, we will screen relevant journals.

Screening process and flow diagram

The titles and abstracts of all identified studies will be
screened by two authors in alternating teams (KK, JD, IH
and MvK). Full-text screening will be performed by one
author, who will discuss his/her appraisal with at least
one colleague. If disagreement occurs, consensus will be
achieved by discussion. The flow of studies throughout
the synthesis process will be recorded using the standard
PRISMA guidelines.”’ EndNote X7 will be used to manage
the screening process. A draft of the flow diagram is avail-
able in online supplementary appendix B.

Eligibility criteria

Figure 3 displays the inclusion criteria for this meta-study.
A mandatory criterion is that studies must focus on a care
arrangement for a person living with dementia. Further-
more, an informal carer must be involved in caring for
this person, and the person with dementia must live in a
community setting or have been recently institutionalised.
To be included in our sample, a study must either define
or research stability of home-based care arrangements
or define or research one of the concepts included in
our working definition of stability and make a statement
regarding whether the person with dementia could stay
home (longer/better). The last criterion is important for
the inclusion of only studies that make explicit statements
about how a specific concept (eg, burden) influences
stability. All types of empirical research and (systematic)
reviews will be accepted for inclusion, and no time limit
will be set. Only publications written in English, German
or French will be included in the meta-study; we will not
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use a language filter for the databases but will manually
exclude publications written in other languages.

Quality appraisal
We are aware that there is a brisk scientific debate
regarding whether studies included in qualitative
syntheses or mixed-research syntheses should be assessed
by a standardised quality-appraisal tool.”® ¥ %% As it is
our priority that the findings of the studies considered
for inclusion make a valuable contribution to a further
theorisation of the complex phenomenon of stability,
methodological quality is a secondary consideration. This
decision is in line with the conclusions of other scholars in
the field of healthcare science, who argue that the exclu-
sion of papers for reasons of methodological quality may
result in the neglect of studies that are rich in content
but are excluded for the sake of surface mistakes or frag-
mentary reporting. At the same time, uninspired studies
may be privileged due to their technical correctness
even if they do not make a valuable contribution to the
synthesis.”® % % % Therefore, a rigid quality appraisal may
not be useful for our meta-study. Nevertheless, to avoid
the inclusion of ‘fatally flawed’ publications, we will apply
the following criteria suggested by Dixon-Woods and
colleagues® to every paper, regardless of its study design:
» Are the aims and objectives of the research clearly
stated?
» Is the research design clearly specified and appro-
priate for the aims and objectives of the research?
» Do the researchers provide a clear account of the
process by which their findings were produced?
» Do the researchers display enough data to support
their interpretations and conclusions?
» Is the method of analysis appropriate and adequately
explicated?

The decision to include or exclude a publication will
be made in light of these criteria and the contribution of
the publication to the theorisation of stability. This means
that there will be no compulsory exclusion if a publication
does not meet a certain number of criteria. Every paper
will be assessed by one researcher. If he/she is in doubt
of the methodological quality of the paper, he/she will
discuss the paper with at least one other researcher, and
they will decide together whether to exclude the paper.
All decisions will be recorded in tabular form.

Analysis and data collection process
The procedures planned for each analytical component
(meta-data, meta-method, meta-theory) and for the final
meta-synthesis are described separately below. Based on
our hermeneutic and iterative approach, the analytical
procedures might be adapted and extended as the meta-
study progresses. All analyses will be performed using the
Professional Research Software for Qualitative, Quantita-
tive and Mixed Methods Research (MAXQDA 12).
Basing on our previous work and theoretical align-
ment, we deductively created a preliminary coding
system for data extraction (see online supplementary

appendix C). The codes are related to the study sample,
meta-data analysis, meta-theory and meta-method. The
content of selected codes will be summarised in tabular
form, namely, author, year of publication, country, study
aim, study design, theoretical framework, key concepts,
sample/setting, main findings and core statement related
to stability. This table will provide a general overview of
the study sample and preserve the context of each study
at a glance.

Meta-data analysis

Meta-data analysis is the comparative analysis of the
findings of all the included studies; it contributes to
the creation of an integrated body of knowledge of the
phenomenon of interest.” Thematic synthesis is our
leading analytical approach not only for the meta-data
analysis but also for the analytical components that
follow.”” Thematic synthesis is based on the widespread
method of thematic analysis which has been developed
for the analysis of primary research.”® ® Thomas and
Harden translated this method for use in systematic
reviews.”” Like us, they face the challenge of collecting a
set of primary studies that did not directly address their
review question. This circumstance made their concept
of thematic synthesis particularly useful for our purpose.
Thematic synthesis includes three stages: free ‘line-by-line
coding’ of the findings, the organisation of these codes
into related areas to construct ‘descriptive themes’ and
the development of more abstract ‘analytical themes’.
Likewise, thematic synthesis is applied for the analysis of
all types of primary research and is therefore used as well
to ‘qualitise’ the quantitative data in the meta-study text
set. Following Pope and colleagues,** our main approach
for ‘qualitising’ quantitative data is to extract relevant
concepts from the quantitative studies and to compare
them across all studies. The goal is to identify, organise
and interpret recurring themes that contribute to the
conceptualisation of our target phenomenon stability.
Therefore, we will code relevant information in the
running text, the tables and the figures of the quantitative
studies. In this meta-study, we will not perform statistical
analysis. Instead, we intend to develop a clear under-
standing of which concepts and/or influencing factors
that were researched in the quantitative studies are asso-
ciated with stability and how.

At the beginning of the analysis phase, teams of three
researchers will code the studies of our berry pool. For
each code, we will write a code memo to define the
information that should be assigned to the code. In the
process, we will develop an increasingly clearer common
understanding of the coding system and codes and will
continue the initial round of coding of all the included
studies in teams of two researchers. During this process,
new codes will be inductively developed (‘line-by-line
coding’) and discussed among the whole team. After
the initial coding round, we will review and extend our
codings and codes to construct ‘descriptive themes’ by
grouping the codes into a more hierarchical structure.
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A draft summary of the core findings will be written for
each descriptive theme by one author, who will discuss
his/her summary with the entire author team. Within
these draft summaries, we will formulate hypotheses
regarding our target phenomenon of stability that will be
questioned, confirmed or rejected during the analytical
process.™ In the next step, we will return to our concrete
research questions and review the findings and hypoth-
eses of the descriptive theme summaries regarding their
contribution to answering our research questions and to
supporting an emerging theory of stability of home-based
care arrangements for people living with dementia. Thus,
we will encompass and finally identify the major analytical
themes that will inform the final meta-synthesis.

Meta-theory

Meta-theory involves the critical exploration of theo-
retical frameworks that have provided direction for the
included primary research.” Our aim is to identify and
describe the explicitly stated and/or underlying theo-
retical assumptions of relevant research, to analyse the
application of theories over time and to observe poten-
tial trends. Specifically, the identification of hidden and
underlying theories and concepts in the primary research
is an interpretive procedure that will be performed by at
least two authors and discussed among the whole team.
We will generate further codes related to meta-theory
in our coding system. For each study, we will extract the
scientific disciplines and affiliated institutions of the
(first) authors and the publishing journal. We will code
the stated research gaps and the aim and research ques-
tions of all the studies and determine their theoretical
foundation. Finally, we will analyse whether the studies
have implications for further research that are related to
the theory. Furthermore, we will use the backward citation
tracking (see the Literature search section) for analytical
purposes, namely, to identify core authors and central
publications that might have influenced subsequent
research related to our target phenomenon. We presume
that additional analytical steps may be performed during
the iterative meta-theory analysis process.

Meta-method

According to Paterson and colleagues, the purpose
of meta-method is to consider how the application
of research methodologies influences research find-
ings, shapes the understanding of the phenomenon
of interest and affects emerging theory.” Our aim is to
describe and evaluate the study design and methodolo-
gies used in the included studies and to analyse how the
complex phenomenon of stability is operationalised in
the relevant research. To inform meta-method, we will
use selected codes in our coding system, namely, study
design and methodology, sample, sampling, setting, data
collection and data analysis. In addition, we will code
all standardised assessment instruments that have been
applied in the included studies. Following our own theo-
retical alignment in terms of the trajectory perspectives

of home-based dementia care, we will perform a separate
evaluation of longitudinal studies, the time span that
they cover and the number and frequency of data collec-
tions. We presume that additional analytical steps may
be performed during the iterative meta-method analysis
process.

Meta-synthesis

Due to the hermeneutic nature of configurative and
theory-generating synthesis, this step of the synthesis is
the most difficult to foresee and describe in advance.
The purpose of the meta-synthesis of data, theory and
method is to dig below the surface of the current under-
standing of the phenomenon of interest, to question the
validity of ideas that are currently in favour and to emerge
with a new understanding.” Paterson and colleagues
resist the prescription of definitive procedural steps and
instead encourage a dynamic circle of thinking, inter-
preting, creating, theorising and reflecting. Our aim for
the meta-synthesis is to understand and deconstruct the
interrelation of our meta-data, meta-theory and meta-
method findings. The analytical themes derived from
the meta-data analysis will provide the most substantial
content related to a new theorisation of stability of home-
based care arrangements for people with dementia.
The meta-theory analysis will illuminate the theoretical
routes of stability-related research agendas, and the meta-
method analysis will reveal a specific shape of the study
findings. Theories and methodologies will be questioned
based on their informative value and explanatory power
regarding the complex phenomenon of stability.

Teamwork

The whole meta-study process will be performed with the
collaboration of all the authors. To ensure that each author
is aware of the current status of all steps of the literature
search and appraisal, analyses and findings at any time,
we will maintain a research diary for daily notes, exten-
sively use the memo functions of MAXQDA and hold team
meetings at least weekly to discuss our meta-study project
and to produce intersubjectivity and comprehensibility.”
Furthermore, we will regularly introduce and discuss our
methodology and findings in specific working groups (eg,
a working group for qualitative methodology), and we plan
to communicate with scientists in related fields via expert
consultations (eg, meetings or telephone conferences)
regarding specific themes/questions.

Patient and public involvement
Patients and public were not involved in the present study.

CONCLUSION AND LIMITATIONS

This meta-study will provide a contemporary synthesis
of evidence related to the complex phenomenon of
stability of home-based care arrangements for people
living with dementia. It is designed to explore and finally
theorise how stability is constituted and what are the
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essential factors that influence stability. A theory-based
understanding can be used to identify the research gaps,
guide the development of future research questions and
adequate study designs, define outcomes and develop
innovative interventions for the community setting.
There are limitations regarding the design and realisa-
tion of this meta-study. We consciously restrict our analysis
to the care arrangements of people with dementia and
their informal carer(s). We are aware that a growing popu-
lation of people with dementia live alone in the community,
and we assume that stability might need to be conceptual-
ised differently in relation to the specific situations, needs
and demands of that population. Furthermore, we expect
to find little research that directly addresses our target
phenomenon. Therefore, we will need to resort to studies
that indirectly address our research questions. Regarding
the nine search strands, we might identify a plethora of
potentially relevant studies, leading to an extensive and
unmanageable sample of publications. We will attempt to
overcome this potential challenge by searching in iterative
loops until we reach theoretical/conceptual saturation.” *®

DISSEMINATION

The results of this meta-study will be published in a series
of articles in peer-reviewed scientific journals and will be
presented at relevant national and international scien-
tific conferences. The planned first article will provide a
comprehensive overview of the phenomenon of stability.
Additional articles will add deep analyses of specific
sub-themes. Furthermore, we intend to report our exten-
sion of the meta-study design in a separate publication
focused on methodology. If we refine the procedures
described in this protocol, we will document the amend-
ments in the PROSPERO database and disclose them in
future publications related to this meta-study.
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