W) Check for updates

Health Expectations WI LEY

| REVIEW ARTICLE GEEEEDD

Family Carer Involvement in Dementia Care Research: A
Scoping Review and Expert Consultation

Franziska Anushi Jagoda' | Julian Hirt>*** | Claudia Mueller® | Margareta Halek'

!School of Nursing Science, Faculty of Health, Witten/Herdecke University, Witten, Germany | *Department of Health, Eastern Switzerland University of
Applied Sciences, St.Gallen, Switzerland | *Pragmatic Evidence Lab, Research Centre for Clinical Neuroimmunology and Neuroscience Basel, University
Hospital Basel and University of Basel, Basel, Switzerland | “Institute of Health and Nursing Science, Medical Faculty, Martin Luther University Halle-
Wittenberg, Halle, Saale, Germany | *JBI Centre for Evidence-Based Healthcare Eastern Switzerland, University of Adelaide, Adelaide, Australia | ®Institute
for Information Systems, University of Siegen, Siegen, Germany

Correspondence: Franziska Anushi Jagoda (Franziska.jagoda@uni-wh.de)
Received: 9 January 2026 | Revised: 11 June 2026 | Accepted: 13 June 2026
Funding: Universitidt Witten/Herdecke, Grant/Award Number: 2023-72; HBG Foundation (Germany)

Keywords: dementia | family carer | involvement | participation | research | scoping review

ABSTRACT

Background: Family carers of people with dementia face particularly stressful and time-intensive care situations, yet their
involvement in research is vital to understanding and addressing their specific needs. To inform involvement approaches, it is
important to understand activities, roles, barriers and enablers associated with involving this group. This scoping review aimed
to identify, map and summarise evidence on the involvement of family carers in dementia care research.

Methods: We conducted a scoping review following JBI methodological guidance. Empirical studies involving family carers of
people with dementia who actively contributed to research processes were included irrespective of study design. We system-
atically searched MEDLINE, CINAHL, Scopus and PsycInfo, complemented by backward citation searching, searches of
relevant evidence syntheses and an expert survey. Two researchers independently screened a randomly selected 20% of titles/
abstracts and full texts. Data items were organised into six categories and guided the charting process. Findings were syn-
thesised descriptively and narratively. Consultation with four family carers was carried out to contextualise and enrich the
results.

Results: Forty-eight studies published between 2002 and 2026 met inclusion criteria, most using qualitative designs. Research
contexts included development of social or digital interventions, Patient and Public Involvement, implementation, exploration,
evaluation and adaptation. Forty-five studies reported involvement during the execution phase, six in the preparatory and nine
in the translational phase. In 35 studies, family carers acted as co-thinkers, in 10 as partners and in 1 as decision-makers. Seven
studies reported barriers and enablers, while 17 reported impacts of involvement on carers and on the respective projects.
Conclusion: Dementia care research involving family carers as co-researchers shows heterogeneous and often limited
methodological reporting. Meaningful involvement may benefit from careful considerations of roles, potential barriers and
enablers and expected impacts. More research is needed on strategies that enable meaningful involvement and on formalised
methods for recording and reporting impact.

Patient or Public Contribution: The impetus for this scoping review came from a group of family carers of people with
dementia who had worked with us in a previous project and shared with us their lived experiences and difficulties. In
collaboration with them, we raised the questions that are described in the scoping review. During the scoping review, family
carers were also asked to give their views on the findings and share their thoughts.

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium, provided
the original work is properly cited.
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1 | Background

Family carers of people with dementia provide most of the
substantial and sustained support at home [1]. They advocate
for people with dementia in all areas of daily life arising from
high cognitive and functional dependency [2] and provide both
physical and psychological support [3]. They also navigate the
health care system to ensure personalised and appropriate care
at home [4], for example, by assisting with medication, sched-
uling appointments and communicating with healthcare pro-
viders [1]. As a result, family carers have invaluable insights
into the lived experiences and challenges of home-based
dementia care. Although caring can be rewarding [5], it also
involves several challenges: Carers often find it difficult to leave
their homes and maintain social networks due to their car-
egiving responsibilities [6]. They spend long hours providing
care each day [7], which limits leisure time and contributes to
social isolation [6]. Family carers frequently feel emotionally
burdened [8], stressed [3], experience poor health [9] and show
symptoms of depression and anxiety [1]. Together, these factors
lead to a reduced quality of life for family carers [10].

Existing support services in the health care system do not seem
to address this issue: Family carers still struggle to navigate the
care system [6], and they perceive available care options as
insufficient in quality and flexibility, making them too restric-
tive for the home care situation [11]. Research also suggests that
the priorities of family carers have been overlooked in the
development of supportive services [12].

One approach to improving this situation and focusing more
directly on family carers and people with dementia is active
involvement in research. Its importance has gained increasing
recognition in health and social care, and many funding bodies
in Western countries now require the involvement of patients in
research [13]. Accordingly, interest in these approaches in
dementia care research has also grown [14]. Such approaches
help align individual preferences with collective decisions [15].
INVOLVE describes public involvement as ‘[..] research
conducted “with” or “by” members of the public rather than
“to,” “about” or “for” them’ [16]. The role of participants
(co-researchers) extends beyond that of a research subject.
Interaction between researchers and co-researchers is based
on partnership, with research collaboratively designed. This
approach, emphasising collaboration with the public, is
increasingly seen as a democratic way to generate meaningful,
contextually relevant knowledge, aligned with everyday life and
significant outcomes for patients and carers [17]. Involvement
in research allows laypeople to contribute across all stages of
the process, from identifying research questions to disseminat-
ing findings, with involvement ranging from advisory roles to
independent research tasks [18].

However, co-researchers and academics report a lack of
awareness regarding the purpose, roles and objectives of
research involvement with people with dementia and their
family carers [19]. Given the high time and cognitive demands
on co-researchers, the question arises of how family carers can
be involved in research for their own benefit while actively
shaping it. Considering their limited resources, responsibilities
and individual challenges, discussing best practices for

involvement is essential: roles, tasks and responsibilities need
clarification, and barriers must be identified [20]. Several re-
views have examined involvement approaches in dementia
research from various angles. Miah et al. [21] mapped patient
and public involvement in European dementia research, while
Groothuijse et al. [22] focused on methods for active involve-
ment of people with dementia and long-term care users. Bethell
et al. [23] reviewed research methods more broadly. Despite the
growing body of literature, these reviews have not centred on
family carers providing home-based care for people with
dementia as co-researchers, a gap that the present scoping
review aims to fill.

To our knowledge, this is the first scoping review addressing the
following research question: What is known about the extent,
range and nature of research activity in the area of home-based
dementia care research involving family carers as co-researchers?

The three sub-questions are as follows:

1. What strategies have been used by the research team to
involve family carers of people with dementia in research?

2. What roles, barriers and enablers are being reported to
involve family carers of people with dementia in research?

3. What impact can researchers and family carers of people
with dementia describe as a result of the research

involvement?
2 | Methods
2.1 | Design

To identify, map and summarise the evidence on the involve-
ment of family carers in dementia care research, we chose a
scoping review design guided by the JBI methodology [24]. We
structured our report according to the Preferred Reporting
Items for Systematic Reviews and Meta-Analyses extension for
Scoping Reviews [25].

We developed a protocol for this scoping review [26] and re-
gistered it on the Open Science Framework: https://doi.org/10.
17605/0OSF.I0/PMZYV.

2.2 | Eligibility Criteria

Eligibility criteria can be viewed in Table 1. Of the studies with
mixed samples (family carers and people with dementia), we
only included those where we could judge that family carers
were in the majority (i.e., > 50% of all participants). With regard
to involvement in research, studies were included regardless of
whether they reported a formal framework or definition of
involvement, in line with scoping review methodology aimed at
mapping the breadth and range of evidence.

2.3 | Information Sources and Search Strategy

We searched MEDLINE (via PubMed), CINAHL, Scopus and
PsycINFO (via EBSCO) without filters (last search: 11 March
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https://doi.org/10.17605/OSF.IO/PMZYV
https://doi.org/10.17605/OSF.IO/PMZYV

TABLE 1 | Exclusion and inclusion criteria.

Domain

Inclusion

Exclusion

Participants Study
population

Concept Intervention

Context Setting

Family carers of people with dementia (e.g.,
partners, children, friends, neighbours)

All forms and severities of dementia

Research involvement as an active research
partner throughout the research cycle
(preparatory phase, execution phase and
translational phase)

Research in the context of providing care for a

family carers of people with conditions other than

dementia; dyadic involvement

Research involvement as a research subject

Research not related to dementia care, i.e.,

person with dementia
Community home setting

Sources of Evidence

irrespective of study size)

Original research as indicated by an

Empirical study design (i.e., qualitative,
quantitative and mixed methods design;

research related to dementia, biomedical and
genetic research, prevalence, epidemiology

Institutional care setting (e.g., nursing or care
home, day care)

Evidence synthesis

Opinion pieces (e.g., commentary, editorial)

introduction, methods, results and discussion
(IMRaD) structure, including study protocols,

corrigenda and errata

Journal articles

German and English languages

No restriction on publication year

Other publication types and grey literature (e.g.,
thesis, book, internet report)

Other languages

No restriction on the country of study conduct

2026). The search strategy, developed by F.J. and J.H., both
experts in the field, covered three concepts: family carers,
dementia and involvement, with synonyms identified through
an initial MEDLINE scan. We also conducted one round of
backward citation searching in Scopus based on all included
studies and pertinent evidence syntheses [27] (last search: 4
May 2026). Full database search strategies are provided in
Supporting Information S4: Appendix. In addition, we con-
tacted 53 experts in involvement in research, identified through
key organisations (Canadian Institute of Health Research,
Canada; Patient-Centred Outcomes Research Institute, USA;
PartNet, Germany; National Institute for Health Research, UK;
The Dementias and Neurodegenerative Diseases Research
Network, UK; Research Centre for Patient Involvement, Den-
mark; European Patients’ Forum, EU; INTERDEM, EU; Inter-
national Collaboration for Participatory Health Research) and
eligible study authors to suggest further relevant studies
(December 2023; following our initial and database and sup-
plementary search).

2.4 | Selection of Sources of Evidence

All identified references were collected and stored in EndNote
X9 (Clarivate Analytics, PA, USA), and duplicates were re-
moved. We screened the studies using the Rayyan web appli-
cation (Rayyan) [28]. A randomly selected 20% of titles/
abstracts and full texts were independently screened for elig-
ibility by two reviewers (F.J. and J.H.) to ensure consistency in
the application of the predefined inclusion and exclusion

criteria. Discrepancies were resolved through discussion and
consensus, involving a third reviewer (M.H) where necessary.
The remaining references were screened by one reviewer (F.J.).
Any uncertainties arising during single-reviewer screening were
discussed within the research team. No systematic disagree-
ments were identified during the double-screening process. This
approach is consistent with JBI methodological guidance for
scoping reviews, which allows partial double-screening to en-
sure the reliability of study selection [24].

2.5 | Data Charting Process and Data Items

The research team jointly developed a data extraction sheet
informed by three sources: the JBI Manual for Evidence Syn-
thesis [29], the methodological guidance by Pollock et al. [30]
and the GRIPP2 reporting checklist [31]. The framework of
Shippee et al. [32] on user engagement phases (preparatory,
execution, dissemination/translational) structured the extrac-
tion process. One reviewer (F.J.) extracted all quotations, and
10% of included studies were double-checked by a second
reviewer (J.H.); discrepancies were resolved by consensus.

Data items were grouped into six categories: (1) citation details
(author, journal, year, location, family carer co-authorship); (2)
study characteristics (aim, design); (3) involvement character-
istics (sample, strategies for involvement, research phase,
framework/definition used, activities, frequency, roles [20],
compensation); (4) family carers’ reflections (method, barriers,
enablers, overall perceptions); (5) researchers’ reflections on
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involvement (same subcategories); and (6) impacts of involve-
ment (definitions, impacts reported by researchers and carers
and methods used to collect impact data). Descriptive citation
details, study characteristics, involvement characteristics
(sample, strategies, framework/definition used, compensation)
and methods to collect data on reflections and impacts were
directly extracted from the included articles. More in-depth
information on barriers, enablers and impact was also extracted
as reported in the studies and subsequently grouped into the-
matic categories to enable comparison across studies. In con-
trast, aspects such as involvement phases and roles of family
carers were classified by the review team based on predefined
frameworks (see Section 2.6). The full data charting plan is
provided in Supporting Information S2: Appendix.

2.6 | Synthesis of Results

To provide an overview of the included studies and a detailed
analysis of involvement activities, phases, roles and barriers/
enablers, results were synthesised as follows. Citation and study
characteristics were summarised descriptively using tables and
figures. We also produced a descriptive summary of all 48 pa-
pers, including geographical origin, year of publication, family
carer co-authorship, study design, target group and study topic.
Characteristics of involvement were analysed descriptively and
narratively. For the narrative analysis of roles, phases and
activities, we applied the Involvement Matrix by Smits et al.
[20], which outlines five roles and three phases (Figure 1).
Study information was mapped to the corresponding matrix
elements. The role of listener did not apply since our definition
of research involvement excluded this role. Reflections on
involvement (from carers and researchers) and impacts on
carers and research projects were analysed thematically and are
presented narratively.

2.7 | Consultation With Family Carers of People
With Dementia

In line with the aim of this scoping review, four family carers of
people with dementia were consulted as part of the study design
and interpretation of results. This consultation was designed as
an exploratory phase to contextualise and reflect on the scoping
review findings rather than to achieve generalised findings.
Although the literature search was updated, the additional
studies did not substantially change the overall patterns and
themes identified in the review. Therefore, a second consulta-
tion round was not conducted. The consultation was conducted
via video call using Zoom, moderated by the lead researcher
(F.J.), using the platform's whiteboard to visualise key points.
Five themes were discussed: strategies, roles, barriers, enablers
and impact. Carers rated the relevance of each theme on a

three-point scale (not particularly important, important and very
important) in accordance with Harding et al. [33], followed by
an open discussion. The consultation proceeded in two steps:
the carers’ initial assessment and rationale, and subsequent
reflection after being informed about how frequently each
theme was addressed in the included studies. Sessions were
audio-recorded, transcribed automatically (F4) and analysed
using qualitative content analysis [34] by F.J. using MAXQDA.
Carers’ feedback informed the interpretation and discussion of
results, but they were not involved in screening or data ex-
traction. The involvement of family carers is reported in
accordance with the GRIPP 2 short form checklist [31] to en-
sure transparency and systematic reporting.

2.8 | Deviations From the Protocol

Alterations to the protocol can be found in Supporting Infor-
mation S3: Appendix; the main changes relate to additions to
the data analysis and the narrative analysis of the included
papers.

3 | Results
3.1 | Selection of Sources of Evidence

The database searches yielded 5356 records. After removing
duplicates, we screened 3121 titles and abstracts, assessed 84
full texts and included 43 records. Additional sources yielded
2040 records; 27 full texts were assessed, and 5 were included.
In total, 48 references reporting on 47 studies were incorporated
into the narrative synthesis (Figure 2: PRISMA flowchart of
study selection).

3.2 | Characteristics of Sources of Evidence

Study characteristics are shown in Table 2. Most studies were
conducted in the UK (n = 21; 44%), followed by Australia (n = 9;
19%) and Canada (n = 4; 8%). Other studies were from the USA
(n=3), the Netherlands, Sweden and Europe (n =2 each), and
Portugal, Estonia, Ireland, Germany and India (n = 1 each). The
median year of publication was 2020 (range: 2009-2026).

Ten studies (21%) listed family carers as co-authors: eight as
individuals and two as groups, for example, from self-help
organisations.

Regarding study design, most studies were qualitative (n = 34; 71%),
followed by mixed-methods (1 = 8; 17%). Six studies did not report a
clear design. Among qualitative studies, additional details included
participatory design, (iterative) co-design, (iterative) co-production,

Listener Co-Thinker Advisor Partner Decision-maker
Is given Is asked to give Gives (un)solicited Works as an equal Takes initiative, (final)
information opinion advice partner decision

Preparation phase

Execution phase

Implementation

phase

FIGURE 1 | Involvement matrix based on Smits et al. (2020); own visualisation.
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FIGURE 2 | PRISMA flow diagram.

co-research, community-based participatory action research,

human-centred design and design approaches.

Regarding the study aim, most studies (n=21; 44%) focused
solely on family carers. The remaining studies addressed the
person with dementia (n =9; 18%), both carer and person with
dementia (n = 10; 21%), dementia care in general (n = 4; 8%), or
family carers and dementia research in general (n =2 each). In
terms of topic, half (n = 26; 54%) examined social and/or digital
intervention development, a third (n = 14; 29%) focused on PPI
research and the remaining eight studies addressed imple-
mentation, exploration, identification, or adoption.

3.3 | Involvement Characteristics

In addition to family carers being the main group involved,
some studies included both carers and people with dementia
(n=10; 20%). In a few studies (n = 3; 6%), carers participated as
part of a group with members of voluntary organisations [35],
clinical health professionals [35] or support workers [36].

Regarding theoretical background, more than half of the studies
(n=29; 60%) reported a framework or definition of involve-
ment. The most frequently cited were Co-Design (n =7; 15%),
INVOLVE (n =5; 10%), Participatory Action Research (n=75;
10%), Co-Production (n=4; 8%) and PPI (n=2; 4%). Other
frameworks were mentioned once each, such as User-Centred
Design [37], Participatory Methods [38], the model of Cornwell
and Jewkes (1995) [39], Participatory Design [40], Public En-
gagement [41] and Guidance from the National Institute for
Health and Care Excellence [42]. Nearly half of the studies

(n=19; 40%) reported no framework or definition of
involvement.

Regarding training for family carers as lay researchers, 3 of the
48 studies (6%) provided training. This included either
unspecified sessions on research processes and methods [43, 44]
or six 1-h sessions on key research concepts [45].

Regarding the frequency of involvement, most studies (n = 38;
79%) engaged family carers multiple times or throughout the
research process, while in 10 studies (21%), carers were involved
only once.

Regarding compensation, most studies (n=36; 75%) did not
report any reimbursement for family carers. In 12 studies,
carers received compensation such as money (n=9) and/or
travel expenses (n =5). Three studies reported compensation
but did not specify the type.

Regarding strategies to engage family carers, six studies (13%)
reported specific approaches, including virtual meetings
[46, 47], individual meetings [48], training [43], safe spaces for
co-researchers [43] and developing a common understanding
[49]. The authors did not provide any evaluations or reflections
on these strategies.

Regarding the research cycle phase, 45 studies (94%) described
family carers’ involvement in the execution phase of the study; 6
studies (15%) described involvement in the preparatory phase,
and 9 studies in the translational/dissemination phase (19%).
Studies involving carers in the preparatory or translational phases
generally also included them throughout the rest of the study.
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Regarding the roles adopted by family carers, based on the
framework by Smits et al. [20], family carers often adopted
multiple roles within the studies: co-thinker in 35 studies (73%),
advisor in 24 studies (50%), partner in 10 studies (21%) and
decision-maker in 1 study (2%).

Table 3 presents the involvement matrix [20], which we ex-
panded to include the specific activities through which family
carers contributed. Carers acted as co-thinkers in focus groups,
interviews, surveys and workshops; as advisors, providing
feedback on study design, methods and data analysis; as part-
ners, actively contributing to study preparation, execution and
dissemination; and as decision-makers, presenting study results
during the translational phase.

3.4 | Family Carers’ and Researchers’ Reflection
on Involvement

3.4.1 | Family Carers’ Reflection

Nineteen per cent of studies (n=9) reported family carers’
reflection on their research involvement. Of these, four reported
the methods used: evaluation forms [50], the Public and Patient
Engagement Evaluation Tool [51] and interviews [21, 51, 52].

Family carers reported barriers to involvement in seven studies
(15%), including personal, methodical and communication as-
pects. Personal barriers included time away from home [43],
lack of self-confidence [36], difficulties with technology and
dislike of virtual meetings [53]. Methodical barriers included
methods that were difficult to understand [54], overlapping
themes and unclear questions in workshops [50], a missing
sense of group in digital settings [52, 53], and researchers not
being open to input from the public, leading family carers to
feel predetermined outcomes [51]. Communication barriers
included long silent gaps between meetings and insufficient
clarity about project progress [51] and contribution [52].

Family carers reported enablers in seven studies (15%): Enablers
included methodological, personal and contextual factors.
Methodological enablers cited by family carers included tele-
health to involve participants remotely [52, 46], preparation and
training for lay researchers [43, 54], debriefing after workshops
[43], sufficient time to exchange ideas and issues [50], advance
outlines of workshop content [50], use of everyday language [54]
and seeing that their contributions impacted the research
[21, 51]. Personal enablers included researchers building confi-
dence in lay researchers [43] and providing reassurance, which
helped family carers feel comfortable, valued and able to express
their views [51]. Contextual enablers included group diversity
[46], a down-to-earth workshop atmosphere, emphasising the
process as a learning curve, a visual project timeline and peer
support through group work, a visual timeline of the progress of
the whole research project, and group work as peer support [51].

Three studies reported family carers’ overall perceptions of
involvement. Family carers described the experience as positive,
noting connections within their diverse groups [46], satisfaction
and feeling able to contribute as co-designers [50]. In one study,
family carers highlighted a lack of group diversity and wished
for more information on the impact of their contributions [51].

3.4.2 | Researchers’ Reflection on Family Carers’ Involvement

Ten per cent of studies (n = 5) reported researchers’ reflections
on family carers’ involvement. Two studies described the
methods used: observations and discussions [50] and semi-
structured interviews [52].

Researchers reported barriers to family carers’ involvement in
four studies, including the need for more information about the
co-design process [46], time constraints due to ongoing car-
egiving limiting travel to meetings [35, 48] and the inability to
process all ideas in limited research projects [50].

In four studies, researchers reported enablers of family carers’
involvement, including a pragmatic approach to co-production,
for example, individual meetings to reduce burden [48], time for
group-building [46], a research team attentive to each other's
and carers’ views [50], an experienced family carer chair as
partner [50] and providing frequent feedback [52].

One study reported researchers’ overall perception of family
carers’ involvement, noting that it was challenging to include
multiple stakeholder groups as co-design partners [50].

3.5 | Impacts of Involvement

Thirty-five per cent of studies (n =17) reported on the impacts
of family carers’ involvement, either from researchers’ or family
carers’ perspectives. None of these studies defined impact.

3.5.1 | Perspective of the Researchers

Of the 17 studies, 16 studies reported on the impact described
from the researchers’ point of view; two studies reported on the
formal measurement of these statements: in both studies, re-
searchers were interviewed [52, 55]. The impact that the family
carers’ involvement had was a change of an intervention name
[35], identification of important issues in care that were not
considered by the researchers beforehand [35, 44, 56] and
providing researchers with the perspective of living with
dementia [35, 44, 52, 56], proposition of practical ways and
making the intervention as appropriate and feasible as possible
to the target recipients [35, 57]. Other aspects mentioned were
creating acceptable and appropriate content for an intervention
[48], increasing the rigour in the development process [49],
making research documents and topic guides more language-
appropriate for participants, and contributing to diffuse tension
in interviews, because family carers seemed at ease opening up
with someone experiencing a similar journey [43]. The family
carers’ involvement enabled researchers to get a deeper un-
derstanding of the participants [38], affirmed the personhood of
the participants and embedded the message of equality and
shared power in the research project. It also led to the use of
non-traditional recording and dissemination methods, such as
film or illustrations [58] and to the refinement of the content
and wording of public information [56]. Further impacts men-
tioned by the researchers were an improvement in the depth of
data quality by co-researchers adding additional results during
data analysis [54], technology could be developed to be easy and
attractive in use [59], the involvement provided insight into
what participants think of the researchers work [56] and it led
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et al., 2020; Kowe et al., 2021; Lord et al., 2022)

Execution phase
- Actively involved in data analysis (DiLorito
survey (Dalgarno et al., 2021)
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to researchers changing future practices, such as taking people's
perspectives into account in planning and prioritising research
[56]. Additional impact mentioned was a success in recruit-
ment, not only with regard to the sample size but also to the
sample diversity, which led to richer qualitative data [36, 44],
members expressing a desire to continue being involved with
research once the study was completed [36], and the involve-
ment group being a social network outside of meetings [60].

3.5.2 | Perspective of Family Carers

Of the 17 studies, 7 studies reported on the impacts of the
involvement as described by family carers themselves; 2 studies
reported on the measurement using interviews with family
carers to describe the impact [46, 52]. The family carers’
involvement challenged the participants’ group's perception of
their circumstances and reciprocally helped them validate their
feelings [46] since they were able to explore, interpret and
communicate their feelings [38]. The involvement made family
carers feel fulfilled, motivated and worthy, as they could give
back to the community [43, 52, 56]. The empathy that was
created between family carers enabled the group to relax and
share relevant thoughts with each other; family carers also
gained confidence throughout this involvement process [43].
This process also encouraged them to adopt a more active role
in representing themselves, and family carers found a new way
to dialogue about dementia [38]. Family carers also felt heard,
valued and like they had a voice [58]. They gained knowledge
[52, 56], were able to influence intervention manual content
[51] and made written materials more accessible for partici-
pants [56]. Lastly, they felt they provided researchers with a
better understanding of the impact of dementia [56].

Across perspectives, both researchers and family carers noted
that involvement enhanced research relevance and quality and
provided meaningful personal experiences. Researchers focused
on practical and methodological outcomes, whereas family
carers emphasised emotional, social and self-efficacy outcomes.
Divergence occurs in emphasis: researchers highlight study
design, data quality and feasibility; family carers highlight
personal growth, voice and social connection. Convergence is
seen in areas such as understanding participant experiences,
shaping interventions and contributing to meaningful research
outcomes.

3.6 | Consultation of Family Carers of People
With Dementia

The consultation with four family carers of people with dementia
took place on 9 and 11 December 2024. The detailed results can
be found in the Supporting Information S1: Appendix. The
consultation with family carers helped contextualise the findings
of the scoping review and provided additional critical reflections
on roles, barriers, enablers, strategies and perceived impact of
involvement.

All four family carers felt that it was important for researchers
to consider strategies for involving family carers as co-
researchers. It was important to them that involvement in
research would not be done spontaneously or on instinct;
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otherwise, the strategies may not be well thought out. Re-
searchers should consider and think about how to improve the
accessibility of research projects for family carers. This per-
spective aligns with the scoping review finding, which showed
that only 6 out of 48 references explicitly reported on strategies
to engage family carers, highlighting a gap in structured
approaches.

All four family carers felt that it was very important for re-
searchers to consider the level of involvement and the different
roles of family carers in a research project. For them, this would
be a key aspect of involvement in research. Transparency in this
respect would also be fair to the co-researchers in research
projects. Family carers were not surprised by the distribution of
roles in the included studies. As the responsibility and effort
involved in the roles increases, the number of family carers
would understandably decrease, as this would also require time
and cognitive effort. This reflects the scoping review findings,
where co-thinker and advisor roles were most common, while
partner and decision-maker roles were less frequent. Three of the
four family carers felt that it was very important for researchers
to address enablers to their involvement. They are heavily
involved in acute care situations, which makes it difficult to be
involved in research. Even if they wanted to, if the circumstances
were not right, they would not be able to. The research context
would always be secondary, so researchers should offer support
to enable their role as family carers. In the worst-case scenario,
family carers would also feel tokenistically involved if their sit-
uation at home was not sufficiently considered. This comple-
ments the scoping review findings, which indicated that few
studies explicitly reported enablers for involvement, despite their
importance for meaningful involvement.

Three of the four family carers felt it was very important for
researchers to consider barriers to involvement. One family
carer noted that discussing barriers at the end of the project
might be more relevant from the researcher's perspective than
the family carer's, since the project would be complete for them.
The family carers believed that addressing barriers was as
important as considering enablers. This aligns with the review
findings, which highlighted known barriers such as time con-
straints and caregiving responsibilities, yet few studies system-
atically addressed them.

In terms of impact, family carers felt that for the role of co-
thinker and advisor, the magnitude of impact was less impor-
tant. They would share their thoughts regardless. For the roles
of partner and decision-maker, however, impact mattered more,
as their personal investment was higher. Family carers also
noted that researchers seemed to think it was important to
report impact, but they would like clearer reporting to show
whether their contributions had been adequately considered.
This complements the scoping review results, which found that
impact was rarely defined or formally measured and that re-
searchers’ and carers’ perspectives often diverged.

4 | Discussion

It should be acknowledged that many included studies provided
limited or heterogeneous reporting of involvement methods and

outcomes, which constrains the extent to which conceptual or
methodological shortcomings can be firmly established. This
limitation has also been noted elsewhere [21, 61]. Conse-
quently, the findings of this scoping review should be inter-
preted as preliminary rather than definitive. The identified
patterns provide a first overview of the current evidence base,
while further conceptual and methodological research is needed
to better understand involvement practices in dementia care
research.

Within these limitations, the scoping review nevertheless
identified several recurring patterns regarding roles, phases of
involvement, barriers, enablers and impact. In the current
research landscape, family carers of people with dementia are
most frequently involved as co-thinkers during the execution
phase of research projects, with limited involvement in other
roles or phases. These findings are consistent with those of
other studies and reviews on involvement in dementia research
[62-65]. The relatively low involvement of family carers in the
dissemination phase has also been described elsewhere [62, 63].
This may reflect the timing of research projects, as dissemina-
tion often occurs once the project has been completed, at which
point family carers are usually no longer available. Never-
theless, providing opportunities for involvement according to
family carers’ abilities and wishes could help achieve a more
balanced involvement across project phases and roles.

Few of the included studies explicitly reported strategies spe-
cifically designed to involve family carers in research, and
where mentioned, strategies were often minimally described or
poorly theoretically framed. This aligns with the consultation,
in which family carers emphasised the need for thoughtful,
well-planned strategies to support their involvement. Family
carers of people with dementia play a key role in providing
home care and therefore have many responsibilities [1], and
involvement as co-researchers represents an additional time
and cognitive burden [66, 67]. A lack of structured strategies or
considerations of barriers and enablers can reduce the effec-
tiveness of involvement and may limit family carers’ involve-
ment. Conversely, adaptive approaches that consider flexibility
in scheduling and roles and foster meaningful relationships
within research teams appear to support more -effective
involvement [63, 67-69]. Training, authentic partnerships, trust
and use of technology were highlighted as key enablers, while
time constraints, lack of self-confidence and complex language
were noted as common barriers [63, 65, 69, 70]. It should be
noted, however, that these aspects were often reported as inci-
dental observations rather than systematically collected data.

Barriers and enablers of involvement in research with family
carers of people with dementia were rarely the primary focus of
the included studies, contrasting with the consultation findings
in which family carers highlighted the importance of researcher
support as recognition of their contributions. Similar observa-
tions have been made in other contexts, such as stroke research,
where only a minority of studies reported barriers and enablers
for research involvement [65]. Process evaluations in future
research should aim to systematically capture these factors to
optimise family carers’ involvement. Similar aspects to those
identified as barriers and enablers in this scoping review can
also be found in the literature in connection with other groups
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that were involved as co-researchers. Barriers include time
constraints [65], lack of self-confidence [68] and technical lan-
guage and jargon [67] and enablers such as training [65],
building an authentic partnership and trust [65] and using
technology [63] seem to be important.

Regarding impact, fewer than half of the studies reported on the
outcomes of family carers’ involvement in research, with no
studies formally defining impact and only one study reporting
formal measurement. Researchers and family carers appear to
perceive impact differently: Researchers often focus on influ-
ences on study design, process, or outputs, whereas family
carers highlight personal benefits such as empowerment,
increased confidence, satisfaction and skill development. This
divergence was also evident in our consultation. A similar
picture emerges in other studies and reviews. Impact is not
reported in a structured and regular manner [62, 65]; methods
are not reported at all or are reported poorly [69]. When
methods are reported, they are primarily based on qualitative
data [69], and impact is occasionally evaluated solely from the
researchers’ perspective [62, 63]. Similar aspects to those
described in the included studies can be found elsewhere. For
example, family carers feel empowered by their involvement in
research [63], perceive high levels of self-confidence and satis-
faction [70] and develop new skills [64].

5 | Limitations

The literature search for the scoping review was partially lim-
ited: we excluded grey literature and did not use forward cita-
tion tracking, which may have led to the omission of additional
initiatives; however, focusing on peer-reviewed studies ensured
sufficient methodological transparency and comparability of
reported involvement processes. Furthermore, not all the ref-
erences were screened by two people independently of each
other. The data extraction and analysis of the included studies
were mostly carried out by one person only. The consultation
involved a small number of family carers with limited age
diversity and may not reflect the full range of caregiving ex-
periences. Findings from this phase should therefore be inter-
preted as exploratory and illustrative.

6 | Conclusion

Although we identified a wide range of recent research
involving family carers of people with dementia as co-
researchers, our analysis showed that many studies provide
limited or heterogeneous reporting, making it difficult to draw
firm conclusions about the quality or diversity of involvement.
Despite increased activity in recent years, family carers are most
often engaged in the execution phase and in the role of co-
thinker; levels of involvement across other phases, such as
planning or dissemination, remain less frequently reported.
Many studies lack explicit frameworks or definitions for
research involvement, and strategies for involvement are men-
tioned, when described, are often brief and poorly theoretically
framed. Barriers and enablers to meaningful involvement are
rarely assessed, and reported impacts are heterogeneous, with
carers’ and researchers’ perspectives differing.

To advance dementia care research involving family carers,
future studies should prioritise clear and structured involve-
ment strategies, explicitly consider carers’ capacities and lived
experiences, and report barriers, enablers, and impacts in a
systematic and transparent manner. Structured reporting and
use of established frameworks would improve comparability,
while comprehensive and sustained involvement across all
project phases is likely to enhance the relevance and accessi-
bility for both family carers and the people they support.

Author Contributions

Franziska Anushi Jagoda: conceptualisation, writing — original draft,
methodology, writing - review and editing, investigation, data curation.
Julian Hirt: methodology, writing - review and editing, investigation.
Claudia Mueller: writing - review and editing, supervision.
Margareta Halek: supervision, writing — review and editing.

Acknowledgements

The authors would like to thank the four family carers who generously
contributed their time to participate in the consultation phase and provided
valuable insights on the review findings. This research received funding
from the internal grant programme (project 2023-72) of the Faculty of
Health at Witten/Herdecke University, Germany. Franziska Anushi Jagoda
is a scholarship holder of the HBG Foundation (Germany). The funders
have no influence on the planning, conduct and reporting of this study.

Ethics Statement

Ethical approval for the family carers’ consultation of this scoping
review was obtained from the Ethics Committee of the German Society
of Nursing Science (Deutsche Gesellschaft fiir Pflegewissenschaft) on 7
September 2023 (Approval No. 23-029). All participants provided in-
formed consent prior to participation.

Conflicts of Interest

The authors declare no conflicts of interest.

Data Availability Statement

The data that support the findings of this study are available from the
corresponding author upon reasonable request. The study protocol for
this scoping review is publicly available on the Open Science Frame-
work (OSF) https://osf.io/z26vu. Data generated from the consultation
with family caregivers are not publicly available due to privacy and
confidentiality considerations.

References

1. C. Riffin, P. H. Van Ness, J. L. Wolff, and T. Fried, “Multifactorial
Examination of Caregiver Burden in a National Sample of Family and
Unpaid Caregivers,” Journal of the American Geriatrics Society 67, no. 2
(February 2019): 277-283, https://doi.org/10.1111/jgs.15664.

2. H. M. Chan, K. H. M. Ho, R. C. K. Pang, and H. Y. L. Chan, “Strategies
and Factors to Enhance Active Participation of Family Caregivers of People
With Dementia in Psychoeducation: A Scoping Review,” Dementia 23, no. 2
(February 2024): 272-291, https://doi.org/10.1177/14713012231220231.

3.E. L. Araujo and S. S. Lacerda, “Psychosocial Factors Affected by
Burden in Family Caregivers of People With Alzheimer's Disease,”
Dementia & Neuropsychologia 18 (2024): €20230115, https://doi.org/10.
1590/1980-5764-DN-2023-0115.

4. A. S. Kagwa, A. Dorell, H. Konradsen, S. Vikstrém, and Z. N. Kabir,
“Providing and Receiving Support Through a Tailor-Made Mobile App:

Health Expectations, 2026

15 of 18

85UBD17 SUOWILLIOD BAIFER1D) 3|qedlidde 8Ly Ag pausenob aie 9 VO ‘8SN 4O S3INI 0} ARIq1T 8UIIUO AB]IM UO (SUOIPUOD-pUR-SWLBHWID" A3 | 1M Afeiq1BU1|UO//SANY) SUOBIPUOD PUe SWwie | 8L} 39S *[9202/L0/0T] Uo AelgiTauliuo AB|IM ‘uRg TIsRAIUN AQ TY20L XeU/TTTT OT/I0p/L00 A8 | Im AReIq U1 IUO//SARY WO} papeojUMOq ‘v ‘9202 ‘GZ9.69ET


https://osf.io/z26vu
https://doi.org/10.1111/jgs.15664
https://doi.org/10.1177/14713012231220231
https://doi.org/10.1590/1980-5764-DN-2023-0115
https://doi.org/10.1590/1980-5764-DN-2023-0115

A Qualitative Study on Experience of Professionals and Family Care-
givers to Persons With Dementia,” BMC Geriatrics 24, no. 1 (June 2024):
554, https://doi.org/10.1186/s12877-024-05151-6.

5. C. Quinn and G. Toms, “Influence of Positive Aspects of Dementia
Caregiving on Caregivers’ Well-Being: A Systematic Review,”
Gerontologist 59, no. 5 (September 2019): e584-e596, https://doi.org/10.
1093/geront/gny168.

6.J. Lee, S. Baik, T. D. Becker, and J. H. Cheon, “Themes Describing
Social Isolation in Family Caregivers of People Living With Dementia:
A Scoping Review,” Dementia 21, no. 2 (February 2022): 701-721,
https://doi.org/10.1177/14713012211056288.

7.J. Georges, S. Jansen, J. Jackson, A. Meyrieux, A. Sadowska, and
M. Selmes, “Alzheimer's Disease in Real Life—The Dementia Carer's
Survey,” International Journal of Geriatric Psychiatry 23, no. 5 (May
2008): 546-551, https://doi.org/10.1002/gps.1984.

8.A. L. Kin, L. E. Griffith, A. Kuspinar, J. Smith-Turchyn, and
J. Richardson, “Impact of Care-Recipient Relationship Type on Quality of
Life in Caregivers of Older Adults With Dementia Over Time,” Age and
Ageing 53, no. 6 (June 2024): afael28, https://doi.org/10.1093/ageing/
afael28.

9. K. J. Waligora, M. N. Bahouth, and H. R. Han, “The Self-Care Needs
and Behaviors of Dementia Informal Caregivers: A Systematic Review,”
Gerontologist 59, no. 5 (September 2019): e565-e583, https://doi.org/10.
1093/geront/gny076.

10. E. Hellis and E. B. Mukaetova-Ladinska, “Informal Caregiving and
Alzheimer's Disease: The Psychological Effect,” Medicina (Kaunas,
Lithuania) 59, no. 1 (December 2022): 48, https://doi.org/10.3390/
medicina59010048.

11. G. Tatangelo, M. McCabe, A. Macleod, and E. You, “I Just Don't
Focus on My Needs.” The Unmet Health Needs of Partner and Off-
spring Caregivers of People With Dementia: A Qualitative Study,”
International Journal of Nursing Studies 77 (January 2018): 8-14,
https://doi.org/10.1016/j.ijnurstu.2017.09.011.

12. M. J. Armstrong, N. Gamez, S. Alliance, et al., “Research Priorities
of Caregivers and Individuals With Dementia With Lewy Bodies: An
Interview Study,” PLoS One 15, no. 10 (2020): 0239279, https://doi.org/
10.1371/journal.pone.0239279.

13. M. S. McCoy, K. R. Jongsma, P. Friesen, et al., “National Standards
for Public Involvement in Research: Missing the Forest for the Trees,”
Journal of Medical Ethics 44, no. 12 (December 2018): 801-804, https://
doi.org/10.1136/medethics-2018-105088.

14. D. Gove, A. Diaz-Ponce, J. Georges, et al., “Alzheimer Europe's
Position on Involving People With Dementia in Research Through PPI
(Patient and Public Involvement),” Aging & Mental Health 22, no. 6
(2018): 723-729, https://doi.org/10.1080/13607863.2017.1317334.

15. D. Giroux, M. Tremblay, K. Latulippe, et al., “Promoting Identifi-
cation and Use of Aid Resources by Caregivers of Seniors: Co-Design of
an Electronic Health Tool,” JMIR Aging 2, no. 2 (August 2019): e12314,
https://doi.org/10.2196/12314.

16. INVOLVE. INVOLVE: Briefing Notes for Researchers. 2012, Ac-
cessed December 10, 2020, https://www.invo.org.uk/wp-content/
uploads/2014/11/9938_INVOLVE_Briefing Notes_ WEB.pdf.

17.J. Brett, S. Staniszewska, C. Mockford, et al., “A Systematic Review of
the Impact of Patient and Public Involvement on Service Users, Researchers
and Communities,” Patient—Patient-Centered Outcomes Research 7, no. 4
(2014): 387-395, https://doi.org/10.1007/s40271-014-0065-0.

18. P. Slattery, A. K. Saeri, and P. Bragge, “Research Co-Design in
Health: A Rapid Overview of Reviews,” Health Research Policy and
Systems 18, no. 1 (February 2020): 17, https://doi.org/10.1186/512961-
020-0528-9.

19.J. Bloska, S. Crabtree, N. Wollersberger, et al., “Experiences of
Participant and Public Involvement in an International Randomized

Controlled Trial for People Living With Dementia and Their Informal
Caregivers,” Research Involvement and Engagement 10, no. 1 (May
2024): 43, https://doi.org/10.1186/540900-024-00574-2.

20. D. W. Smits, K. van Meeteren, M. Klem, M. Alsem, and M. Ketelaar,
“Designing a Tool to Support Patient and Public Involvement in
Research Projects: The Involvement Matrix,” Research Involvement and
Engagement 6 (2020): 30, https://doi.org/10.1186/s40900-020-00188-4.

21.J. Miah, P. Dawes, S. Edwards, I. Leroi, B. Starling, and S. Parsons,
“Patient and Public Involvement in Dementia Research in the European
Union: A Scoping Review,” BMC Geriatrics 19, no. 1 (August 2019): 220,
https://doi.org/10.1186/s12877-019-1217-9.

22.J. M. Groothuijse, L. S. van Tol, C. C. M. H. Leeuwen,
J. J. M. van Delden, M. A. A. Caljouw, and W. P. Achterberg, “Active
Involvement in Scientific Research of Persons Living With Dementia
and Long-Term Care Users: A Systematic Review of Existing Methods
With a Specific Focus on Good Practices, Facilitators and Barriers of
Involvement,” BMC Geriatrics 24, no. 1 (April 2024): 324, https://doi.
0rg/10.1186/512877-024-04877-7.

23.7J. Bethell, E. Commisso, H. M. Rostad, et al., “Patient Engagement in
Research Related to Dementia: A Scoping Review,” Dementia 17, no. 8
(November 2018): 944-975, https://doi.org/10.1177/1471301218789292.

24. M. D. J. Peters, C. Marnie, A. C. Tricco, et al., “Updated Methodological
Guidance for the Conduct of Scoping Reviews,” JBI Evidence Implementation
19, no. 1 (March 2021): 3-10, https://doi.org/10.11124/JBIES-20-00167.

25. L. Shamseer, D. Moher, M. Clarke, et al., “Preferred Reporting Items
for Systematic Review and Meta-Analysis Protocols (PRISMA-P) 2015:
Elaboration and Explanation,” BMJ (London) 349 (January 2015):
87647, https://doi.org/10.1136/bmj.g7647.

26. F. A. Jagoda, J. Hirt, C. Mueller, and M. Halek, “Involvement of
Family Caregivers in Dementia Care Research: A Scoping Review
Protocol,” Systematic Reviews 13, no. 1 (November 2024): 277, https://
doi.org/10.1186/s13643-024-02696-w.

27.]J. Hirt, T. Nordhausen, T. Fuerst, H. Ewald, and C. Appenzeller-
Herzog, “Group TAs. Guidance on Terminology, Application, and Re-
porting of Citation Searching: The TARCIS Statement,” BMJ (London)
385 (May 2024): e078384, https://doi.org/10.1136/bmj-2023-078384.

28. M. Ouzzani, H. Hammady, Z. Fedorowicz, and A. Elmagarmid,
“Rayyan—A Web and Mobile App for Systematic Reviews,” Systematic
Reviews 5, no. 1 (December 2016): 210, https://doi.org/10.1186/s13643-
016-0384-4.

29. E. Aromataris and Z. Munn, JBI Manual for Evidence Synthesis.
2021, Accessed July 9,2021, https://synthesismanual.jbi.global/.

30. D. Pollock, M. D. J. Peters, H. Khalil, et al., “Recommendations for
the Extraction, Analysis, and Presentation of Results in Scoping Re-
views,” JBI Evidence Synthesis 21, no. 3 (September 2022): 520-532,
https://doi.org/10.11124/JBIES-22-00123.

31. S. Staniszewska, J. Brett, I. Simera, et al., “GRIPP2 Reporting Checklists:
Tools to Improve Reporting of Patient and Public Involvement in Research,”
BMIJ (London,) 358 (2017): j3453, https://doi.org/10.1136/bmj.j3453.

32.N. D. Shippee, J. P. Domecq Garces, G. J. Prutsky Lopez, et al.,
“Patient and Service User Engagement in Research: A Systematic
Review and Synthesized Framework,” Health Expectations 18, no. 5
(October 2015): 1151-1166, https://doi.org/10.1111/hex.12090.

33. A. J. E. Harding, H. Morbey, F. Ahmed, et al., “Developing a Core
Outcome Set for People Living With Dementia at Home in Their
Neighbourhoods and Communities: Study Protocol for Use in the
Evaluation of Non-Pharmacological Community-Based Health and
Social Care Interventions,” Trials 19, no. 1 (2018): 247, https://doi.org/
10.1186/s13063-018-2584-9.

34. S. Elo and H. Kyngis, “The Qualitative Content Analysis Process,”
Journal of Advanced Nursing 62, no. 1 (April 2008): 107-115, https://doi.
0rg/10.1111/j.1365-2648.2007.04569.x.

16 of 18

Health Expectations, 2026

85UBD17 SUOWILLIOD BAIFER1D) 3|qedlidde 8Ly Ag pausenob aie 9 VO ‘8SN 4O S3INI 0} ARIq1T 8UIIUO AB]IM UO (SUOIPUOD-pUR-SWLBHWID" A3 | 1M Afeiq1BU1|UO//SANY) SUOBIPUOD PUe SWwie | 8L} 39S *[9202/L0/0T] Uo AelgiTauliuo AB|IM ‘uRg TIsRAIUN AQ TY20L XeU/TTTT OT/I0p/L00 A8 | Im AReIq U1 IUO//SARY WO} papeojUMOq ‘v ‘9202 ‘GZ9.69ET


https://doi.org/10.1186/s12877-024-05151-6
https://doi.org/10.1093/geront/gny168
https://doi.org/10.1093/geront/gny168
https://doi.org/10.1177/14713012211056288
https://doi.org/10.1002/gps.1984
https://doi.org/10.1093/ageing/afae128
https://doi.org/10.1093/ageing/afae128
https://doi.org/10.1093/geront/gny076
https://doi.org/10.1093/geront/gny076
https://doi.org/10.3390/medicina59010048
https://doi.org/10.3390/medicina59010048
https://doi.org/10.1016/j.ijnurstu.2017.09.011
https://doi.org/10.1371/journal.pone.0239279
https://doi.org/10.1371/journal.pone.0239279
https://doi.org/10.1136/medethics-2018-105088
https://doi.org/10.1136/medethics-2018-105088
https://doi.org/10.1080/13607863.2017.1317334
https://doi.org/10.2196/12314
https://www.invo.org.uk/wp-content/uploads/2014/11/9938_INVOLVE_Briefing_Notes_WEB.pdf
https://www.invo.org.uk/wp-content/uploads/2014/11/9938_INVOLVE_Briefing_Notes_WEB.pdf
https://doi.org/10.1007/s40271-014-0065-0
https://doi.org/10.1186/s12961-020-0528-9
https://doi.org/10.1186/s12961-020-0528-9
https://doi.org/10.1186/s40900-024-00574-2
https://doi.org/10.1186/s40900-020-00188-4
https://doi.org/10.1186/s12877-019-1217-9
https://doi.org/10.1186/s12877-024-04877-7
https://doi.org/10.1186/s12877-024-04877-7
https://doi.org/10.1177/1471301218789292
https://doi.org/10.11124/JBIES-20-00167
https://doi.org/10.1136/bmj.g7647
https://doi.org/10.1186/s13643-024-02696-w
https://doi.org/10.1186/s13643-024-02696-w
https://doi.org/10.1136/bmj-2023-078384
https://doi.org/10.1186/s13643-016-0384-4
https://doi.org/10.1186/s13643-016-0384-4
https://synthesismanual.jbi.global/
https://doi.org/10.11124/JBIES-22-00123
https://doi.org/10.1136/bmj.j3453
https://doi.org/10.1111/hex.12090
https://doi.org/10.1186/s13063-018-2584-9
https://doi.org/10.1186/s13063-018-2584-9
https://doi.org/10.1111/j.1365-2648.2007.04569.x
https://doi.org/10.1111/j.1365-2648.2007.04569.x

35.K. J. Burnell, A. Selwood, T. Sullivan, G. M. Charlesworth,
F. Poland, and M. Orrell, “Involving Service Users in the Development
of the Support at Home: Interventions to Enhance Life in Dementia
Carer Supporter Programme for Family Carers of People With
Dementia,” Health Expectations 18, no. 1 (February 2015): 95-110,
https://doi.org/10.1111/hex.12012.

36. S. Parveen, S. Barker, R. Kaur, et al., “Involving Minority Ethnic
Communities and Diverse Experts by Experience in Dementia
Research: The Caregiving HOPE Study,” Dementia 17, no. 8 (November
2018): 990-1000, https://doi.org/10.1177/1471301218789558.

37. G. Bilodeau, H. Witteman, F. Légaré, et al., “Reducing Complexity of
Patient Decision Aids for Community-Based Older Adults With
Dementia and Their Caregivers: Multiple Case Study of Decision
Boxes,” BMJ Open 9, no. 5 (May 2019): €027727, https://doi.org/10.
1136/bmjopen-2018-027727.

38.S. R. Guerra, S. P. Rodrigues, S. Demain, D. M. Figueiredo, and
L. X. Sousa, “Evaluating ProFamilies-Dementia: Adopting Photovoice to
Capture Clinical Significance,” Dementia 12, no. 5 (September 2013):
569-587, https://doi.org/10.1177/1471301212437779.

39. G. A. Mountain and C. L. Craig, “What Should Be in a Self-
Management Programme for People With Early Dementia?,” Aging &
Mental Health 16, no. 5 (2012): 576-583, https://doi.org/10.1080/
13607863.2011.651430.

40. L. Robinson, K. Brittain, S. Lindsay, D. Jackson, and P. Olivier,
“Keeping in Touch Everyday (KITE) Project: Developing Assistive
Technologies With People With Dementia and Their Carers to Promote
Independence,” International Psychogeriatrics 21, no. 3 (June 2009):
494-502, https://doi.org/10.1017/s1041610209008448.

41. C. L. White, K. J. Overbaugh, C. E. Z. Pickering, et al., “Advancing
Care for Family Caregivers of Persons With Dementia Through Caregiver
and Community Partnerships,” Research Involvement and Engagement 4,
no. 1 (2018): 1, https://doi.org/10.1186/s40900-018-0084-4.

42.K. Davies, S. Cheraghi-Sohi, B. N. Ong, S. Cheraghi-Sohi,
K. Perryman, and C. Sanders, “Co-Designing an Adaption of a Mobile
App to Enhance Communication, Safety, and Well-Being Among Peo-
ple Living at Home With Early-Stage Dementia: Protocol for an Ex-
ploratory Multiple Case Study,” JMIR Research Protocols 10, no. 12
(December 2021): 19543, https://doi.org/10.2196/19543.

43. C. Di Lorito, M. Godfrey, M. Dunlop, et al., “Adding to the Knowledge
on Patient and Public Involvement: Reflections From an Experience of
Co-Research With Carers of People With Dementia,” Health Expectations
23, no. 3 (2020June): 691-706, https://doi.org/10.1111/hex.13049.

44.F. Pol, S. Mapes, et al., “Perspectives of Carers on Medication
Management in Dementia: Lessons From Collaboratively Developing a
Research Proposal,” BMC Research Notes 7 (July 2014): 463, https://doi.
0rg/10.1186/1756-0500-7-463.

45.]. Miah, P. Dawes, I. Leroi, S. Parsons, and B. Starling, “A Protocol
to Evaluate the Impact of Involvement of Older People With Dementia
and Age-Related Hearing and/or Vision Impairment in a Multi-Site
European Research Study,” Research Involvement and Engagement 4
(2018): 44, https://doi.org/10.1186/s40900-018-0128-9.

46. A. Banbury, S. Pedell, L. Parkinson, and L. Byrne, “Using the
Double Diamond Model to Co-Design a Dementia Caregivers Tele-
health Peer Support Program,” Journal of Telemedicine and Telecare 27,
no. 10 (December 2021): 667-673, https://doi.org/10.1177/
1357633X211048980.

47. C. Giebel, B. Roe, A. Hodgson, D. Britt, and P. Clarkson, “Effective
Public Involvement in the HoST-D Programme for Dementia Home
Care Support: From Proposal and Design to Methods of Data Collection
(Innovative Practice),” Dementia 18, no. 7 (October 2019): 3173-3186,
https://doi.org/10.1177/1471301216687698.

48. N. Davies, J. Hopwood, N. Walker, et al., “Designing and Developing
a Co-Produced Theoretical and Evidence-Based Online Support for

Family Caregivers of People With Dementia at the End of Life,” BMC
Palliative care 18, no. 1 (Aug 2019): 71, https://doi.org/10.1186/s12904-
019-0455-0.

49. N. Davies, R. Mathew, J. Wilcock, et al.,, “A Co-Design Process
Developing Heuristics for Practitioners Providing End of Life Care for
People With Dementia,” BMC Palliative Care 15 (August 2016): 68,
https://doi.org/10.1186/s12904-016-0146-z.

50. A. M. Goh, C. Doyle, E. Gaffy, et al., “Co-Designing a Dementia-
Specific Education and Training Program for Home Care Workers: The
‘Promoting Independence Through Quality Dementia Care at Home’
Project,” Dementia 21, no. 3 (April 2022): 899-917, https://doi.org/10.
1177/14713012211065377.

51. K. Lord, D. Kelleher, M. Ogden, et al., “Co-Designing Complex
Interventions With People Living With Dementia and Their Support-
ers,” Dementia 21, no. 2 (February 2022): 426-441, https://doi.org/10.
1177/14713012211042466.

52. F. Svedin, I. Osterman Menander, O. Blomberg, et al., “Experience,
Process, and Impact of Involving Informal Caregivers of People With
Dementia as Public Contributors to Inform the Development of a
Complex Intervention: A Mixed-Methods Study,” Health Expectations
28, no. 4 (August 2025): €70382, https://doi.org/10.1111/hex.70382.

53. M. Molinari-Ulate, R. Woodcock, I. Smith, H. G. van der Roest,
M. A. Franco-Martin, and M. P. Craven, “Insights on Conducting
Digital Patient and Public Involvement in Dementia Research During
the COVID-19 Pandemic: Supporting the Development of an “E-
Nabling Digital Co-Production” Framework,” Research Involvement and
Engagement 8, no. 1 (July 2022): 33, https://doi.org/10.1186/s40900-
022-00371-9.

54. A. Kowe, S. Kohler, and S. Teipel, “Improving the Depth of Data
Quality or Increasing Confusion? Reflections on a Data Analysis
Involving Members of a Self-Help Group for Relatives of People Living
With Dementia,” Health Expectations 24, no. 4 (August 2021): 1516—
1523, https://doi.org/10.1111/hex.13298.

55. M. Cations, M. Crotty, J. A. Fitzgerald, et al., “Agents of Change:
Establishing Quality Improvement Collaboratives to Improve Adher-
ence to Australian Clinical Guidelines for Dementia Care,”
Implementation Science 13, no. 1 (September 2018): 123, https://doi.org/
10.1186/s13012-018-0820-z.

56.J. Miah, S. Parsons, K. Lovell, B. Starling, I. Leroi, and P. Dawes,
“Impact of Involving People With Dementia and Their Care Partners in
Research: A Qualitative Study,” BMJ Open 10, no. 10 (October 2020):
€039321, https://doi.org/10.1136/bmjopen-2020-039321.

57. N. Davies, E. L. Sampson, E. West, et al., “A Decision Aid to Support
Family Carers of People Living With Dementia Towards the End-of-
Life: Coproduction Process, Outcome and Reflections,” Health
Expectations 24, no. 5 (October 2021): 1677-1691, https://doi.org/10.
1111/hex.13307.

58.F. Keogh, P. Carney, and E. O'Shea, “Innovative Methods for
Involving People With Dementia and Carers in the Policymaking Pro-
cess,” Health Expectations 24, no. 3 (June 2021): 800-809, https://doi.
org/10.1111/hex.13213.

59.Y. Kerkhof, M. Pelgrum-Keurhorst, F. Mangiaracina, et al., “User-
Participatory Development of FindMyApps: A Tool to Help People With
Mild Dementia Find Supportive Apps for Self-Management and Mean-
ingful Activities,” Digit Health 5 (January 2019): 2055207618822942,
https://doi.org/10.1177/2055207618822942.

60. M. Varik, M. Medar, and K. Saks, “Launching Support Groups for
Informal Caregivers of People Living With Dementia Within Partici-
patory Action Research,” Action Research 2021 (2021): 205-222, https://
doi.org/10.1177/14767503211023135.

61. P. Kirby, H. Lai, S. Horrocks, et al., “Patient and Public Involvement
in Technology-Related Dementia Research: Scoping Review,” JMIR
Aging 7 (March 2024): e48292, https://doi.org/10.2196/48292.

Health Expectations, 2026

17 of 18

85UBD17 SUOWILLIOD BAIFER1D) 3|qedlidde 8Ly Ag pausenob aie 9 VO ‘8SN 4O S3INI 0} ARIq1T 8UIIUO AB]IM UO (SUOIPUOD-pUR-SWLBHWID" A3 | 1M Afeiq1BU1|UO//SANY) SUOBIPUOD PUe SWwie | 8L} 39S *[9202/L0/0T] Uo AelgiTauliuo AB|IM ‘uRg TIsRAIUN AQ TY20L XeU/TTTT OT/I0p/L00 A8 | Im AReIq U1 IUO//SARY WO} papeojUMOq ‘v ‘9202 ‘GZ9.69ET


https://doi.org/10.1111/hex.12012
https://doi.org/10.1177/1471301218789558
https://doi.org/10.1136/bmjopen-2018-027727
https://doi.org/10.1136/bmjopen-2018-027727
https://doi.org/10.1177/1471301212437779
https://doi.org/10.1080/13607863.2011.651430
https://doi.org/10.1080/13607863.2011.651430
https://doi.org/10.1017/s1041610209008448
https://doi.org/10.1186/s40900-018-0084-4
https://doi.org/10.2196/19543
https://doi.org/10.1111/hex.13049
https://doi.org/10.1186/1756-0500-7-463
https://doi.org/10.1186/1756-0500-7-463
https://doi.org/10.1186/s40900-018-0128-9
https://doi.org/10.1177/1357633X211048980
https://doi.org/10.1177/1357633X211048980
https://doi.org/10.1177/1471301216687698
https://doi.org/10.1186/s12904-019-0455-0
https://doi.org/10.1186/s12904-019-0455-0
https://doi.org/10.1186/s12904-016-0146-z
https://doi.org/10.1177/14713012211065377
https://doi.org/10.1177/14713012211065377
https://doi.org/10.1177/14713012211042466
https://doi.org/10.1177/14713012211042466
https://doi.org/10.1111/hex.70382
https://doi.org/10.1186/s40900-022-00371-9
https://doi.org/10.1186/s40900-022-00371-9
https://doi.org/10.1111/hex.13298
https://doi.org/10.1186/s13012-018-0820-z
https://doi.org/10.1186/s13012-018-0820-z
https://doi.org/10.1136/bmjopen-2020-039321
https://doi.org/10.1111/hex.13307
https://doi.org/10.1111/hex.13307
https://doi.org/10.1111/hex.13213
https://doi.org/10.1111/hex.13213
https://doi.org/10.1177/2055207618822942
https://doi.org/10.1177/14767503211023135
https://doi.org/10.1177/14767503211023135
https://doi.org/10.2196/48292

62. C. M. van Leersum, C. Jaschinski, M. Bults, and J. van der Zwart,
“Citizen Involvement in Research on Technological Innovations for
Health, Care or Well-Being: A Scoping Review,” Health Research Policy
and Systems 22, no. 1 (September 2024): 119, https://doi.org/10.1186/
$12961-024-01152-4.

63. B. Bowness, C. Henderson, S. C. Akhter Khan, M. Akiba, and
V. Lawrence, “Participatory Research With Carers: A Systematic
Review and Narrative Synthesis,” Health Expectations: An International
Journal of Public Participation in Health Care and Health Policy 27, no. 1
(February 2024): e13940, https://doi.org/10.1111/hex.13940.

64.J. Ashcroft, T. Wykes, J. Taylor, A. Crowther, and G. Szmukler,
“Impact on the Individual: What Do Patients and Carers Gain, Lose and
Expect From Being Involved in Research?,” Journal of Mental Health 25,
no. 1 (2016): 28-35, https://doi.org/10.3109/09638237.2015.1101424.

65. P. da Cruz Peniche, C. D. C. de Morais Faria, P. Hall, et al., “A
Scoping Review of Patient and Public Involvement in Empirical
Stroke Research,” International Journal of Stroke 19, no. 9 (October
2024): 962-972, https://doi.org/10.1177/17474930241262638.

66. C. Ceci, H. Symonds Brown, and H. Judge, “Rethinking the As-
sumptions of Intervention Research Concerned With Care at Home for
People With Dementia,” Dementia 19, no. 3 (April 2020): 861-877,
https://doi.org/10.1177/1471301218790037.

67. A. W. Karlsson, A. Kragh-Serensen, K. Borgesen, et al., “Roles,
Outcomes, and Enablers Within Research Partnerships: A Rapid
Review of the Literature on Patient and Public Involvement and En-
gagement in Health Research,” Research Involvement and Engagement
9, no. 1 (June 2023): 43, https://doi.org/10.1186/540900-023-00448-z.

68. C. Malm, S. Andersson, M. Kylén, S. Iwarsson, E. Hanson, and
S. M. Schmidt, “What Motivates Informal Carers to Be Actively
Involved in Research, and What Obstacles to Involvement Do They
Perceive?,” Research Involvement and Engagement 7, no. 1 (November
2021): 80, https://doi.org/10.1186/s40900-021-00321-x.

69. S. Peters, L. Guccione, J. Francis, et al., “Evaluation of Research Co-
Design in Health: A Systematic Overview of Reviews and Development
of a Framework,” Implementation Science 19, no. 1 (September 2024): 63
, https://doi.org/10.1186/s13012-024-01394-4.

70. C. Malm, S. Andersson, H. Jénson, L. Magnusson, and E. Hanson,
“Moving Beyond the First Response Phenomenon,” International
Journal of Sociology and Social Policy 39, no. 7/8 (2019): 627-643,
https://doi.org/10.1108/ijssp-05-2019-0091.

Supporting Information

Additional supporting information can be found online in the
Supporting Information section.

Supporting File 1: hex70741-sup-0001-APPENDIX_CONSULTATION_
FULL_revl_0.docx.

Supporting File 2: hex70741-sup-0002-APPENDIX_DATA_CHARTING.
docx.

Supporting File 3: hex70741-sup-0003-APPENDIX_Deviations_protocol_
unanon_FINAL.docx.

Supporting File 4: hex70741-sup-0004-APPENDIX FULL_SEARCH_
STRATEGIES.docx.

18 of 18

Health Expectations, 2026

85UBD17 SUOWILLIOD BAIFER1D) 3|qedlidde 8Ly Ag pausenob aie 9 VO ‘8SN 4O S3INI 0} ARIq1T 8UIIUO AB]IM UO (SUOIPUOD-pUR-SWLBHWID" A3 | 1M Afeiq1BU1|UO//SANY) SUOBIPUOD PUe SWwie | 8L} 39S *[9202/L0/0T] Uo AelgiTauliuo AB|IM ‘uRg TIsRAIUN AQ TY20L XeU/TTTT OT/I0p/L00 A8 | Im AReIq U1 IUO//SARY WO} papeojUMOq ‘v ‘9202 ‘GZ9.69ET


https://doi.org/10.1186/s12961-024-01152-4
https://doi.org/10.1186/s12961-024-01152-4
https://doi.org/10.1111/hex.13940
https://doi.org/10.3109/09638237.2015.1101424
https://doi.org/10.1177/17474930241262638
https://doi.org/10.1177/1471301218790037
https://doi.org/10.1186/s40900-023-00448-z
https://doi.org/10.1186/s40900-021-00321-x
https://doi.org/10.1186/s13012-024-01394-4
https://doi.org/10.1108/ijssp-05-2019-0091

	Family Carer Involvement in Dementia Care Research: A Scoping Review and Expert Consultation
	1 Background
	2 Methods
	2.1 Design
	2.2 Eligibility Criteria
	2.3 Information Sources and Search Strategy
	2.4 Selection of Sources of Evidence
	2.5 Data Charting Process and Data Items
	2.6 Synthesis of Results
	2.7 Consultation With Family Carers of People With Dementia
	2.8 Deviations From the Protocol

	3 Results
	3.1 Selection of Sources of Evidence
	3.2 Characteristics of Sources of Evidence
	3.3 Involvement Characteristics
	3.4 Family Carers' and Researchers' Reflection on Involvement
	3.4.1 Family Carers' Reflection
	3.4.2 Researchers' Reflection on Family Carers' Involvement

	3.5 Impacts of Involvement
	3.5.1 Perspective of the Researchers
	3.5.2 Perspective of Family Carers

	3.6 Consultation of Family Carers of People With Dementia

	4 Discussion
	5 Limitations
	6 Conclusion
	Author Contributions
	Acknowledgements
	Ethics Statement
	Conflicts of Interest
	Data Availability Statement
	References
	Supporting Information




