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Abstract

Background Systematic reviews summarize and evaluate relevant studies to contribute to evidence-based prac-
tice. Internationally, researchers have reached a consensus that the active involvement of the public leads to bet-
ter research. Despite this agreement, there are many reviews of research concerning healthcare interventions
intended to promote the care of people living with dementia and those from their social network (e.g., close con-
tacts, both family and non-family members) primarily involve only healthcare professionals and other experts. Due
to the lack of a dementia-sensitive framework to actively involve people living with dementia and those from their
social network, and healthcare professionals as co-researchers in systematic reviews, it is important to develop

a framework to inform practice.

Methods For this framework development process, we will recruit four people living with dementia and a total

of four people from their social network, and three healthcare professionals working in acute or long-term care
settings. We will conduct regular meetings with these groups of the public and healthcare professionals to include
them in all stages of the systematic review. We will also identify and develop methods necessary to ensure meaning-
ful involvement. The results will be documented and analyzed for the development of a framework. For the plan-
ning and preparation for these meetings, as well as the conduct of the meetings themselves, we will be guided

by the principles of the INVOLVE approach. In addition, the ACTIVE framework will be used to guide the degree

of involvement and the stage in the review process.
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Discussion We assume that our transparent approach to the development of a framework to support the active
involvement of people living with dementia and those from their social network, and healthcare professionals in sys-
tematic reviews will serve as an impetus for and provide guidance to other researchers with the goal of increasing
researchers'focus on this topic and facilitating systematic reviews that apply participatory approaches.

Trial registration: Trial registration is unnecessary as no intervention study will be conducted.
Keywords Framework, Participatory research, Collaboration, Public, Dementia

Plain English summary

Systematic reviews summarize and evaluate studies on a particular topic. They provide information, for example,
regarding whether an intervention is beneficial. This type of review is particularly important for healthcare profession-
als because they can use the results of the review to guide their actions. There is a growing awareness that the pub-
lic, including people living with dementia and those from their social network (e.g.,, relatives, friends), need to be
actively involved in the process of preparing these reviews when they are concerned with the topic of the reviews.
Despite this consensus, it is often the case that only healthcare professionals are involved in such reviews. At pre-
sent, no framewaork for the active involvement of people living with dementia and those from their social network,
and healthcare professionals in systematic reviews has been developed. Therefore, we will develop such a frame-
work together in collaboration with a range of members of the public and healthcare professionals. For this pur-
pose, in addition to healthcare professionals, we will involve people living with dementia and those from their

social network. Over the course of several meetings, we will engage in discussion with them and identify the stages
of the process of conducting a systematic review in which their involvement as members of the researcher team

is meaningful. We will furthermore identify the requirements associated with such an active involvement. A written
report of these discussions will be produced in collaboration with the group. This will contribute towards the devel-
opment of a framework for other researchers. The framework will later be made available to the public free of charge
to increase awareness of this topic and to contribute towards more frequent, well-organised and meaningful involve-
ment of people living with dementia and those from their social network, and healthcare professionals in systematic

reviews.

Background

Systematic reviews are a key resource for healthcare
professionals to deliver evidence-informed health-
care. The importance of such reviews is partly due to
the fact that they assemble different studies related to
a particular topic and evaluate the effectiveness of, for
example, complex interventions with the aim of making
recommendations either for or against their use [1-3].
On the other hand, studies focusing on implementation
strategies can also be organized in terms of their imple-
mentation outcomes and reevaluated using systematic
reviews, thus providing healthcare professionals with
evidence-based information regarding the best possible
implementation strategy for the intervention in ques-
tion [4, 5].

These reviews are characterized primarily by a rig-
orous systematic, and transparent approach, and
they impose certain requirements on the researchers
who perform them to ensure appropriate quality. For
example, the Cochrane Collaboration, one of the most
respected organizations focused on conducting and
publishing systematic reviews, notes that conducting

these reviews requires at least one senior researcher
who has experience conducting such reviews [6].

In addition, the call for the active involvement of
the public and healthcare professionals has become
increasingly “louder” in recent years [7, 8]. In terms of
systematic reviews, this call often highlights the active
involvement of healthcare professionals in the task of
assessing the clinical relevance of identified interven-
tions, which can be accomplished, for example, by fol-
lowing the Grading of Recommendations Assessment,
Development and Evaluating (GRADE) approach [9].
Furthermore, the involvement of members of the pub-
lic (e.g., people living with dementia) in systematic
reviews often appears to be inconsistent, related only
to specific individual stages of the review, and report-
ing about active involvement is nontransparent [10,
11]. In particular, the active involvement of people liv-
ing with dementia and those from their social network
often appears to be insufficient or limited only to the
discussion and contextualization of the results of such
reviews [10]. The present degree of noninvolvement of
people living with dementia seems to be the result of
certain stigmatizing prejudices [12] and is no longer
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based on the current state of research on this topic,
as a multitude of research projects have successfully
demonstrated ways in which people living with demen-
tia can successfully become involved in such projects
[13, 14]. In addition, it seems to be self-evident that
the perspective of people living with dementia and
those from their social network differs from other
public groups in terms of their lived experiences, the
challenges they face due to the symptoms related to
dementia, and their need for dementia-sensitive sup-
port to facilitate their active participation in relevant
studies [15]. However, their lived experience in par-
ticular is of great importance with respect to their role
as active members of the research team, as this factor
influences, for example, the development of research
questions in a way that cannot be accomplished by
any other means than the participation of people liv-
ing with dementia and those from their social network
[7, 16]. Previously, a few approaches to active involve-
ment in different types of reviews have been developed;
however, these approaches appear to be rather open
and general as opposed to being specifically focused on
(or even developed in collaboration with) people living
with dementia and those from their social network [17,
18]. Consequently, the extent to which people living
with dementia and those from their social network, and
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healthcare professionals can meaningfully be involved
as co-researchers in systematic reviews and appropri-
ate methods for their active involvement have yet to be
identified.

Aim and research questions

To address this research gap, we will develop a frame-
work how to actively involve a variety of people liv-
ing with dementia and those from their social network,
and healthcare professionals in a systematic review in a
participatory manner. This framework will have a “liv-
ing” character and will be further developed through
the application in future research projects based on the
resulting findings and experiences. Our project will take
place from August 2022 to July 2023. The planned time-
table for the project is provided in Fig. 1.

We will investigate the following research questions:

RQI In which stages of a systematic review can people
living with dementia and those from their social network,
and healthcare professionals be actively involved mean-
ingfully, and to what extent can they be involved in the
different stages?

RQ2 Which methods are most important for people
living with dementia and those from their social network,

Project planning

DECIDE-SR

Recruitment of coresearcher/International advisory board

Kickoff meeting

Aim & research question

Recruitment of coresearcher for the review

Inclusion & exclusion criteria

Search strategy, search & selection

Data extraction & assessing the study quality

Analyses

Results interpretation & presentation

Summary, conclusion, implication

Writing & publish review

Dissemination of the review

Writing the review protocol

Planning
Conducting
Fig. 1 Timetable of the DECIDE-SR project
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and healthcare professionals in the various stages of the
systematic review to ensure their active involvement?

To report our study protocol and to ensure rigor, we
will follow the short version of the GRIPP2 reporting
checklists: tools to improve reporting of patient and pub-
lic involvement in research [19] (Additional file 1).

Methods

By conducting a narrative literature search for frame-
works related to the involvement of public groups and
healthcare professionals in research, we identified the
INVOLVE briefing notes [20] and, with a specific focus
on systematic reviews, the ACTIVE framework [17]. We
will discuss both frameworks, adapt and use them to our
task of framework development with the members of our
research team (people living with dementia and those
from their social network, healthcare professionals, and
researcher) to support our project (DECIDE-SR).

To plan and prepare for the meetings with the public
and healthcare professionals involved in our project as
well as to guide the actual conduct of these meetings, we
will follow the information and advice provided by the
INVOLVE Briefing Notes for Researchers [20]. These
notes address a total of ten different topics and aim to
support and help researchers involve public groups in
research. Example topics in this context include infor-
mation and advice regarding planning and preparing for
the process of involving the public as well as guidance for
situations in which something goes wrong in the project
[20]. In addition, this material contains a supplemen-
tary briefing note focused on systematic reviews [21].
This briefing note categorizes the active involvement of
the public in systematic reviews into three different lev-
els (1. in individual reviews, 2. across a group of system-
atic reviews, and 3. at the unit level e.g., being part of a
research group/department).

The other framework that we will use and adapt for
our project is the ACTIVE framework [17]. The Active
framework will be used to facilitate the systematic inclu-
sion of groups of the public and healthcare profession-
als in systematic reviews. For this purpose, the factors
of recruitment (open or closed), approach to involve-
ment (one-time, continuous, or combined), method of
involvement (direct or indirect), the 12 stages in the
review process (e.g., develop question, plan methods)
and the degrees of involvement (receiving, contributing,
influencing, controlling, and leading) will be taken into
consideration.

Recruitment of the research team
Since our process of framework development focuses on
individual reviews [21], we will follow the approach of
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closed recruitment to recruit our research team [17]. This
choice is particularly due to the fact that this process of
framework development is embedded in the structures
of the DECIDE-SR project and thus linked to a prede-
fined time period and sources of funding. Accordingly,
as early as possible in the project, a researcher (MR) will
personally contact and recruit members from the Patient
Advisory Board of the Deutsches Zentrum fiir Neurode-
generative Erkrankungen (DZNE) as well as healthcare
professionals with a focus on acute care or long-term
care who are collaborating with the DZNE Site in Witten.
In this way, the potential people, who are interested in
active involvements, will be introduced to the DECIDE-
SR project and the tasks that they would face; they will
also be informed that they will be financially rewarded
for their direct and continuous work on the DECIDE-SR
project [17, 20]. Since this project is one of the first to
feature the active involvement of e.g., people living with
dementia and is implemented in a situation of limited
resources due to the project’s funding and time, we will
ensure that the number of involved people remains small.
Consequently, we determined in advance that we will
recruit four people living with dementia and a total of
four people from their social network, and three health-
care professionals with an expertise in dementia care rep-
resenting either acute care or long-term care.

Our inclusion criteria require potential people to be
members of the DZNE Patient Advisory Board or to
be working in a partner facility of DZNE Site Witten.
Involvement in our project DECIDE-SR does not require
an assessment of the cognitive status of the people living
with dementia. This decision was made because a cogni-
tive assessment would contradict relationship building,
which is an essential aspect for participatory research.
Additionally, it would only refer to the actively involve-
ment of the people living with dementia, which could
cause a stigmatizing effect. Furthermore, the score of
the cognitive assessment would not provide information
about the skills related to the involvement in the different
levels of conducting a systematic review [22].

Furthermore, potential people living with dementia
who agree to work with us will receive a contract from
the DZNE for their work on the DECIDE-SR project
and will thus be on an equal level with the DZNE in for-
mal terms. This contract was drafted by the DZNE legal
department, clarified by the data protection department,
and supervised by the compliance office. Among other
things, this contract states that no personal data other
than the dementia diagnosis of the research team mem-
bers will be collected. The contract is discussed in detail
between the people living with dementia and a DZNE
researcher (MR) so that the research team members can
make an informed decision. Nevertheless, all people will
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have the opportunity to terminate their collaboration
with us at any time to ensure that they are free to decide
how long and to what extent they want to be involved in
the project [7].

Planning for, preparation for and conducting of meetings
Our joint meetings, which will be structured themati-
cally based on the stages involved in a systematic review
(Fig. 2), will begin with a kickoff meeting, during which
we will schedule a preparation phase and at least one
meeting.

Each review stage will be discussed in at least two
meetings: a decision meeting to determine the degree
of involvement and one meeting to discuss the methods
that are necessary to ensure the active and meaningful
involvement. Preferred times and days for meetings will
be requested in advance, and the times and days with the
most overlap will be selected. All virtual meetings (every
14 days) will have a duration of 60-90 min, which both
represents an appropriate amount of time for people
living with dementia and from their social network and
allows us to accommodate the time pressures frequently
experienced by healthcare professionals [7, 23]. After
each meeting, a protocol of the results will be written in
lay terms (ALH) and emailed to the research team within
one week of the meetings (MR). All information regard-
ing an upcoming meeting (e.g., PowerPoints or relevant
literature) will be prepared in lay terms and emailed to
all by a researcher (MR) at least one week prior to the
scheduled meeting [7].
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Kickoff meeting

For the kickoff meeting, we will start with a personal
introduction round to facilitate the establishment of a
relationship within the research team as well as to reduce
any initial inhibitions. As a further purpose of the kick-
off meeting, two researchers (CM/MRM) will introduce
the methodology associated with systematic reviews
and degrees of active involvement. Subsequently, we will
discuss the goal of the DECIDE-SR project and present
a detailed description of the schedule for the project.
Thereafter, we will discuss our expectations regarding
the project, and we will establish written agreements
about how we want to work together and communica-
tion rules regarding further meetings. We anticipate
that not all members of the research team will be able to
attend all meetings regularly and that some of them will
form a core team. This possibility of dropping out situa-
tion has also been reported in the context of other pub-
lic and healthcare professional groups in the context of
participatory research approaches [24]. To address this
issue and to “leave no one behind’, we will discuss the
idea of building tandems between recruited members of
the research team (people living with dementia and those
from their social network, and healthcare profession-
als) and researchers from the DZNE at an early step of
the process. Working in tandems could be implemented
for each step of the DECIDE-SR study and provides the
opportunity to engage in continual short exchanges on
projects news between tandem partners, for example, via
e-mail or telephone [25].

? Aim & research question

M Recruitment of co-researcher for the review

\/ Inclusion & exclusion criteria

Results interpretation & presentation

Q Search strategy, search & selection

I/
@‘ Summary, conclusion, implication

D\
Data extraction & assessing the study quality

.

Writing & publish review
2
ﬁ’ Dissemination of the results

Writing the review protocol

Fig. 2 Overview of the stages to be discussed in the planned meetings
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Additionally, we will discuss the manner in which we
want to make decisions: one method could be a voting
process (e.g., open versus concealed), another method
could be an open consensus-based approach or a com-
bination of different methods (such as nominal group
technique) [26]. Regardless of the outcome of the discus-
sion, there is a need to adjust the voting options (e.g., dig-
ital, or analog) individually and in consultation with the
research team members, to promote an equal voting.

Finally, we plan to discuss organizational aspects of the
project, such as overarching contact persons, the possi-
bility of extra support persons, possible resources needed
(e.g., internet access for virtual meetings) and channels of
communication.

Meetings

To ensure that our meetings can determine the nature
of the meaningful and active involvement in systematic
reviews and the methods required to guarantee such
involvement, we plan to begin each meeting with a gen-
eral conversation and will ask the following questions: “Is
there anything you want to share with the group before
we start with our meeting?’, “Do you have any questions
regarding the last or today’s meeting?” The aim of these
questions is to facilitate communication, relationship
building and trust within the group and to ensure that
the meeting offers a space in which everyone can talk
about their current circumstances, or issues that may be
bothering them now, or challenges related to the project.

Information

about the topic forfj
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With regard to the meeting focused on the task of
determining the degree of active involvement, it is
planned that two researchers (MRM/CM) will provide
overall content information based on the corresponding
stage of a systematic review (Fig. 3) as well as show and
explain an example (e.g., the publication of a protocol for
a systematic review). Additionally, other members of our
research team can get involved in the preparation of each
meeting and be involved in the presentations of content.
This active involvement in the preparation and presenta-
tions will be asked at the end of each meeting for the next
meeting. This offers the opportunity, that people living
with dementia and those from their social network, and
healthcare professionals may explain the next stage of the
systematic review, e.g., development of a search string for
systematic reviews.

For each degree of involvement (receiving, contribut-
ing, influencing, controlling, and leading), we will provide
examples drawn from the ACTIVE framework regard-
ing the various forms that involvement in this stage of
the systematic review can take (an example can be seen
in Table 1). Following the presentation of the example,
the plan is for the members of the research team to vote
on what they think is a meaningful degree at which they
could be actively involved. The results will be discussed,
and a final feedback session will be conducted to clarify
any open questions or discuss further points.

Based on the decision results for the degree of active
involvement, two researchers (CM/MRM) will prepare a

What is a protocol for a systematic review?

Step-by-step
description
for the procedure

09 ©

~=?

DECIDE-SR

Is written in
advance

e

N
DZNE

Fig. 3 Example PowerPoint slide containing information regarding the topic at hand
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Table 1 Examples of what involvement can look like
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Degree of involvement Example

Receiving information only
Actively contributing

Presenting the written protocol, no active involvement besides receiving the information
Discussing the written parts of the protocol, and asking for your feedback, no active involvement

in the decision how to response to the provided feedback from all members of the research team

Actively influencing content
Actively controlling content
Actively leading the writing process

Writing together with a researcher, therefore actively involved during the writing process
Writing on your own a preferred section of the protocol and therefore defining content of the protocol
Acting as first or last author of the protocol

PowerPoint presentation for the following meeting. The
focus of the meeting is on the task of discussing with the
research team the methods that are appreciated to imple-
ment the decision results concerning the issue of their
active and meaningful involvement. As an example, if the
degree ‘influencing’ was chosen by the vote as the degree
during which the review protocol will be written, we will
ask them which methods they appreciate for support-
ing this process, such as training in the use of Microsoft
Word, the publication guidelines of different journals,
or the requirements of protocols based on the relevant
reporting guidelines [27]. We plan to discuss these sup-
porting methods, for example, in terms of personal
attributes, and equipment. Finally, we will decide on the
various support methods, and a list of the most appreci-
ated methods will be created.

Synthesizing, evaluating, and testing the framework

The results of these meetings will be synthesized and
transformed into a framework at a final project meeting.
For this purpose, the preferred degree of active involve-
ment and supporting methods chosen by each person (as
described above) will be presented in a free-of-charge,
easy-to-read format (e.g., pocket cards) in a manner anal-
ogous to the corresponding stage in the process of con-
ducting a systematic review.

Throughout the project, DECIDE-SR will be supported
by stakeholders from Alzheimer Europe who are leading
the European Working Group of People with Dementia
(EWGPWD). Both stakeholders (DG/AD) will be con-
sulted on a regular basis and provide critical feedback
throughout the project. Their comments will be dis-
cussed with our research team. The result of this respon-
sive feedback allows to adjust our project processes
accordingly.

Finally, we expect that at the end of the framework
development process, we will also have developed a pro-
tocol for conducting a systematic review written together
with the research team. We want to apply this proto-
col in a follow-up project and will ask the people of the
research team whether they are interested in continuing
their active involvement of such a follow-up project.

Discussion

Despite calls to actively involve members of the pub-
lic (such as people living with dementia and those their
social network) together with healthcare professionals
in systematic reviews and the corresponding increase in
the prevalence of this approach [28], no detailed guid-
ance has yet been provided concerning how to achieve
this goal in the context of people living with dementia
and those from their social network. This research gap
is surprising because the number of reviews focusing on
people living with dementia is steadily increasing; none-
theless, at present, the active involvement in all research
steps takes few forms other than their involvement in the
discussion of review results [17].

We hope that our approach of active involvement
while developing a framework to ensure active involve-
ment of people living with dementia and those from
their social network together with healthcare profes-
sionals will raise awareness among other researchers
and stakeholders (e.g., funding agencies). This active
involvement approach is especially important to the
task of ensuring that research remains focused on the
needs of people living with dementia [7, 16] and those
from their social network, which may improve the pro-
vision of dementia care. Because people of the public,
such as people living with dementia are expected to
contribute different skills than other populations when
getting actively involved in research [7], we expect that
our framework will particularly offer new insights for
dementia-sensitive participatory research approaches
[7]. Further, this project faces a certain amount of dead-
line pressure, which, combined with the large number
of stages that must be discussed as part of the system-
atic review, can lead to certain challenges. We hope to
overcome these challenges by ensuring the early active
involvement of all research team members and clear
communication about the schedule and planned tasks.
Finally, it should be mentioned that we will receive con-
tinuous support from adjacent researchers associated
with the (inter)national advisory board for the pro-
ject (DECIDE-SR). Based on different methodological
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papers about participatory research and co-research
[14, 25]. We consider all members of the research team
as equal co-researchers of the DECIDE-SR study. Fur-
thermore, the DECIDE-SR study is about the develop-
ment of a concept on how to actively involve people
living with dementia and those from their social net-
work, and healthcare professionals, no data will be col-
lected and therefore no ethical clearing is necessary.
Involving people living with dementia as co-researchers
and not needing ethical clearing is also emphasized by
Alzheimer Europe [7] as well as by the European Work-
ing Group of People with Dementia (EWGPWD) [29].
By conducting an ethical clearing due to one identity
characteristic (diagnose of dementia) of one person
among all co-researchers would cause discrimination
and stigmatization [30]. We are aware that there might
be a knowledge gap concerning ethical dilemmas while
including vulnerable groups (here people living with
dementia and those from their social network) as co-
researchers. To be aware and act accordingly is of par-
ticular importance when people are involved based
on their lived experience with dementia. Within the
DECIDE-SR study we can rely on a long-term relation-
ship and will implement a sequence of reflecting of the
active involvement in each meeting [31]. Members of
the DECIDE-SR research team will either be financially
compensated for attending the meetings (people living
with dementia and those from their social network) or
attending the meetings will count as work time (health-
care professionals). The co-researchers (people living
with dementia and those from their social network)
will be recruited through the DZNE Patient Advisory
Board and thus have been in contact with the research-
ers for a long time and have already collaborated in pre-
vious projects. People living with dementia will sign a
contract with the DZNE, due to their potential expo-
sure of their disease when their name will be displayed
while becoming a co-author. This contract is discussed
in detail with the people so that they can make an
informed decision. Additionally, there is the chance to
participate in the project without a contract and par-
ticipating anonymously as a co-author.
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