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Abstract

Background and Objectives: Care transitions for people living with dementia are critical periods requiring coordinated, person-centered support.
Effective transitions can reduce caregiver burden, prevent adverse outcomes, and improve care quality. However, the barriers, facilitators, and
lived experiences during transitions remain poorly understood. This systematic review synthesizes evidence on these factors from the perspectives
of people with dementia and their informal caregivers.

Research Design and Methods: A comprehensive search across MEDLINE, CINAHL, PsycINFO, ProQuest, and Web of Science identified 67
eligible English-language studies published from 2018 to 2023. Quality appraisal used Joanna Briggs Institute tools. The protocol was registered
on PROSPERO: CRD42023452669.

Results: Four themes captured the barriers, facilitators, and experiences shaping care transitions for people with dementia and their caregivers.
Systemic influences included fragmented governance, funding and policy inconsistencies, and structural challenges in care coordination and
delivery, mitigated by proactive planning and integrated care. Health and social care workforce factors highlighted gaps in dementia training,
staffing, and communication, with empathetic, informed staff improving transitions. Emotions and decision making reflected caregiver burden,
uncertainty, and advocacy, eased by early guidance and peer support. Cultural, social and situational influences showed how values, socioeconomic
status, and rurality affected transition choices, underscoring the need for culturally sensitive, person-centered support.

Discussion and Implications: Care transitions remain complex, shaped by systemic, workforce, emotional, and cultural factors. Addressing
inequities and coordination gaps is critical for more integrated transitional care. Strengthening dementia-specific training, home-based care models,
and culturally responsive communication may improve continuity, person-centeredness, and caregiver support.

Keywords: Caregivers, Patient transfer, Patient discharge, Terminal care, Patient-centered care

Background of individuals between different levels or locations of care
Care transitions represent some of the most emotionally and (Downs & Bowers, 2014), can include acute hospital admis-
logistically challenging experiences for people living with ~ sions, emergency department visits, respite care episodes,
dementia and their informal caregivers (Ashbourne et al., moves from home to long-term care facilities, and transfers

2021). Care transitions, defined as the anticipated movement between hospital departments. Transitional periods represent
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particularly vulnerable moments for people with dementia and
their caregivers due to the disruption of care continuity, com-
munication challenges, heightened risk of adverse events, and
the emotional and logistical burden placed on caregivers nav-
igating complex health systems (Cronfalk et al., 2018; Delgado
et al., 2022; Fogg et al., 2018).

The complexity of these transitions is amplified by the pro-
gressive nature of dementia, which is characterized by cognitive
decline and behavioral changes, leading to increasingly com-
plex care needs and a growing dependence on informal care-
givers (Ashbourne et al., 2021). These care demands are often
further complicated by comorbid conditions, requiring fre-
quent interaction with multiple health care providers and set-
tings. As a result, people living with dementia experience care
transitions more often and more challenging than the general
population (Callahan et al., 2015; Downs & Bowers, 2014;
Phelan et al., 2012).

Despite the critical importance of coordinated care during
these transitions, people with dementia often experience care
fragmentation (Fogg et al., 2018; Martin et al., 2020; Smith et
al., 2021). This fragmentation can manifest as poor informa-
tion transfer between providers, inadequate discharge plan-
ning, insufficient support for family caregivers, and lack of
follow-up care (Ashbourne et al., 20215 Saragosa et al., 2022).
This fragmentation was particularly problematic for people
with dementia who may have difficulty communicating their
needs and medical history, increasing their risk of adverse out-
comes during transitions (Kern et al., 2024; Naylor & Keating,
2008).

The challenges of care transitions in dementia are further
complicated by the diverse needs of both the person with
dementia and their caregivers. Family caregivers often play a
crucial role in managing these transitions, yet many report feel-
ing overwhelmed, underprepared, and inadequately supported
during this process (Ashbourne et al., 2021). Health care pro-
viders similarly face challenges in coordinating care across set-
tings, particularly when dealing with complex medical needs
alongside cognitive impairment (Osterholm et al., 2023).

Understanding the barriers, facilitators, and lived experi-
ences of dementia-related care transitions is essential for devel-
oping effective interventions and policies to enhance the
transition experience and outcomes. While previous research
has examined aspects of care transitions for people with demen-
tia and their caregivers, a systematic review that synthesizes
evidence regarding the factors that influence transition out-
comes has not been conducted. Given the projected increase in
dementia prevalence and the resulting rise in care transitions,
this systematic review seeks to offer a comprehensive under-
standing of what is known about the barriers, facilitators, and
lived experiences of these transitions from the perspective of
people with dementia and their informal caregivers. By synthe-
sizing the current evidence, this review may inform future
research directions, policy initiatives, and practical interven-
tions to support more effective and compassionate care transi-
tions for people with dementia and their caregivers.

Understanding how people living with dementia and their
informal caregivers experience care transitions, and the barriers
and facilitators they encounter, is essential for informing future
research, policy, and practice. These perspectives provide crit-
ical insights into how transitions affect emotional well-being,
autonomy, continuity of care, and overall quality of life. Infor-
mal caregivers also play a central role in coordinating care,
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advocating for their loved ones, and managing responsibilities
after discharge, often with limited support. Including their
voices offers a more holistic understanding of care transitions
and is vital for designing more compassionate care approaches.
With dementia currently affecting an estimated 57 million
people globally and projected to reach 153 million by 2050
(Nichols et al., 2022), the need for person- and family-centered
support is urgent (Long et al., 2023; World Health Organiza-
tion, 2023).

Existing reviews have focused specifically on the development
and use of standardized tools and metrics to evaluate different
aspects of care transitions and coordination, rather than on
descriptive accounts of transitions themselves (Hirschman &
Hodgson, 2018; Hirschman et al., 2023), or outcomes related
to particular transition points, such as the move from day
respite services to permanent residential aged care (Meyer et al.,
2024). To our knowledge, no systematic review has compre-
hensively synthesized the perspectives of both people living with
dementia and their informal caregivers across a range of care
transition types, while also examining the barriers, facilitators,
and lived experiences they encounter. This broader synthesis
offers a more holistic understanding of the care transition expe-
rience and addresses a critical gap in the literature by contex-
tualizing lived experiences within the wider systemic and
structural factors that shape these transitions.

Research design and methods

Design

Through preliminary scoping of the literature, we identified
two complementary dimensions of care transitions that war-
rant systematic investigation: the experiential aspects (barriers,
facilitators, and lived experiences) and the epidemiological
aspects (frequency, timing, risk factors, and trajectories). This
led to the development of a planned series of systematic reviews
to examine this critical area of dementia care in depth.

The first review (Paper 1), presented here, synthesizes evi-
dence on the barriers, facilitators, and lived experiences of care
transitions from the perspectives of people living with dementia
and their informal caregivers. The second planned review
(Paper 2) will examine the epidemiological aspects of care tran-
sitions, including their frequency, timing, associated risk fac-
tors, and common patterns or trajectories among people living
with dementia. To ensure consistency in the evidence base, the
literature search for both reviews was conducted simultane-
ously, allowing for comprehensive data extraction from the
same time point.

Protocol and registration

This systematic review follows the recommendations of the
Preferred Reporting Items for Systematic Reviews and
Meta-Analyses Protocols statement (Page et al., 2021) (supple-
mentary Appendix A) and was registered on the International
Prospective Register of Systematic Reviews (PROSPERO:
CRD42023452669; https://www.crd.york.ac.uk/prospero/
display_record.php? RecordID=452669).

Literature search

In collaboration with a Curtin University Librarian, five elec-
tronic databases, MEDLINE, CINAHL, PsycINFO, ProQuest
(Health and Medicine), and Web of Science, were initially
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searched from January 1, 2000 to July 11, 2023 resulting in
the retrieval of 28,229 articles. The following primary concepts
were included in the search strategy and mapped to Subject
Headings (e.g., MeSH) where appropriate: dementia, Alzhei-
mer’s disease, transition, and aged care (supplementary Appen-
dix B). In addition to the database searches, backwards citation
searching was undertaken by reviewing the reference lists of
all included studies. Titles were screened for relevance to the
review topic, and abstracts and full texts were reviewed as
necessary based on the predefined inclusion criteria; however,
this process did not yield any additional eligible studies.

Eligibility
Eligible studies were peer-reviewed publications using any pri-
mary research methodology, including randomized controlled
trials (RCTs), cohort, case—control, quasi-experimental,
cross-sectional, qualitative, and mixed-methods study designs.
Studies were included if the population consisted of people with
a clinical diagnosis of dementia (e.g., International Classifica-
tion of Diseases [World Health Organzation, 1978] or Diag-
nostic and Statistical Manual of Mental Disorders [American
Psychiatric Association, 2013]) across all dementia subtypes.
Studies focusing solely on informal, unpaid caregivers of people
with dementia were also eligible for inclusion. In these cases,
the person with dementia was not a study participant, and
formal diagnostic details were typically not reported. Studies
were included as long as they explicitly identified participants
as caregivers of individuals with dementia. The exposure
involved any type of care transition, such as transitions between
primary, secondary, tertiary, community, and home care set-
tings. Examples of transitions include ambulance transfers,
emergency department or hospital admissions, moving into
long-term care (e.g., nursing homes), or respite care. Home and
community care, even if delivered at home, were also classified
as care transitions. To be included in this review, studies were
required to report findings related to at least one of the follow-
ing: barriers, facilitators, or lived experiences of care transi-
tions. Barriers referred to factors that hindered care transitions,
facilitators were those that supported or improved them, and
lived experiences captured the personal perspectives of individ-
uals navigating these transitions. Articles were only included
if at least 50% of the population consisted of people with
dementia or their caregivers. No restrictions were placed on
the country of origin of included studies, as incorporating
research from diverse international settings allowed for a more
comprehensive synthesis of how varying health care systems
and policy contexts shaped dementia-related care transitions.
Excluded studies included secondary research, such as sys-
tematic, scoping, and umbrella reviews, as well as meta-analyses,
protocols, and case reports/series. Non-peer-reviewed publica-
tions, including dissertations, conference abstracts, letters to
editors, and opinion pieces, were also excluded. Articles not
published in English were excluded. In terms of population,
exclusions applied to people living with mild cognitive impair-
ment or subjective memory (or cognitive) problems, paid for-
mal caregivers, and staff perspectives. No age restrictions were
applied as care transitions across the dementia continuum,
including early-onset and late-onset dementia, were of interest.
After full-text screening, we decided to limit the search to
studies from the past 5 years (January 1, 2018—July 11, 2023)
to ensure that evidence on care transitions was relevant to
current dementia care practices. Since 2018, there have been

advancements and policy changes in dementia care (e.g.,
National Dementia Strategies [North West Coast Strategic
Clinical Network, 2018] and WHO’s Global Action Plan on
the Public Health Response to Dementia [World Health Orga-
nization, 2020], EU4Health Programme [European Commis-
sion, 2021]).

Study selection

Records identified through the initial search underwent
de-duplication using the built-in functionalities of both End-
Note (Clarivate, 2013) and Covidence (Veritas Health Innova-
tion, 2014) software. Subsequently, four reviewers (L.G., J.B.,
S.S., A.H.K.) independently screened titles and abstracts against
the eligibility criteria. Double screening was used, and any dis-
crepancies in the initial screening were adjudicated by a third
independent reviewer (E.Bu.), who made the final determina-
tion on study inclusion for full-text review. Each full text was
screened by two independent reviewers (L.G., J.B., A H.K.,
E.Bu., CM.,E.B.,,K.H.,A.S.,D.H., B.B,,S.S., B.C.M.S., B.M.),
with conflicts resolved through discussion (L.G., ]J.B., E.Bu.).

Quality assessment

The quality of the included studies was assessed using the Joanna
Briggs Institute (JBI) Critical Appraisal Toolkits. Given the
diverse study designs included in this review, we applied the rel-
evant JBI checklist based on study type (for qualitative research,
cohort studies, quasi-experimental studies, RCTs, cross-sectional
studies, and case—control studies). Each study was appraised by
two independent authors (L.G., J.B., S.S., AHK., PW., C.M.,
E.YH.T., K.H., A.S., E.Bu.), with disagreements resolved through
discussion. No studies were excluded based on the quality
appraisal. This decision was made a priori, as our aim was to
synthesize the full body of available evidence relating to the expe-
riences, barriers, and facilitators of care transitions.

Data extraction

Data were independently extracted by three authors (L.G., J.B.,
P.W.) and cross-checked by two authors (L.G. and ].B.) using
a predesigned data extraction sheet which was initially piloted
by four authors (L.G., J.B., P.W., E.Bu.). The following data
were extracted: author, year of publication, country of study,
sample size, study design, dementia subtype, the experience of
transition, facilitator of transition, barrier to transition, and
variations in transitions. Data on facilitators, barriers, and
experiences were extracted either when these concepts were
explicitly labelled by the original study authors (e.g., “barri-
ers,” “challenges,” “enablers,” or “facilitators”), or through
interpretive analysis by the reviewers. When not explicitly
named, reviewer judgment was applied to identify findings that
clearly described positive or negative influences on care tran-
sitions, or that reflected lived experiences relevant to the review
aims. Data were also extracted on variations in transitions
where relevant, including, but not limited to, differences asso-
ciated with dementia subtype, cultural context, age, systemic
factors such as health care governance, policy frameworks, and
the organization and structural factors like design of delivery
and coordination of care within public versus private systems.

» <«

Synthesis of evidence

A thematic synthesis approach was used to integrate findings
from studies with diverse methodological designs, following
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three key stages (Thomas & Harden, 2008). Study findings
were first coded line by line to capture meaning and context,
allowing concepts to emerge inductively from the data. These
codes were then organized into descriptive themes that reflected
patterns across studies. Finally, analytical themes were devel-
oped by interpreting and integrating these patterns to generate
higher-level insights that addressed the review aims and
explained how barriers, facilitators, and lived experiences shape
care transitions for people with dementia and their caregivers.
Data from the extraction sheet were imported into NVivo (QSR
International Pty Ltd., 2020), where the lead author (L.G.)
conducted both inductive and deductive thematic analysis to
code and categorize the data. Given the review’s focus on bar-
riers, facilitators, and lived experiences of care transitions for
people with dementia, these elements formed the initial deduc-
tive codes. Inductive coding was then applied to identify emerg-
ing subthemes. A framework matrix was developed within
NVivo to organize and refine the data into thematic categories.
All authors reviewed and agreed on the final themes.

Results

In total, 28,229 records were identified through the electronic
search. After removing 15,993 duplicate records, 12,236 titles
and abstracts were screened. Of these, 1,613 articles were
selected for full-text review, and 560 studies met the initial
inclusion criteria. Applying the date range of 2018-2023
reduced the number to 249 studies. These were then catego-
rized by relevance: 67 studies were included in this review,
which focused on barriers, facilitators, and experiences of care
transitions; the remaining 182 studies will be included in a
forthcoming review on epidemiological aspects of care transi-
tions for people with dementia (Figure 1).

A total of 67 studies were included in this review, comprising
qualitative studies (7=31), cohort studies (7= 135), cross-sectional
studies (n=35), quasi-experimental studies (z=4), RCTs (n=4),
case—control studies (7=1), mixed-method studies combining
qualitative and cohort designs (7=2), qualitative and RCT
designs (n=3), and qualitative and cross-sectional designs
(n=2). Of the 67 studies, the majority were conducted in
high-income, Western countries including the United States
(n=20), Australia (7=15), Canada (#=6), United Kingdom
(n=6), Netherlands (z=3), Norway (n=5), New Zealand
(n=2), Sweden (n=2), Belgium (nz=1), France (n=1), Germany
(n=1), Ireland (z=1), and Slovenia (7=1). Only three studies
were conducted in Asia: Taiwan (z=2) and China (z=1). See
Table 1 for study characteristics.

Critical appraisal revealed both strengths and limitations
across study types (supplementary Appendix C). The qualita-
tive studies demonstrated strong methodological congruence
between the stated philosophical perspective, research meth-
odology, and data collection (7 =31); however, significant gaps
were identified, with most studies failing to state the researchers
culturally or theoretically perspective (7=26) or address their
influence on the research process (2=29). Cohort studies per-
formed well in reliably identifying exposures and measuring
outcomes (n=17), yet the majority struggled to adequately
identify or manage confounding factors (n=14).
Quasi-experimental studies provided clarity in cause-and-effect
relationships and reliable outcome measurement but frequently
lacked control groups (z=2). RCTs exhibited methodological
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weaknesses, particularly in allocation concealment (n=4),
blinding (7=6), and outcome measurement reliability (z=7),
although statistical analyses were generally robust.
Cross-sectional studies were strong in defining inclusion criteria
and describing study settings (72=7) but often failed to address
confounding factors (n=35). The single case—control study
demonstrated overall methodological soundness but similarly
failed to identify or manage confounding variables (z=1).
These findings underscore the importance of addressing meth-
odological limitations, particularly confounding in quantitative
designs and reflexivity in qualitative research, to strengthen the
overall evidence base.

A summary of the number of individual studies that reported
on specific barriers and facilitators can be found in supplemen-
tary Appendix D.

Thematic synthesis of the 67 included studies is presented
later. The analysis is organized into four themes that illustrate
how barriers, facilitators, and lived experiences shape care
transitions for people living with dementia and their informal
caregivers: (1) systemic and structural influences on transitions;
(2) the role of the health and social care workforce in transi-
tions; (3) caregiving, emotions, and decision making in transi-
tions; and (4) cultural, social, and situational influences on
transition pathways. Together, these themes reflect the interplay
between the broader systemic environment, encompassing gov-
ernance, policy, and funding, and the structural organization
of care delivery and coordination, alongside the interpersonal
and contextual factors that shape transition experiences (Bron-
fenbrenner & Morris, 1998; Donabedian, 2005). See Table 2
for an overview of themes and subthemes from the thematic
synthesis.

Theme 1: systemic and structural influences
on transitions

How policy, governance, and service-design factors
hinder or enable care transitions

Transitions were influenced by both systemic and structural
factors that interacted to shape the experiences of people living
with dementia and their caregivers. Systemic factors refer to
the broader policy, governance, and funding environments that
determine how dementia care transitions are supported, while
structural factors relate to the coordination and delivery of
health and social care services across settings. Across studies,
both levels of influence were evident; systemic issues such as
policy fragmentation and resource limitations often com-
pounded structural barriers like poor coordination, inadequate
communication, and service discontinuity. Successful transi-
tions were supported by coordinated efforts such as timely
follow-up care, consistent referrals, efficient information
exchange, personalized care planning, and interprofessional
collaboration (Ashbourne et al., 2021; Delgado et al., 2022;
Fekonja et al., 2021; Fitzpatrick & Grace, 2019; Freedman
et al., 2022; Gilmore-Bykovskyi et al., 2021; Groenvynck
et al., 2022; Gustafsson et al., 2018; Hanssen & Tran, 2019;
Harrison et al., 2023; Johannessen et al., 2019; Khemai et al.,
2022; Pond et al., 2019; Rognstad et al., 2020; Rubinsztein
etal., 2020; Sawan et al., 2021; Smith et al., 2021; Toles et al.,
2022a). However, many studies described systemic shortcom-
ings that hindered these structural processes and negatively
impacted both people with dementia and their caregivers.
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Figure 1. PRISMA diagram.
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Table 2. Overview of themes and subthemes from the thematic synthesis.

25

Theme Subthemes

Brief explanation

Theme 1. Systemic and
structural influences
on transitions

1.2 Information gaps and system navigation
challenges

1.3 Medication management across transitions

1.4 Financial and policy constraints

1.5 Structural and system-level facilitators and

innovations supporting transitions
2.1 Gaps in dementia-specific knowledge and
training

Theme 2. The role of
the health and social
care workforce in
transitions

Theme 3. Caregiving,
emotions, and
decision making in
transitions

3.1 Knowledge and support networks
3.2 Caregiver advocacy and role recognition

transitions

3.5 Emotional adjustment, conflict, and identity

Theme 4. Cultural,
social, and situa-
tional influences on
transition pathways

4.1 Cultural beliefs, stigma, and moral
expectations

1.1 Health system complexity and fragmentation

2.2 Empathy, communication, and staff attitudes
2.3 Staffing pressures and continuity challenges

3.3 Emotions about timing and decision making
3.4 Navigating facility selection and residential

Systemic factors (policy, governance, funding) and structural
factors (organization, coordination of care) both shaped
transition experiences. Transitions were shaped by the organiza-
tion and functioning of health care systems. Barriers included
fragmented services, inequitable access, and poor information
sharing. Facilitators included proactive planning, integrated care
models, and supportive policy frameworks.

Workforce skills, empathy, and communication strongly
influenced transition quality. Limited dementia-specific training,
staff shortages, and high turnover hindered care, while consistent,
compassionate staff improved experiences.

Caregivers faced emotional, informational, and decision-making
challenges throughout transitions. Support networks, early
guidance, and involvement in planning reduced stress, while
poorly timed or unsupported transitions intensified distress

and guilt.

Cultural values, social norms, and moral obligations shaped
attitudes toward care transitions. Stigma, limited culturally
tailored services, and moral expectations around family
caregiving affected decision making and access to support.

Health system complexity and fragmentation

Structural fragmentation within health care systems, exacer-
bated by systemic inconsistencies in policy and funding, was a
major barrier to continuity of care. Health care systems were
often described as fragmented, particularly in contexts where
services spanned multiple providers or where private and public
care were poorly integrated. Caregivers reported difficulties
navigating decentralized systems, often encountering conflicting
information or disjointed care when transitioning between hos-
pital, home, or long-term care settings (Groenvynck et al.,
2022; Hanson et al., 2019; Smith et al., 2021). These barriers
led to delayed transitions, inadequate discharge planning, and
breakdowns in continuity of care. Contributing to this frag-
mentation was the lack of integration between electronic health
records (EHRs) across health and social care providers, which
hindered effective information exchange during transitions
(Delgado et al., 2022; Parker et al., 2021; Pocock et al., 2018;
Ryvicker et al., 2022). The inconsistency in how dementia diag-
noses were recorded in EHRs further complicated care conti-
nuity, as health care professionals were often unaware of a
person’s diagnosis or care needs (Pocock et al., 2018).

Information gaps and system navigation challenges

At both the systemic and structural levels, gaps in information
flow and support systems made care transitions confusing and
burdensome for families. Despite the implementation of sup-
port initiatives intended to simplify care transitions, such as
Australia’s informational gateway services, caregivers reported
that these were helpful in intent but insufficient in practice,
often confusing, bureaucratic, and difficult to navigate during
already stressful periods, with limited individualized or timely
support (Brooks et al., 2022a; Fitzpatrick & Grace, 2019).
Despite the implementation of support initiatives intended to
simplify care transitions, such as Australia’s informational gate-
way services, caregivers frequently reported that these systems
were overly complex and difficult to navigate in practice. Many
caregivers felt that existing health care guidance was insufficient
and experienced a lack of clear, coordinated information, often

needing to “connect the dots” themselves to understand what
services were available or how to access them (Fekonja et al.,
2021; Saragosa et al., 2023). Specific information gaps were
noted around options for long-term care, day-care centers, pal-
liative and hospice services, and in-home support (Armstrong
et al., 2020; Fitzpatrick & Grace, 2019; Kupeli et al., 2019;
Larsen et al., 2020; Radcliffe et al., 2023; Rognstad et al., 2020).

System navigation was further complicated by burdensome
paperwork, often required during times of high emotional
stress (Brooks et al., 2022b; de Vries et al., 2019; Sawan et al.,
2021). This administrative load, combined with inconsistent
service coordination, left many caregivers feeling overwhelmed
and unsupported. Caregivers often experienced conflicts
between systemic pressures (e.g., lack of funding for services)
and the care needs of their loved ones, with some caregivers
expressing concerns that local health care services excessively
relied on them to continue caring, leading to feelings of
exploitation (Ashbourne et al., 2021; Larsen et al., 2020). Fur-
thermore, studies highlighted that inconsistent referral criteria
and service availability across geographical regions contributed
to inequitable access to transitional care support (de Vries
et al., 2019; Eyles et al., 2021; Jennings et al., 2020; Kupeli
et al., 2019; Parker et al., 2021; Pond et al., 2019).

Medication management across transitions

Medication safety and continuity emerged as critical yet often
overlooked components of effective care transitions for people
with dementia. During hospital admissions, caregivers com-
monly voiced concerns about both under- and overmedication,
particularly the use of sedatives and antipsychotics, which were
seen to impair cognition and alertness (de Vries et al., 2019).
Complex medication regimens were typical, and issues such as
polypharmacy and inappropriate prescribing contributed to
adverse drug events and unplanned hospital readmissions (Del-
gado et al., 2022; Gustafsson et al., 2018). These risks were
exacerbated by inconsistent assessment of cognitive status
during admission, which hindered accurate prescribing deci-
sions (Gustafsson et al., 2018).
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Medication-related problems frequently continued at dis-
charge. Conversations with health care professionals were often
rushed and focused on logistics rather than providing families
with clear explanations of new or adjusted prescriptions,
including potential side effects, treatment duration, or warning
signs of adverse reactions (Sawan et al., 2021). Few caregivers
received practical tools such as dose-decision aids to support
safe medication management at home (Pond et al., 2019).

Transitions into hospital from home or care settings also
offered missed opportunities for medication review and opti-
mization (Kable et al., 2019). Services such as the Dementia
Intensive Support model helped reduce avoidable transitions
by addressing behavioral symptoms pharmacologically and
reviewing physical health medications (Rubinsztein et al.,
2020). Interdisciplinary approaches, particularly those involv-
ing pharmacists, were associated with improved outcomes
through tailored medication lists and structured reconciliation
processes (Gustafsson et al., 2018; Sawan et al., 2021).

Despite these promising interventions, studies highlighted
persistent inequities. Compared to individuals without dementia,
those with dementia were significantly less likely to receive accu-
rate medication histories, comprehensive discharge education,
or follow-up instructions (Prusaczyk et al., 2019). These dispar-
ities underscore the need for dementia-specific medication pro-
tocols to ensure safe, informed transitions across care settings.

Financial and policy constraints

Systemic financial and policy constraints often shaped the scope
and equity of transition options for people living with dementia
and their caregivers. In several studies, caregivers described
how profit-driven care models, insurance limitations, or lack
of subsidized services restricted choices and increased out-of-
pocket costs during critical transitions (Armstrong et al., 2020;
Cottrell et al., 2020; Fitzpatrick & Grace, 2019; Freedman et
al., 2022; Gilmore-Bykovskyi et al., 2021; Gresham et al.,
2018; Hanssen & Tran, 2019; Holton et al., 2023; Hui et al.,
2022; Kupeli et al., 2019; Nguyen et al., 2022; Statz et al.,
2022; Zmora et al., 2021). In contrast, more supportive policy
environments, such as the Netherlands’ government-funded
nursing homes or Medicaid alternatives in the United States,
were reported to ease financial strain and promote smoother
transitions into home or community-based care (Groenvynck
et al., 2022; Harrison et al., 2023).

Systemic and structural facilitators and innovations
supporting transitions

In contrast to the many structural barriers identified, several
studies highlighted systemic innovations, such as supportive
policies, governance frameworks, and funding reforms, along-
side structural enablers like integrated service models and care
coordination initiatives.

Proactive planning and clear documentation emerged as
foundational supports for successful transitions. Advance Care
Planning (ACP) tools, including Medical Orders for Scope of
Treatment and Do Not Attempt Resuscitation (DNAR) forms,
helped clarify preferences and reduce uncertainty around treat-
ment and transition decisions (Hanson et al., 2019; Kupeli
et al., 2019). Despite the terminal trajectory of dementia, pal-
liative care consultations were infrequent, and many caregivers
remained unaware of ACP processes, leaving them unprepared
and distressed during critical care transition decisions (Mogan
etal., 2022; Radcliffe et al., 2023; Saragosa et al., 2023; Sharda
etal., 2020). Early and structured palliative care consultations

Greene et al.

played a critical role in aligning care with family goals, such as
enabling people with dementia to remain at home until death
(Chu et al., 2020; Hanson et al., 2019). Importantly, multiple
studies advocated for these supports to be introduced earlier
in the disease trajectory, not reserved solely for end-of-life sce-
narios (Brooks et al., 2022b; Cottrell et al., 2020; Freedman
et al., 2022).

At the service delivery level, integrated care models were key
enablers of smoother transitions. The Dementia Care
Co-Management Model, for example, embedded care manag-
ers and comprehensive planning tools to proactively manage
transitions and reduce avoidable hospital admissions (Jennings
et al., 2020). Similarly, dedicated care coordinators, such as
case managers or primary nurses, were found to guide families
effectively through complex transitions (Khemai et al., 2022;
Saragosa et al., 2023; Zmora et al., 2021). Specialist services,
including Memory Clinics and Admiral nurses, also provided
expert support tailored to the evolving needs of families during
transition periods (Liu et al., 2021; Mogan et al., 2022).

Home-based primary care (HBPC) represented a particularly
promising model that addressed continuity and coordination
across the disease trajectory. Delivered by interdisciplinary
teams directly in the home, HBPC reduced unnecessary hospi-
talizations and facilitated access to in-home palliative care.
Compared to standard care, people receiving HBPC were more
likely to die at home and access hospice services—outcomes
highly valued by families. Caregivers reported that HBPC alle-
viated their burden by offering comprehensive, consistent sup-
port and reducing the need to navigate fragmented systems
(Nguyen et al., 2022). Continuity in primary care also emerged
as a key protective factor in transitional outcomes. Ongoing
relationships with general practitioners built trust, promoted
earlier identification of support needs, and were associated with
lower rates of emergency hospitalization and delirium (Delgado
et al., 2022; Godard-Sebillotte et al., 2021; Lei et al., 2020;
Nguyen et al., 2022; Toles et al., 2022b; Zmora et al., 2021).

Unfortunately, persistent inequities in access to these models
of care sometimes undermine these benefits. People from
lower-income backgrounds and rural regions faced greater bar-
riers to continuous primary care and specialist services (Brooks
etal.,2022a; Eyles et al., 2021). Although telehealth was iden-
tified as a tool to bridge this gap, particularly after hospital
discharge, rural residents were less likely to access hospitals
offering such services, perpetuating geographic disparities
(Wang et al., 2022a).

Well-designed structural factor innovations, including pro-
active care planning, integrated service delivery, and consistent
primary care, play a vital role in easing transitions for people
with dementia and their families. These approaches not only
address structural gaps but also help reduce the overreliance
on informal caregivers to coordinate complex, emotionally
charged transitions.

Theme 2: the role of the health and social care
workforce in transitions

How workforce skills, communication, and capacity
shape transition experiences

Health care professionals were described as central figures in
shaping the quality and emotional burden of care transitions.
Their expertise, communication style, and availability signifi-
cantly influenced how transitions were experienced by both
people living with dementia and their informal caregivers
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(Wang et al., 2022b). Studies highlighted not only the clinical
importance of skilled staff, but also the need for empathy, con-
sistency, and effective information-sharing to support families
throughout the transition journey.

Gaps in dementia-specific knowledge and training

Many caregivers highlighted a widespread lack of
dementia-specific expertise across health care settings. Inade-
quate knowledge of dementia, particularly less common sub-
types such as frontotemporal dementia and Lewy body
dementia, contributed to uncertainty and inconsistent care
during transitions (Armstrong et al., 2020; Rognstad et al.,
2020). Knowledge gaps were especially prominent in end-of-
life care, where staff often avoided conversations about death
and dying despite their importance (Cronfalk et al., 2018;
Mogan et al., 2022). Several studies recommended formal
dementia education and end-of-life training, such as through
the Gold Standards Framework, to improve staff confidence
and competence (Aaltonen et al., 2014; Fitzpatrick & Grace,
2019; Freedman et al., 2022; Gresham et al., 2018; Rubinsztein
et al., 2020; Saragosa et al., 2023; Zmora et al., 2021).

Empathy, communication, and staff attitudes

Beyond knowledge gaps, staff attitudes and communication
styles played a central role in shaping transition experiences.
When communication was poor, whether inconsistent, delayed,
or overly technical, caregivers frequently felt isolated, over-
whelmed, and excluded from decision making (Freedman et
al., 2022; Gilmore-Bykovskyi et al., 2021; Holton et al., 2023).
Caregivers reported confusion and frustration arising from
conflicting advice, limited updates, and a lack of clarity about
care plans (Armstrong et al., 20205 de Vries et al., 2019; Groen-
vynck et al., 2022; Khemai et al., 2022). These challenges were
particularly evident during discharge, prognostic discussions,
and the management of neuropsychiatric symptoms (Parker
et al., 2021; Prusaczyk et al., 2020; Radcliffe et al., 2023;
Sawan et al., 2021). Staff were also reported to sometimes
overlook the cognitive limitations of people with dementia,
such as by asking them for medication histories, leading to
incomplete or inaccurate information (Ashbourne et al., 2021).

In contrast, when communication was timely, clear, and
adapted to the needs of families, transitions were significantly
improved. Multimodal communication (e.g., phone calls,
emails, face-to-face meetings) and regular updates from health
care professionals, especially nurses and psychologists, helped
caregivers feel informed, reassured, and more engaged in the
care process (Marsh et al., 2023; Rognstad et al., 2020). Care-
givers consistently valued staff who were emotionally sup-
portive, responsive, and proactive in involving them in care
planning (Khemai et al., 2022; Zmora et al., 2021). Respectful
and compassionate care was repeatedly described as a key
facilitator of smoother, more person-centered transitions
(Zmora et al., 2021).

Importantly, when health care professionals recommended
a care transition themselves, it sometimes relieved the emo-
tional burden for families, helping to validate their decisions
and reduce feelings of guilt (Wright et al., 2024). Some care-
givers described the ideal support figure as a “cheerleader,” a
trusted individual who was clinically competent, empathetic,
and consistently available throughout the transition journey
(Saragosa et al., 2023).
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Staffing pressures and continuity challenges

A major workforce barrier affecting transitions was the avail-
ability of staff. Chronic understaffing in care facilities under-
mined continuity of care and created anxiety for families
(Armstrong et al., 2020; Brooks et al., 2022b; Rognstad et al.,
2020; Smith & Phillipson, 2022; Tropea et al., 2022). High
staff turnover made it difficult to build trusting relationships,
essential for personalized dementia care (Khemai et al., 2022;
Mogan et al., 2022). Caregivers linked these workforce issues
to broader organizational pressures. Reports on overburdened
staff, limited time, and insufficient resources were common,
with the resulting strain negatively affecting the quality of care
and communication during transitions (de Vries et al., 2019).
Without adequate staffing and continuity, the ability to deliver
thoughtful, person-centered care was diminished, increasing
caregiver distress and complicating the transition process.

Theme 3: caregiving, emotions, and decision
making in transitions

How informal caregivers experience and influence
transitions, and the emotional consequences
Caregivers play a pivotal role in supporting people with demen-
tia during care transitions. Their knowledge, emotional read-
iness, and decision-making capacity significantly shape the
transition experience. Across studies, caregivers reported chal-
lenges related to timing, emotional strain, knowledge gaps,
advocacy efforts, and the complexities of choosing appropriate
care settings. These issues were often compounded by a lack
of systemic and structural support, peer guidance, and person-
alized assistance.

Knowledge and support networks

Caregivers frequently expressed a lack of dementia-specific
knowledge, which hindered their ability to anticipate care needs
and make informed decisions during transitions (de Vries et al.,
2019; Ke-Hau et al., 2020; Leggett et al., 2018). Education on
disease progression and practical coping strategies were iden-
tified as key needs (Brooks et al., 2022b; Damien et al., 2020).
When present, dementia education and respite services reduced
stress and enabled caregivers to make timely transitions to
long-term care (Gresham et al., 2018).

Support from informal networks also played a critical role.
Studies highlighted the value of peer support, transitional coun-
selling, and buddy programs, which helped caregivers feel less
isolated and more confident in their decision making around
care transitions (Brooks et al., 2022b; Johannessen et al., 2019;
Rubinsztein et al., 2020). Conversely, inconsistent or absent
social support exacerbated grief, guilt, and uncertainty (Statz
et al., 2022). Affirmations from others and reflective practices
such as diary-keeping helped caregivers reaffirm the necessity
of transitions (Wright et al., 2024).

Caregiver advocacy and role recognition during care
transitions

Caregivers frequently maintained an active role in care, even
after transitions to hospital or long-term care. This involvement
was driven by a desire to advocate for loved ones, oversee care
plans, and preserve personal routines (Cottrell et al., 2020;
Cronfalk et al., 2018). During hospital admissions, caregivers
often felt a duty to remain present, especially when the person
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with dementia could not communicate their needs (de Vries
et al., 2019; Parker et al., 2021).

However, caregivers also reported frequent exclusion from
decision making and inconsistencies in how their role was rec-
ognized by professionals (Marsh et al., 2023). Advocacy efforts
were emotionally and physically demanding, particularly in
emergency settings where long waits and lack of information
were common (de Vries et al., 2019). Despite these barriers,
caregiver involvement was linked to smoother transitions and
improved outcomes for people with dementia (Khemai
et al., 2022).

Emotions about timing and decision making

A central theme in caregiver narratives was the emotional com-
plexity of determining when and how to transition to higher
levels of care. Families often described a sense of “waiting in
limbo,” gradually providing more support until a crisis neces-
sitated formal care (Cronfalk et al., 2018). Early diagnosis and
proactive counselling about disease trajectory enabled families
to plan, reducing stress and enhancing decision confidence
(Brooks et al., 2022b; Groenvynck et al., 2022; van der Heide
et al., 2021).

Poorly timed or unplanned transitions, such as emergency
hospital admissions or rushed discharges, intensified anxiety
and undermined caregivers’ sense of control (Sawan et al.,
2021; Wright et al., 2024). Emotional responses to transitions
for both the individual with dementia and caregivers ranged
from guilt and grief to relief and acceptance, depending on the
level of preparation and perceived quality of care (Fitzpatrick
& Grace, 2019; Statz et al., 2022). Involving the person with
dementia in the decision, where possible, was associated with
greater satisfaction and lower distress (Davison et al., 2019).

Navigating facility selection and residential transitions

Selecting a care facility was a unique stressor distinct from
broader systemic and structural navigation challenges. Care-
givers often described the process as overwhelming, shaped
by financial constraints, limited availability, and urgency to
accept the first available option (Brooks et al., 2022b; Rapp
et al., 2018; Rognstad et al., 2020). Inadequate support for
this process, especially regarding respite care, frequently led
to exhaustion and guilt (Gilmore-Bykovskyi et al., 2021;
Wright et al., 2024). Concerns around care quality, safety,
and dignity influenced placement decisions. Caregivers
reported distress over depersonalized or unsafe environments
and preferred facilities with person-centered approaches that
incorporated personal histories and belongings (Smith et al.,
2023; Zmora et al., 2021).

Support from care placement consultants and purpose-built
memory support units facilitated better outcomes (Broadbent
& Gilbert, 2020; Radcliffe et al., 2023). Multidisciplinary
teams and dementia-integrated care models in assisted living,
skilled nursing settings, and cottage models of respite care were
also positively viewed (Gresham et al., 2018; Harkin et al.,
2020; Johannessen et al., 2019; Manis et al., 2021).

Together, these findings underscore the deeply emotional,
practical, and relational dimensions of caregiving during tran-
sitions. Strengthening caregiver support, ensuring timely guid-
ance, and recognizing advocacy roles are critical to improving
transition experiences for both families and people living with
dementia.

Greene et al.

Emotional adjustment, conflict, and identity

Care transitions, particularly into long-term care, often trig-
gered complex emotional responses for both caregivers and
people living with dementia. The decision to move a loved one,
frequently perceived as a “last resort,” was commonly met with
resistance, anxiety, and grief (Fitzpatrick & Grace, 2019; Hui
et al., 2022; Saragosa et al., 2023; Wright et al., 2024). Care-
givers described difficulty initiating the conversation about
relocation and noted that individuals with dementia sometimes
responded with anger, distress, or confusion (Davison et al.,
2019; Rognstad et al., 2020). These tensions occasionally
required urgent intervention and placed further strain on
caregiver—recipient relationships.

After the move, caregivers often reported feelings of power-
lessness, describing how health and social care systems
appeared to make final decisions without their input (Mogan
et al., 2022; Rognstad et al., 2020). Many expressed a sense
of lost autonomy, identity disruption, or “failure,” particularly
when the person with dementia was their spouse or parent
(Ashbourne et al., 2021; Brooks et al., 2022b; Holton et al.,
2023). Long-term grief, loneliness, and even clinical depression
were described, with some caregivers seeking professional sup-
port well after the transition (Brooks et al., 2022a; Hihnel
et al., 2023).

People living with dementia also experienced emotional con-
sequences, reporting loss of independence, disconnection from
community, and diminished quality of life when transitions
were poorly managed (Davison et al., 2019; Johannessen et al.,
2019). Over time, some caregivers and individuals adapted to
the new care environment, reporting relief, safety, and improved
well-being. Acceptance was more likely when transitions were
planned collaboratively and the person’s wishes were acknowl-
edged (Ashbourne et al., 2021; Fekonja et al., 2021).

Theme 4: cultural, social, and situational
influences on transition pathways

How cultural values influence transition decisions
and experiences

Care transitions for people with dementia are shaped not only
by structural and systemic factors but also by deeply personal,
cultural, and contextual dynamics. Across studies, the beliefs,
resources, and circumstances of families, such as cultural
norms, rurality, dementia subtype, and socioeconomic status,
significantly influenced how transitions were understood, expe-
rienced, and navigated. This theme highlights how diverse
identities and environments shaped caregiving expectations,
access to services, and emotional responses to transitions.

Cultural beliefs, stigma, and moral expectations

Caregivers often faced internal and external pressures rooted in
cultural expectations around family caregiving, particularly when
considering transitions to long-term care. In collectivist cultures,
the moral obligation to care for aging parents at home created
strong resistance to institutional care, even when caregiving
demands became overwhelming (Fekonja et al., 2021; Hanssen
et al., 2022; Hanssen & Tran, 2019; Holton et al., 2023; Hui et
al., 2022). Feelings of guilt, shame, and perceived failure were
frequently reported, especially when caregivers were influenced
by negative societal judgments or the disapproval of other family
members (Johannessen et al., 2019; Statz et al., 2022).
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Families described a sense of failure both in relinquishing
day-to-day care and in being unable to shield loved ones from
institutional environments they felt were not always respectful
or safe (de Vries et al., 2019; Fekonja et al., 2021). This emo-
tional toll was often compounded by a lack of culturally sen-
sitive support services. Studies found that when transitions
were facilitated in ways that respected cultural values and
helped families navigate stigma, caregivers experienced more
acceptance and less distress (Aaltonen et al., 2014; Hanson
et al., 2019; Hanssen et al., 2022).

Discussion and implications

This review synthesized 67 studies examining care transitions
for people with dementia, highlighting persistent structural,
systemic, interpersonal, and experiential challenges. Transitions
were often experienced as emotionally complex, disorienting,
and stressful for both people living with dementia and their
caregivers, who frequently faced uncertainty, fragmented sup-
port, and high decision-making burdens. Findings revealed that
transitions are hindered by fragmented health care systems,
inadequate communication, limited dementia-specific knowl-
edge among professionals, and heavy reliance on informal
caregivers. Despite these barriers, promising innovations,
including proactive care planning, integrated care models, and
home-based services, demonstrated potential to improve con-
tinuity and person-centeredness in transitional care.

These findings underscore the complexity of care transitions
for people with dementia and their caregivers, where systemic
and structural factors, and interpersonal dynamics intersect to
shape outcomes. The persistence of structural health and social
care fragmentation and information gaps suggests that existing
health care systems remain poorly equipped to meet the needs
of this population, despite long-standing recognition of these
issues in the literature (Giebel et al., 2021; Martin et al., 2020).
Previous studies have similarly highlighted the negative impact
of disjointed care and limited continuity across settings (Britton
& Zimmermann, 2022; Smith et al., 2021), yet this present
synthesis reveals that such problems continue to affect people
with dementia and their families. This disconnect may reflect
ongoing implementation gaps between policy ambitions and
frontline realities, where integrated, person-centered care
remains aspirational due to insufficient resourcing, leadership,
and system alignment. Moreover, entrenched fragmentation,
driven by siloed services, incompatible systems, and differing
professional mandates, appears to continue to impede collab-
oration and continuity during critical transitions. Compound-
ing these challenges is the ongoing lack of dementia-specific
training among health and social care professionals, despite
the availability of evidence-based frameworks to improve care
competencies (Gkioka et al., 2020; Surr et al., 2020). Without
adequate training, protected time, and structural support to
work across disciplines, staff are often ill-equipped to deliver
coordinated, dementia-informed care, particularly in
high-pressure transition points where communication and clin-
ical judgment are critical.

Notably, our review extends prior work by emphasizing the
emotional and moral weight of transition decisions, especially
among caregivers navigating cultural expectations and limited
formal support. While some earlier studies have explored care-
giver burden (Germain et al., 20245 Groenvynck et al., 2022),
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few have examined how feelings of guilt, failure, and cultural
stigma interact with dementia transition pathways. The iden-
tification of emerging models, such as ACP, contributes to the
growing evidence base demonstrating that these innovations
can reduce distress and better align care with the preferences
of people with dementia and their families (Wendrich-van Dael
et al., 2020). Similarly, models like HBPC are gaining increas-
ing recognition for their potential to enhance continuity and
person-centeredness in transitional care (Li et al., 2022; Sy et
al., 2024; Weiner et al., 2024). Unfortunately, these benefits
appear unevenly distributed, with continued inequities linked
to geography, socioeconomic status, and service availability
(Giebel et al., 2025; Watson et al., 2021). Individuals with rarer
forms of dementia may face even greater challenges in accessing
appropriate transitional support, due to lower clinical aware-
ness and limited availability of tailored services (Giebel
et al., 2025).

Strengths and limitations

This review offers a comprehensive and contemporary synthesis
of the evidence on care transitions for people living with
dementia and their caregivers, drawing on a diverse range of
study designs and highlighting systemic, structural and inter-
personal factors that shape transition experiences. A key
strength was that no restrictions were placed on the country
of origin of included studies, as incorporating research from
diverse international settings allowed for a more comprehensive
synthesis of how varying health care systems and policy con-
texts shape dementia-related care transitions. This international
scope, combined with a thematic synthesis approach, enabled
the integration of findings across qualitative and quantitative
studies, capturing both systemic and structural dynamics and
the lived experiences of caregivers and, to a lesser extent, people
with dementia.

However, several limitations should be acknowledged. As
translation resources were not available, the review was limited
to English-language publications, which may have resulted in
the exclusion of relevant studies published in other languages.
The predominance of studies conducted in high-income, West-
ern countries further limits the generalizability of findings to
other cultural contexts and health system structures. Addition-
ally, the evidence base relied heavily on carer perspectives; the
voices of people living with dementia, especially those with
advanced dementia, were underrepresented. Most studies
focused on transitions into long-term care, with comparatively
little attention to transitions between hospital and home, or
between community-based services. This concentration on
long-term care may be attributable to several factors, including
the relative predictability and visibility of these transitions,
their association with significant policy and cost implications,
and the feasibility of participant recruitment and data collec-
tion. In contrast, transitions such as acute hospitalizations or
respite care are often less systematically documented, more
variable in nature, and methodologically challenging to study.
These gaps underscore an important area for future research
to better understand and support the diverse transition expe-
riences of people living with dementia.

This review highlights the urgent need for more integrated,
equitable, and person-centered approaches to dementia-related
care transitions. Despite policy commitments to improve
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continuity and coordination, persistent barriers—such as frag-
mented systems, variable workforce competencies, and limited
access to tailored support—continue to hinder effective transi-
tional care. The findings reinforce the critical role of informal
caregivers, whose experiences and emotional labor remain
central to navigating complex systems. Emerging models such
as HBPC and structured ACP offer promising pathways for-
ward, but current access to these interventions is uneven and
often dependent on geography, diagnosis subtype, and socio-
economic status. To address these disparities and improve out-
comes, future policy and service development must prioritize
the inclusion of underrepresented populations, investment in
workforce training, and support for a wider range of transi-
tions across the care continuum. Advancing this agenda will
require sustained cross-sector collaboration, implementation
research, and meaningful engagement with both caregivers and
people living with dementia.
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