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ABSTRACT

Objective: To synthesize the existing literature on care transition planning from the perspectives
of older adults, caregivers, and health professionals and to identify the factors that may influence
these stakeholders’ transition decision-making processes.

Design: A scoping review guided by Arksey & O’Malley’s six step framework. A
comprehensive search strategy was used to identify articles in five databases. Records were
included when they described care transition planning in an institutional setting from the
perspectives of the care triad (older adults, caregivers, and health professionals). No date or
study design restrictions were imposed.

Setting: This review explored care transitions involving older adults from an institutional care
setting to any other institutional or non-institutional care setting. Institutional care settings include
communal facilities where individuals dwell for short or extended periods of time and have access
to health care services.

Participants: Older adults (aged 65 or older), caregivers, and health professionals.

Results: 39 records were included. Stakeholder involvement in transition planning varied across
the studies. Transition decisions were largely made by health professionals, with limited or
unclear involvement from older adults and caregivers. Seven factors appeared to guide transition
planning across the stakeholder groups: (a) institutional priorities and requirements; (b)
resources; (¢) knowledge; (d) risk; (e) group structure and dynamic; (f) health and support needs;
and (g) personality preferences and beliefs. Factors were described at micro-, meso- and macro-
levels.

Conclusions: This review explored stakeholder involvement in transition planning and identified
seven factors that appear to influence transition decision-making. These factors may be useful in
advancing the delivery of person- and family-centered care by determining how individual-,
group- and system-level values guide decision-making. Further research is needed to understand
how various stakeholder groups balance these factors during transition planning in different
health contexts.

STRENGTHS AND LIMITATIONS OF THIS STUDY
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e This review considered transition planning among the care triad (defined as older adults,
caregivers, and healthcare professionals).

e A wide range of transition experiences were described across the records, involving
various care settings and patient conditions.

e The identification of factors required subjective interpretation, as few records specifically
focused on identifying the factors that guided participants’ decision-making.

e Participant characteristics were lacking in several records, making it difficult to assess
participant diversity.

e Some relevant information may have been missed, as inclusion criteria was focused on
describing transitions from institutional care settings.

WORD COUNT: 4354
INTRODUCTION

Increased interest in person- and family-centered care (PFCC) has emerged over the past several
decades (1). PFCC is an approach to healthcare, whereby care decisions are driven by the
individual’s needs, preferences, and desired outcomes (2). In this values-based approach, patients
and families are considered partners in their care and contribute important knowledge and
experience to care and treatment decisions. The growing popularity of this approach represents
an ideological shift from the biomedical model to one that emphasizes a holistic view of the
individual with specific medical, social, mental, emotional and spiritual needs (3). PFCC policies
and practices are now widely recognized as an important indicator of healthcare quality, and
many healthcare systems globally are making progress towards achieving a higher standard of
PFCC (4).

While many believe that a PFCC approach is justified on moral grounds (5), the benefits of
adoption include improved individual- and system-level outcomes as demonstrated by studies
showing greater self-efficacy, levels of satisfaction and individual wellbeing (6—8) amongst
patients and families. Additionally, PFCC interventions have been associated with a better use of
resources and decreased health system costs in certain therapeutic areas (6,9,10).

The successful delivery of PFCC may be a particularly important contributor to enhanced
management of complex health processes like care transitions. Care transitions are broadly
defined as the transfer of patients between different settings, services or care providers (11,12).
They represent periods of high vulnerability and risk, due to the potential for adverse events and
breakdowns in communication (13). Despite the promise of PFCC, a recent review on care
transitions reported a mixed effect of the impact of PFCC on patient-oriented outcomes leading
the authors to reflect on the core components of the approach, and conclude that PFCC
interventions must incorporate several core components to successfully improve transition
outcomes (14).

Shared decision-making (SDM) is often viewed as one of the core components of PFCC (15).
SDM is a collaborative approach to decision-making, whereby health professionals and patients
consider options and evidence together before making joint decisions (16). This approach may be
particularly useful in the context of care transitions, since the decisions will likely impact
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caregivers and health professionals in addition to the patient. Specifically, the outcomes of
transition decision-making can influence health professionals’ planning and resource allocation,
as well as caregivers’ responsibilities for care coordination and delivery.

Despite the significant impact that care transition decisions can have on the lives of these
stakeholders, there is considerable evidence that patients and families are not included in, and
have limited influence over, transition planning and decision-making (17-25). This may be
particularly true for older patient populations, as SDM becomes more complex due to their
higher health needs and reduced ability to self-manage (26). This lack of involvement is further
problematized by the reality that different stakeholders may have conflicting goals during the
transition (13,27). The absence of patient and family voice during care transitions may therefore
result in system goals being prioritized over the goals of the individual patients and their families

(13).

A lack of patient and family involvement in care transition planning and decision-making raises
important questions about the quality of care during transitions and the extent to which they are
person-centered. Therefore, the aim of this review is to synthesize the available literature on care
transition planning from the perspectives of older adults, caregivers and health professionals, and
identify the core factors that appear to influence transition decision-making. By identifying these
factors, we may better determine the extent to which care transitions are person-centered, and
how they may be strengthened in the future.

METHODS

This scoping review examined care transition planning and decision-making from the
perspectives of older adults, caregivers, and health professionals. We followed the methods
outlined by Arksey & O’Malley (2005) and adhered to Tricco et al’s (2018) PRISMA Extension
for Scoping Reviews (PRISMA-ScR) checklist to report our findings (28,29). Arksey and
O’Malley (2005) advanced a six-step framework for conducting scoping reviews: [1] identifying
the research question; [2] identifying relevant studies; [3] study selection; [4] charting the data;
[5] collating, summarising and reporting; and optionally [6] consulting and translating
knowledge. A copy of the review protocol can be accessed by contacting the authors. Ethical
approval was granted by the University of Toronto’s Research Ethics Board (Protocol 41349).

Inclusion criteria

We included all published literature where the record: [1] reported empirical peer-reviewed
research; [2] described a care transition from an institutional care setting (e.g., hospital,
rehabilitation facility, nursing home) to any other care setting; [3] described decision-making
and/or planning related to the transition; and [4] included data collected from the multiple
perspectives of older adults, caregivers, and health professionals. Data from these multiple
perspectives was necessary in order to better understand the extent to which the stakeholder
groups were involved in decision-making and the different factors that they considered during
their transition experiences. Only records published in English were included. Records were
excluded when their methodology was unclear and when the perspectives of older adults could
not be clearly identified or differentiated from younger participants. A small selection of records
describing hypothetical transitions were excluded due to potential differences in predicted and

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 4 of 40

yBuAdoo Ag palosloid 1senb Ag 20z ‘8T Iudy uo /wod g uadolwg//:dny woiy papeojumoq "ZzZ0z aunt €T U0 9%7650-T20Z-uadolwa/9gTT 0T se paysiignd 1siy :uado NG


http://bmjopen.bmj.com/

Page 5 of 40

oNOYTULT D WN =

BMJ Open

actual transition decisions. Records focused on transitions at the end-of-life were excluded due to
the unique nature of this type of transition and the factors that may be considered by
stakeholders. Consistent with scoping review methodology, a critical appraisal to assess the
quality of the included records was not undertaken (30).

Search strategy

A comprehensive search strategy was developed in consultation with a health sciences librarian
at the University of Toronto (Supplementary File 1). The search was designed to retrieve records
that described all of the following concepts: [1] a care transition; [2] decision-making or care
planning; [3] the triad perspectives of older adults, caregivers and health professionals (see Table
1). Relevant search terms relating to these concepts were drawn from published reviews and
expanded upon through a preliminary literature search and using the research teams’ existing
knowledge. The search strategy was executed in the following databases due to their focus on
health research: MEDLINE, AgeLine, EMBASE, PsycINFO, and CINAHL Plus. No date or
study design restrictions were imposed. The search strategy was validated by ensuring the
retrieval of a selection of key publications identified through a preliminary literature search.

Selection of sources of evidence

The search was executed in January 2021 and all records retrieved were imported into
Covidence, a web-based software platform designed to facilitate screening. Duplicates were
removed and records were screened in two stages. First, 90% of titles and abstracts were
independently reviewed by two authors (SC, KMK) based on pre-identified selection criteria.
Discrepancies were resolved between the authors through periodic discussions. The remaining
10% of records were screened by one author (SC) as a high degree of screening consistency was
observed. In the second stage of screening, two authors (SC, KMK) independently screened and
discussed the full text of all remaining records.

Data extraction and synthesis

Two authors (SC, KMK) independently reviewed and charted the data from included records into
a detailed data abstraction form. Data charting was used to summarize, organize and interpret the
data from the records according to key themes. For each record, the following types of data were
extracted: general record information (i.e., journal, author, publication date, country of
publication, title); and research methods and design (i.e., study objective, settings, participant
characteristics, methods of data collection and analysis). Information on the factors that
influenced transition planning and decision-making were also extracted. Factors were defined as
any ideas or circumstances that appeared to have an influence on the transition decisions and
care arrangements made. Although the authors of some records had explicitly identified these
factors (e.g., perceived costs of care deterring participants from certain options), in most cases
they were identified iteratively using the central themes reported in the research. To present an
overview of all information retrieved, and to establish the breadth and scope of the literature, the
results of the review are reported in two formats: [1] a simple numerical description of the
distribution of the records coupled with data visualizations; and [2] a narrative synthesis and
content mapping of core topics of interest. Data synthesis and mapping was an iterative process
facilitated through multiple team meetings. Due to limited time and resources, the optional sixth
step of Arksey and O’Malley’s scoping review framework, ‘consulting and translation
knowledge’, was not completed.
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Patient and public involvement
No patient involved.

RESULTS

The initial search resulted in 10,356 records. After deduplication, 7198 records remained for title
and abstract screening. A total of 266 full text records were reviewed, and 39 were included in
this review (Figure 1). A summary of the characteristics of the included records is presented in
Table 2. Records were published between 1981 and 2019, with the majority published in the last
11 years (n=20; 51.3%). Included records described studies conducted in North America (n=28;
71.8%), Europe (n=10; 25.6%) and Australia (n=1; 2.6%).

Nearly all of the included records described qualitative studies (n=37; 94.9%). The remaining
two records used mixed methods (5.1%). Common study designs included: ethnography (n=14;
35.9%); case study (n=6; 15.4%); exploratory qualitative (n=6; 15.4%); interpretive research
(n=4; 10.3%); and grounded theory (n=3; 7.7%). Interviews were the predominant method for
collecting data across the studies (n=37; 94.9%). Records also described observational data
collection (n=22; 56.4%), document review (n=13; 33.3%) and focus groups or group workshops
(n=4; 10.3%). The majority of included records described studies with more than one method of
data collection (n=24; 61.5%).

All studies collected data from the perspectives of older adults, caregivers and health
professionals. Many studies included health professionals from the initial transition setting as
well as the final transition destination (n=16; 41.0%). Three records describing two studies
included data from key informants throughout the health system (7.7%). In general, the study
populations included more women than men. Only 7 studies reported the participants’ ethnicities
(17.9%), the majority of whom were white.

A variety of patient populations and transition types were described. Nearly all records described
transition experiences from a hospital setting (n=34; 87.1%). Transition destinations varied
across the studies; however, in most cases at least a portion of the older adults transitioned home
(n=30; 76.9%). Other transition destinations included: nursing homes; retirement homes; skilled
nursing facilities; rehabilitation facilities; rest homes; long-term care; and convalescent care
homes. In many cases, the older adult participants transitioned between more than two locations.

Degree of stakeholder involvement

The degree of stakeholder involvement in transition planning and decision-making varied across
the records. In many cases, there was evidence that health professionals made transition
decisions with limited communication with the patients and families (18,23,31-50). At times,
patients and families appeared comfortable with this arrangement, deferring decision-making to
the health professionals (33,34,38,42,45,51-53). However, a few records alluded to complex
power struggles between patients, families and health professionals over decision-making
authority (23,54). In these cases, patients and families had limited control over the transitions,
and were at times even purposefully excluded from transition planning (23,54).
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Decisions were generally made by health professionals in team meetings or through exchange of
informal communications. A few records mentioned cases where family conferences were held
to include the patient or family in planning (34,40,44,49,51,54-59). Although it was not clearly
stated in the records, authors implied that many decisions were made through informal
conversations between health professionals, patients and families. Jewell (1993) noted that
although this style of communication was often preferred by health professionals, “patients
and/or carers felt poorly served by such an approach” (35; p. 1293).

Records reported conflicting views on transition planning between stakeholders
(18,35,36,40,43,60). When patients and families disagreed with health professionals’
recommendations, their capacity to make decisions was questioned (23,35,58,61). In one study,
Durocher et al (2017b) noted that all participants associated ageing with a gradual loss of agency
and decline in capacity (34). This led to the expectation among participants that older adults’
engagement in decision-making would decline over time. Similarly, other records suggested that
some health professionals held paternalistic or ageist attitudes (23,32—34,49,52,54), which
compromised patients’ and families’ capacity to influence transition planning.

Factors influencing transition planning and decision-making

A variety of factors influencing transition planning and decision-making processes across
stakeholder groups were described and are summarized in Table 3. These factors included: (a)
institutional priorities and requirements; (b) resources; (¢) knowledge; (d) risk; (e) group
structure and dynamic; (f) health status and support needs; and (g) personality, preferences and
beliefs. Typically, the factors were described at the level of the individual (micro-level);
however, in some cases the factors were described at the group- or system-levels (meso- and
macro- levels).

Institutional priorities and requirements

Several records described how institutional- and system-level priorities and requirements
influenced transition options and decision-making. These institutional priorities were sometimes
privileged over the priorities of the patients and families (36,49,56). Challenges emerged in
transition planning due to requirements of the initial transition settings and the transition
destinations. Records noted that institutions were under pressure to discharge patients as quickly
as possible in order to comply with insurance requirements and free up beds (32,44,46,49,61—
63). As a result, discharge planning often began upon admission; however, this early focus
hindered the process of preparing patients for discharge (42,46,47,49,55). In one record, health
professionals reported trying to conserve resources by discharging patients on certain days to
maximize insurance usage (64). Transition options were further constrained by the admission
criteria set by the discharge destinations (37,47,64). Lack of space and availability of services in
the community exacerbated challenges by limiting transition options (41,48). Finally, privacy
and confidentiality concerns restricted communication between different stakeholders both
within and between settings, complicating transition planning (43,47,63).

Resources

Transition decisions were influenced by the decision-support resources available to the patient
and family, as well as in the community. Social, psychological, financial and familial resources
were identified (40,49,61). The most critical resource influencing transition decisions was the
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availability and support of a caregiver. Caregivers acted as an advocate for the patients during
transition planning, ensuring that their interests were upheld (18,31,37,46,51,53,60). Lack of
caregiver involvement sometimes resulted in care arrangements that the patients did not prefer
(18,33,65). Caregivers also helped to share information and knowledge with the patient, ensuring
that they understood what was happening (39). Despite this, it was important not to over-rely on
caregivers, as there were limits to the support that they could provide (46,60). Several records
also described how financial resources influenced transition decisions. In particular, perceived
costs of care might shift the older adults’ and families’ decisions (60,64), while availability of
health insurance might alter health professionals’ recommendations (64). Ultimately, without
sufficient social and financial supports, certain transition ‘options’ were not executable (23).

Time also influenced transition planning, both in terms of its availability as a resource, and
identifying the most appropriate timing for decisions. In a few records, health professionals
described insufficient time to prepare and plan for the transition (33,61,63). Depending on the
type of service, different amounts of time were required to prepare (54). Similarly, patients and
families found that decisions needed to be made rapidly, creating a challenge for transition
planning (41,46,48). However, limited time was not universal, as Rhynas et al (2018) found that
time pressure had no influence on transition decisions (18). The success of the care transitions
was sometimes dependent on the timing of the decisions being made. Robinson et al (2012)
described how discharge dates may be manipulated by health professionals in order to ensure
that relevant staff and services were available (62). Additionally, since many patients’ care needs
and capacity fluctuated over time, it was important to make decisions when the patients’
condition had stabilized and they could participate effectively (40,49,51,58-60,65).

Knowledge

Knowledge of the patient and the various options for transition settings influenced planning.
Several records described how patients and families were insufficiently informed and prepared to
make or follow a transition plan (18,37,38,40,44,46,47,49,56,59). Further, authors noted that
patients and families at times lacked the knowledge to prepare themselves to participate in
decisions, or felt ambivalent or reluctant to seek information (37,42). This reality constrained
decision-making, by limiting the patients’ and families’ capacity to participate. Conversely,
health professionals’ medical expertise garnered them power and authority when making
decisions on behalf of patients and families (23). Health professionals’ confidence in their
decisions was strengthened with knowledge of the patient themselves (62) and a clear
understanding of their role in transition planning, as well as the roles of others (42,46,47,51,63).
One record described how health professionals privileged their own knowledge above the
knowledge of the patients and families when making decisions (55). Similarly, two records
described how health professionals utilized the knowledge imbalance between themselves and
the patients by withholding information about different options (37,38). Finally, in some
instances patients, families, and health professionals each lacked knowledge and awareness of
the benefits and resources available in the community (41,51). This impeded transition planning,
by restricting the number of options under consideration.

Risk

Perceptions of risk and safety had an important influence on how different stakeholders viewed
the transitions and justified their decisions. In some cases, health professionals and caregivers
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delayed or interrupted transitions due to concerns that the older adult was not ready (33,50,54).
As a result, they sometimes prioritized patient’s safety over their preferences (18,23,34,55,58). A
language of risk was used to justify the transition decisions being made or recommended (18). In
one record, a caregiver “defined capacity as being capable of making a decision that was safe”
(53; p. 8). However, stakeholders appeared to weigh the risks associated with each transition
option differently. In particular, while older adults were often comfortable transitioning home,
health professionals and caregivers sometimes expressed concern with this option. These
conflicting views meant that certain transition options could not be executed by the older adults,
due to the perceived risks involved (23).

Group structure and dynamic

The quality of the relationships and communication between different stakeholders had an
important influence on transition planning. Several records suggested that poor communication
and coordination between health professionals challenged transition planning
(31,40,42,46,51,54,59,62). In particular, limited communication between institutional providers
and community providers resulted in poor continuity in care. Unclear responsibilities and roles
within teams was also a challenge, therefore some participants suggested having one health
professional in charge of coordinating transition efforts (33,51,54). It was often unclear whether
patients and families were recognized as equally valuable team members during transition
planning. Further, several records described how caregivers were often responsible for
navigating the health system and arranging services (39,41,65,66). Thus, their inclusion in the
team was important to ensure successful planning. In fact, Robinson et al (2012) noted that
strong relationships between family and health professionals led to greater likelihood that all
stakeholders would agree on decisions (62). Ultimately, trust was a recurring theme across the
records, as it helped to strengthen all stakeholders’ comfort and confidence with the decisions
(37,44,53,54,62,63).

Health status and support needs

Although a patients’ health status and support needs should logically influence their involvement
in transition decisions, many records did not describe consideration of this factor. Two records
described how the patients’ current health statuses impeded their capacity to participate in
decision-making (37,38). Specifically, patients with sensory loss, language barriers, or high
medication use had limited opportunities to share their perspectives during planning. Records
also referenced discordance between the individuals’ preferences for care, and their medical and
social needs (18,23). In these cases, the patients’ health needs were typically prioritized over
their preferred choice of care arrangement. Finally, higher health needs influenced transition
planning by reducing the number of executable options (18,23,48,53). Patients who required
complex care needed more health professionals and services to be involved (63). For example,
Mead et al (2005) described how patients were transferred between assisted living facilities as a
result of their shifting care needs (53).

Personality, preferences and beliefs

Many records emphasized the importance of recognizing the older adults’ and families’
personalities and incorporating their preferences into transition planning; however, it was unclear
whether this occurred in practice. Several records described conflicting stakeholders’ views
towards transitions, which challenged planning processes (35,36,43,60,62). Health professionals
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in two studies specifically noted difficulty incorporating family preferences into transition
decisions (43,61). Finally, two records described how older adults’ mindsets and attitudes
influenced transition planning, suggesting that more positive mindsets led to greater autonomy in
decision-making and subsequent care (51,52).

DISCUSSION

This review explored stakeholder involvement in transition planning and identified seven key
factors that appeared to influence stakeholders’ decision-making. Findings were analyzed with a
specific focus on PFCC to determine the extent to which SDM occurs during care transition
planning. SDM is an approach to care planning that is expected to strengthen healthcare
experiences and outcomes by better aligning care with the preferences and needs of patients and
families; however, it can be challenging to implement in practice due to conflicting stakeholder
expectations.

Across the included records, transition decisions were largely made by health professionals.
While there was evidence that some patients and families were involved in the transition
planning, their involvement varied on a case-by-case basis. This finding is consistent with
existing literature on transition planning (17), which shows that “although the majority of older
people would wish to be involved in decision-making in practice they are often not encouraged,
or enabled, to participate in SDM” (23; p. 10). Transition decisions were influenced by a variety
of micro-, meso- and macro-level factors. These factors included: (a) institutional priorities and
requirements; (b) resources; (c) knowledge; (d) risk; (e) group structure and dynamic; (f) health
status and support needs; and (g) personality, preferences and beliefs. The factors both
influenced, and were influenced by, the broader context in which decision-making occurred,
including who was involved, to what extent, and what options were considered.

Power impacted the extent to which each factor influenced the transition decisions. Power has
been previously defined as “the degree of control over material, human intellectual and financial
resources by different sections of society” (62; p. 41). In this review, power permeated factors
like resources, time, knowledge, and group structure to impact the transition options under
consideration. As Joseph-Williams et al (2014) points out, if patients do not know or understand
the options available, then they are unable to participate in SDM (68). To date, many scholars
have written about the deep-rooted power imbalances between patients, families and health
professionals during clinical encounters. This review affirmed the existence of a power
imbalance during transition planning, as health professionals’ knowledge and training was often
privileged over the patients’ and families’ perspectives. As Kaminskiy (2015) notes, power in
SDM can be so pervasive that “certain groups do not question, but instead accept certain
situations without conflict” (64; p. 24). This reality was reinforced in this review, as in many
cases patients and families willingly deferred decision-making authority to the health
professionals.

Factors were weighed differently depending on the broader context of the transitions. In several
records, the older adults’ available resources and anticipated health needs took precedence over
theirs and their families’ preferences for the transition. These factors also influenced health
professionals’ recommendations for transitional care. This reality illustrates the lasting influence
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of the biomedical model, where medical outcomes are valued more highly than other outcomes
that might be more meaningful to the individual (e.g., quality of life). Similarly, although health
professionals appeared to lead decision-making in many cases, their decisions were often
impacted by structural factors beyond their control. These included, for example, institutional
goals to discharge patients as quickly as possible, and a lack of available bed spaces in the
community. According to Thomas et al (2020), these structural factors can have a profound
impact on SDM by constraining the control health professionals have over their decisions, and
prioritizing health system efficiencies over PFCC (70).

Future research might explore the relative weighing of these different factors during transition
planning from the perspectives of patients, families and health professionals. As Kaminskiy
(2015) comments, SDM is a complex process and power imbalances, conflict between
stakeholders, and resource constraints have served to limit its uptake in practice (69). Therefore,
greater understanding of how each stakeholder weighs these factors when making transition
decisions may offer an opportunity to address these tensions and move towards more person- and
family-centered transition planning. Stakeholders’ specific social contexts should also be
explored as prior research has shown that patient characteristics (e.g., ethnicity, gender) can
influence healthcare experiences (71).

Further research on how the broader context shapes transition planning is also needed. During
the COVID-19 pandemic there has been evidence that the factors influencing transition decisions
may have been altered or re-weighted. For example, in April 2021 the Government of Ontario,
Canada issued emergency orders to allow hospitals to transfer patients without consent in an
effort to alleviate pressure on the healthcare system (72). Additionally, there is evidence that
some older adults and families left care institutions like long-term care, a decision that was rarely
executed pre-pandemic (73—76). These examples show the significant impact that the broader
social and political context can have on transition decision-making. Research in this area may
help to emphasize the complexity of transition planning, and which factors are most critical for
guiding decision-making in different contexts.

Limitations

This review has several limitations. First, some relevant articles may have been missed, due to
the complexity of care transitions, the breadth of literature on the topic, and limiting records to
the English language. Second, while the included records all described transition planning and
decision-making, they did not focus specifically on the factors influencing this process.
Therefore, the identification of factors required the subjective interpretation of the authors.
Despite this, common factors persisted across the records, all of which had been previously
described in the literature on care transitions. Finally, the included records often lacked
demographic information on the sex and ethnicity of participants making it impossible to assess
participant diversity across the records.

CONCLUSION

This review described stakeholder involvement in transition planning and identified key factors
influencing transition decisions. Findings may be useful for developing a framework on
transition planning, guiding future research, raising awareness of the variation in stakeholder
involvement during care transitions, and supporting the successful implementation of PFCC.
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Table 1. Operational definitions of core concepts

Concept

Definition

Institutional care setting

Care transition

Transition planning and
decision-making

Older adult

Caregiver

Health professional

Communal facilities where individuals may dwell for short or
extended periods of time and have access to health care
services. Examples may include: hospitals, rehabilitative
centres, nursing homes, long-term care facilities, assisted
living facilities, aged care homes, personal care homes,
residential facilities, etc.

The transfer of patients between different services, providers
and/or settings.

The process of preparing for a care transition and choosing
between multiple options.

Person aged 65 years or older.

A family member or friend who provides unpaid care to
another person, either at home or in a care institution.

A licensed or unlicensed care provider who offers paid
medical, treatment or support services to a patient.
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Table 2. Overview of included record characteristics (N=39)

Characteristic n(%)
Year
1980-1989 1(2.5)
1990-1999 9 (23)
2000-2009 9(23)
2010-2015 8 (20.5)
2016-2021 12 (31)
Country
Australia 1(2.5)
Canada 15 (38)
Finland 1(2.5)
Multiple (European) 1(2.5)
Sweden 3(8)
USA 13 (33)
United Kingdom 5(13)
Average number of participants
Older adults 16
Caregivers 19
Health professionals 37
Other 20*

*Only 3 records included participants categorized as “Other”. In all three cases, these

participants were described as key informants.
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Table 3. Factors that influence transition planning and decision-making.

Factor Description

Institutional priorities and Policies and objectives of the organization or care

requirements institution.

Resources Individual, group or organizational-level supports or
assets. These may be tangible (e.g., financial) or
intangible (e.g., time) in nature.

Knowledge Information and awareness of the patient, the healthcare
system, and the variety of options available for transition.

Risk Perceptions of risk and safety associated with a decision.

Group structure and dynamic

Health and support needs

Personality, preferences and
beliefs

The extent to which stakeholders are involved (or not
involved) in planning, their agreed-upon roles and
responsibilities, and the quality of their interpersonal
relationships and communication.

Perceived current and future physical and mental capacity
of the patient and their anticipated support needs.

The individual’s unique pattern of thinking, feeling or
behaving, and what they want and hope to achieve.
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10,356 studies imported for
screening

1

7,198 studies screened (title and
abstract)

1

266 full-text studies assessed for
eligibility

1

39 studies included

Figure 1. PRISMA flow diagram depicting record identification and selection

3,158 duplicates removed

6,932 studies irrelevant

227 studies excluded
Reasons:
Study design
Full-text unavailable
No decision-making
Transition type (e.g., unclear

settings; non-institutional settings)

Thesis/dissertation
Duplicate
Hypothetical transition
Participant characteristics (e.g.,
mixed age range of participants)
Unclear methods
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Supplementary File 1. Sample search strategy executed in MEDLINE.

© 00 N o o1 B~ W N

11

12
13
14
15
16
17
18
19
20
21
22
23

Continuity of Patient Care/
Patient Transfer/

Patient Handoff/

Patient Navigation/
Aftercare/

Transitional Care/

Patient Discharge/
Retention in Care/

(care adj3 (plan or plans or plann* or contin* or transiti* or transfer* or journ* or
path* or coordinat*)).tw,kf.

((patient™ or client*) adj3 (transiti* or transport* or transfer* or handoff* or hand
off* or discharge*)).tw,kf.

((optimal or ideal or plan or plans or plann*) adj2 (transiti* or transfer* or handoff*
or hand off* or discharge*)).tw,kf.

(aftercare or after care).tw,kf.
lor2or3ord4or5or6or7or8or9oril0orllori2
Decision Making/

Clinical Decision-Making/

Patient Participation/

Patient-Centered Care/

Patient Preference/

Decision Support Systems, Clinical/
Decision Support Techniques/

Goals/

((make or making) adj3 decision*).tw,kf.

((share* or joint* or collaborat* or mutual* or transition* or discharg*) adj2
(decision™* or negotiat* or plan*)).tw,kf.
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24

25
26
27
28
29
30
31
32
33

34
35
36
37
38
39
40
41

42
43

((patient™ or client™* or carer* or care giv* or caregiv* or family or families or
provider* or clinician* or health professional* or medical professional™* or
clinician*) adj3 (decide or deciding or decision* or participat* or preferenc* or
choice* or choos* or autonom* or engage* or involv* or agency or value* or
expect® or desire* or attitud*)).tw,kf.

(patient centered or patient centred or client centered or client centred).tw,kf.
(individuali#ed adj2 care).tw,kf.

(decision™ adj2 support*).tw,kf.

((goal™ or priorit*) adj3 (care* or set or sett*)).tw,kf.

14 or 15 0r 16 or 17 or 18 or 19 or 20 or 21 or 22 or 23 or 24 or 25 or 26 or 27 or 28
exp Aged/

Geriatrics/

(aged or senior* or elder* or geriatric* or gerontolog*).tw,kf.

(old* adj3 (age* or people or peoples or person or persons or men or women or man
or woman or adult* or patient* or client*)).tw, kf.

30 or31or32or33
Caregivers/

Family/

Adult Children/
Spouses/

Parents/

Friends/

((nonprofessional* or non professional™* or informal or unpaid or volunteer™ or
relative or relatives or peer or peers or spous* or parent or parents or father or
fathers or mother or mothers or friend or friends or neighbo?r or neighbo?rs or
sister* or brother* or sibling* or offspring or son or sons or daughter* or adult
child*) adj3 (help* or care or caring or support* or aid or aids or aided or aiding or
assist* or succor*)).tw,kf.

(care giv* or caregiv* or carer* or family or families).tw,kf.

350r 36 0or37or38or39or40or4lori42
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44 exp Health Personnel/
45  exp Health Occupations/

46  (provider or providers or professional or professionals or practitioner or practitioners
or clinician or clinicians or specialist or specialists or doctor or doctors or physician
or physicians or nurse or nurses or social worker or social workers or
physiotherapist or physiotherapists or therapist or therapists or case worker or case
workers or manager or managers or pharmacist or pharmacists or dietician or
dieticians or nutritionist or nutritionists or coordinator or coordinators or discharge
planner or discharge planners or transition planner or transition planners).tw,kf.

47 44 or 45 or 46
48 13 and 29 and 34 and 43 and 47
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Supplementary File 2. Breakdown of factors influencing transition planning and decisions by

record.

Institutional Priorities
and Requirements

Risk

Group Structure and

dynamic

Health and support

needs

preferences and beliefs

Personality,

Ayele (2019)
Bailey (2016)

Bull (1996)

Bull (2001)
Congdon (1994)
Dill (1995)
Durocher (2017a)
Durocher (2017b)
Durocher (2018)
Efraimsson (2003)
Efraimsson (2006)
Gladden (2000)
Hedberg (2008)
Hicks (2012)

Jeffs (2017a)

Jeffs (2017b)
Jewell (1993)
Magilvy (1991)
Magilvy (2000)
McWilliam (1992)
McWilliam (1994a)
McWilliam (1994b)
Palonen (2016)
Poole (2014)
Popejoy (2011)
Rhynas (2018)
Robinson (2012)
Slatyer (2013)
Toscan (2012)
Toscan (2013)
Trigg (2018)
Wells (1997)
Wells (2002)

Jenkins (2000)

XX XX X

XXX X

X

X XX XX

X X X X X X X X| Resources

X XX X XXXXX XXXXXX XXX

X X X| Knowledge

XX X X XXXX X X XX

XXX XX XX

X X X X

X X X XXXX

X

XX XX XXXXXX X X

X

XXXXXXXX X XX X

X X X X

X X

XX XXXX X X

XX XX X XX
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Mead (2005) X X X X X
Smallegan (1981) X X X
Stolee (2019) X X X X
Toles (2012) X X X
Toles (2016) X X X
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Supplementary File 3. Main findings related to transition planning and decision-making.
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Author Aim Participants | Main settings Major findings related to transmoﬁ planning and
(Year) decision-making 5
Ayele To understand the | S (n=34) Hospital e Perceived costs of post-acute car&had an important
(2019) role of perceived C (n=23) >> SNF impact on transition decision-ma@ng.
costs in decision | P (n=45) e Insurance coverage and perceive& costs of care
making about constrained transition options andidecisions.
post-acute care e Some hospital professionals charided their treatment
around the time of recommendations based on the pglents insurance
hospital discharge. coverage. 3
Bailey To explore the S (n=39) Hospital e During recovery, decisions were made by hospital staff
(2016) experiences of C (n=20) >> Home and not communicated with patleﬂts or family.
patients with P (n=50) e Caregivers were often excluded ffom planning, and
advanced COPD information about care was oftenonveyed inaccurately,
and lung cancer, or was vague and confusing. E
their carers and e There was a lack of continuity w@are where information
their health was not transferred successfully @tween the hospital and
professionals community, and patients often regorted waiting for
following updates on their care plans. 2
emergency S
admission to the o
hospital. >
Bull To describe the S (n=25) Hospital e Communication gaps existed bet\ﬁeen health
(1996) nature of the C (n=253) >> Home (or professionals, older adults and faﬂ’uhes This resulted in
difficulties P (n=38) other problems with care and confllctlr@ information being
encountered by community presented to the older adult and tReir caregiver.
elders and family setting) e Health professionals reported hadng inadequate time for
caregivers discharge planning and felt press@re from insurance
following companies to discharge quickly. ©
hospitalization, o Older adults and families were tygically not involved in
and identify th? discharge planning and as a resulgoften left the hospital
system constraints with inadequate information.
encountered in

"1ybuAdoo Ag
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the principle of
autonomy in
medical decision
making.

planning for Rural areas had less resources avgjlable for the transition,
discharge. so professionals needed to expen&’: extra effort to arrange
care. @
Bull The purpose of S (n=2) Hospital A ‘proper’ discharge relies on streng communication and
(2001) this study was to C (n=1) >> Home; trust between members of the muitldlsuplmary team, the
identify the P (n=21) Nursing home patient, their family and the com&unity professionals.
components of Discharge planning involves fourkey stages: (a) getting
effective discharge to know the patient; (b) setting a®lischarge date; (c)
planning for elders getting ready to go home; and (dEmaking the transition.
and factors that Older adults and families were n& always included in
impede planning. discharge planning and were purgoswely excluded when
the professionals thought the decglon would upset them.
In these cases, plans often had tog)e revised.
Congdon To gather S (n=8) Hospital Perceived readiness for dischargevaried between
(1994) information about | C (n=8) >> Home or participants, with patients believig they were ready,
the hospital P (n=8) nursing home family members believing the paﬁent was not ready, and
discharge nurses feeling uncertain. g
experience from Family support was a key determiinant in the discharge
elderly patients, destination of the patient. The a\riilability of family
their family support resulted in patients’ transfer to homes in the
members and community, rather than nursing hpmes.
nurses. Decisions were made by the health professionals without
the participation of patients and f&milies. Some patients
and families found ways to normgllze their lack of
involvement. N
Dill To augment S (n=3+) Hospital Those who can authorize decisiogs are not always those
(1995) current critical C (n=3+) >> Home or involved in the planning. ‘8
examinations of P (n=NA) Nursing home Health professionals planned multiple discharge options,

regardless of patient and family gfeferences, so that once
a decision was made they could a:;’:t quickly.

Patients’ decisional capacity was&questioned when their
views conflicted with the views &F health professionals.

"1y61Ados
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Durocher To examine how S (n=5) Hospital Health professionals established @commendations for
(2017a) the intersection of | C (n=7) >> Home discharge prior to family conferetdces. There was
various influences | P (n=8) pressure on patients and familiesdo meet these timelines.
on the process of Discharge planning began on adn?ussmn some older
discharge planning adults and family members felt rgshed and pressured to
and how these make decisions without suff|C|en§ information.
may lead to Health professionals often prioritized safety over
unintended peoples’ preferences and values; owever, older adults
outcomes. expressed little concern over theigsafety.
Durocher To examine social | S (n=5) Hospital All participants expected that as élder people aged they
(2017b) and political C (n=7) >> Home or would experience a loss of agencg and reduced
influences P (n=8) unspecified participation in decision-making ;('Thls lack of autonomy
affecting over decision-making was sometgnes not a choice.
perspectives and Health professional participants grivileged their own
practices knowledge and expertise when dgtermining the best
associated with course of action and privileged s&ety over all other
discharge planning factors influencing the decision. 8
with older adults. Family conferences did not encograge older adults’
contributions. Plans reflected the%ealth professionals’
beliefs rather than the patients’ ggals
Durocher To discern S (n=3) Hospital In this study, older adults either shared decision-making
(2018) relational C (n=5) >> authority with their caregivers, ogdeferred it.
approaches P (n=NA) Rehabilitation In some cases, caregivers questlojjed the older adults’
adopted by >> Retirement decisional capacity. ;
families in Home or Transition decisions required conﬁoromlse from the older
planning for the Home adults and caregivers who may hgve different preferences
discharge of older and beliefs. Q
adults from 43
inpatient settings 3
and to explore %
how such g
approaches may N
inform practice in S
<
«Q
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discharge planning =
with older adults. @
Efraimsson To illuminate and | S (n=1) Hospital >> This case study showed that in this discharge planning
(2003) describe the C (n=3) Nursing home conference, the institutional fram% was privileged over
phenomenon of P (n=3) the client frame.
power as it At the conference, the hospital st§ff occupied most of the
appeared in a speaking time, often talking abOLgthe patient in the third
discharge planning person.
conference. The patient found the conferencego be valuable;
however, often lacked mformatl(ﬁl on the transition
options available and were unsurgof how to obtain this
information. 8
Efraimsson To describe how S (n=8) Hospital >> There was a clear discrepancy begween the ideological
(2006) patients, relatives, | C (n=8) Home; nursing intent of the discharge planning wnference and its actual
and healthcare P (n=23) home realization.
professionals deal Multiple challenges emerged durmg discharge planning,
with the variety of particularly when patient and fangily preferences did not
problems and align with institutional routines a@d professional
responsibilities judgements.
thatoccurin Patients and families needed flg@ to achieve their
discharge planning transition goals; however, if thelrgtransgressmns were too
conferences and obvious they were at risk of not ing taken seriously.
especially how =
they managed to &
do this given the S
institutional frame -
that surrounds the E
meeting. 2
Gladden To describe the S (n=13) Hospital >> Patients and families perceived that they had little control
(2000) process of C (n=8) Home; nursing over information exchange and tt%nsmon decision-
decision-making P (n=11) home or basic making. m
used by older care facility Patients and families were sometimes reluctant to seek
adults, their information, and health professio®als admitted to

"1YBUAC
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families and care
providers during
admission into a
discharge from
subacute care
settings.

withholding information to redu% stress and anxiety for
the patient.
Patients, family members and heﬁth professionals felt
mistrust towards one another, quéstioning the
information provided and subseq'gent decisions.

c

o}
Hedberg To illustrate how | S (n=14) Hospital or Health professionals took up mo@a of the discourse time
(2008) stroke survivors, C (n=26) Rehabilitation in care planning meetings than p@ients and family
their relatives, and | P (n=41) Centre >> members. 9
different Not reported Communication during the care @annmg meetings could
professionals be broken down into two main a@vmes. the ‘assessment
participated and process’ and the ‘decision-making process’.
intera_cted in care- Communicative alliances betweed different stakeholder
planning mget]ngs groups in the care planning meetings were important in
when negotiating advancing with a decision. Alliaies between patients
the stroke and caregivers were particularly Enportant for increasing
survivors' health patients’ opportunities to 1nﬂuen8e decisions. When
and further needs relatives were absent, there was ap increased risk that the
of support from patients’ perspective would not i taken into account.
the health and 8
social system %
Hicks This paper S (n=6) Hospital Health professionals may questiop clients’ choices when
(2012) examines the C (n=5) >> they do not align with their own.Z his can result in the
autonomy, choice, | P (n=49) Rehabilitation choice being perceived as ‘risky’®
options and power hospital The older adult in this study leargd over time that she
in healthcare >> Home did not have the freedom to chooge among the different
decision making options, as she had limited resou@es and many ‘options’
for older people. were determined to be unreallsthgor risky.
The client felt limited control oves the decision, rather it
was borne by the health professighals and the institution.
Jeffs To explore the S (n=13) Hospital Patients and caregivers describe(@oeing unaware of their
(2017a) perceptions of C (n=9) transition plan. Professionals wegg often uncertain
patients, their P (n=50)

‘1ybuAdoo
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caregivers and >> whether the transition plan had bgen communicated to
healthcare Rehabilitation patients.
professionals Hospital Professionals withheld details of@he plan from patients
associated with the and caregivers until they knew what would be happening.
exchange of Overall, professionals led decisior-making about
information during transitions and patients and careﬁvers had limited
transition from involvement and knowledge of the plans.
hospital to rehab. N
Jeffs This study was S (n=13) Hospital Caregivers in this study were actg/ely involved in the
(2017Db) undertaken with C (n=9) >> patient’s transitional care, but weie not actively engaged
the aim of gaining | P (n=50) Rehabilitation by health professionals. m
insight into the Hospital Caregivers advocated on behalf d the patient, provided
nature of caregiver care, and helped to organize the @ansitions.
involvement in Patients and caregivers expressedarconcern that had the
care transitions of caregivers not been included in t&nsition planning, the
patients being patient would not have understodgl the plan and their
transferred from needs may not have been met.
two acute care S
hospitals to a 3
rehab hospital. 8
Jenkins To investigate how | S (n=11) Hospital Family members played a centraEroIe in decision-making
(2000) a range of care C (n=9) >> Home, for care arrangements. >
arrangement P (n=6) nursing home In some cases, the unavailability af family members
decisions for frail resulted in the older women prefésences for care
older unmarried arrangements not being followed3
women are made. Care arrangement decisions changed often repeatedly, as
their needs fluctuated. a
Jewell To establish areas | S (n=4) Hospital Discharge in this study was viewgd as an ongoing
(1993) of concern and C (n=2) >> Home, rest process that began upon admission.
importance to all | P (n=26) home, or It was unclear if the patient and f@mily were identified as

those involved in,
and affecting the

nursing home

team members during discharge @]annlng and decision-
making. Although staff implied this was the case,
patients and families demonstrat&l non-involvement.

"1YBUAC
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discharge of
patients.

Community personnel were also Hot involved in the
planning, which created challeng%s and discontinuity in
care. >

Magilvy To discover the S (n=13) Hospital Patients transitions sometimes did not account for all of
(1991) process of C (n=~13) >> Home their care needs, or their living si'ﬁjation.
admission and P (n=47+) Family members played a cruciaErole in facilitating the
transition of older transition, by gathering informatign on available services.
adults to home Community planners indicated tf&t sometimes transition
care following planning had not occurred, and tiy received patient
hospital discharge, referrals with little or no plan. 3
or during periods 8
of illness. 2
Magilvy To examine the S & C (n=49) | Various In many cases, family members gere left alone to
(2000) health care P (n=113) institutional discover appropriate resources. Skaff sometimes lacked
transition 0 (n=13) and knowledge of community servic@, making transition
experiences of community decisions more challenging. S
older adults, transitions Patients and family members oftéh not included in
families and health decision-making and didn’t undegstand what was
care providers in a happening to them. 3
longitudinal rural Families experienced uncertamt@ver the best living
ethnography. arrangement for their loved one. o
McWilliam To describe S (n=12) Hospital Patients” mindset and attitudes toivards ageing impacted
(1992) hospital discharge | C (n=12) >> Home the transition planning. All patierfts deferred decision-
as experienced by | P (n=62) making to health professionals. -°°
a group of elderly Role confusion among health prcjléessmnals led to social
patients. problems during discharge. Confgsion existed between
hospital staff and community staff. Physicians often did
not attend family conferences wgre decisions were
made. 2
Communication challenges creat@‘d problems for
discharge, resulting in delay and 8onfusion.
McWilliam To explore and S (n=21) Hospital Professionals in the rural and urb%n settings made
(1994a) describe factors C (n=22) >> Home decisions with limited mvolvem@t from patients and

WBLA
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z other than medical | P (n=127) families. This led to learned helpiessness from the
5 condition and O (n=23) patients. @
6 treatment which Patients, families and professmnas often lacked an
7 shaped the quality understanding of the roles of oth&s (e.g., the social
8 of discharge worker, community care staff), V\iﬁlch complicated
9 experiences of decisions.
1(1) older patients. Patients, families and professmn%s complained about
12 inadequate discharge teaching. N
13 McWilliam To explore factors | S (n=21) Hospital Patients with a positive mindset &hieved control over
14 (1994b) other than medical | C (n=22) >> Home their own care after discharge ané remained successfully
15 condition and P (n=127) autonomous. m
1? treatment which | O (n=23) In many cases, patients were con&ortable deferring to
8 cgntrlbuted to professional authority. Professm@ls often adopted a
19 discharge paternalistic approach to treatmeast and decisions.
20 experiences of The more negative a patient’s midset was, the more
21 rural and urban compromised their autonomy. 3
22 patients. S
23 Mead To explore the S (n=23) Assisted living Facility managers made relocatioii decisions, often based
;2' (2005) dECiSion-makir_\g C (n=20) facility _ on perceptions of the facility’s CLﬁture the specific care
% process regarding | P (n=19) >> Multiple requirements related to dementlaoand the role of the
57 retention or family.
28 transfer of persons Problematic behaviours (e.g., Waﬂderlng) from patients
29 with dementia. influenced their admission and p%SIb|e relocation from
30 the facilities.
g; Family members and residents h@ varied involvement in
33 decision-making, including the peocess and timing and
34 ultimate placement decision. =
35 Palonen To describe the S (n=7) Hospital Family members were sometime§expected to support
36 (2016) experiences of C (n=5) >> Home decision-making when the patlenﬂ s and staff views were
37 emergency P (n=15) different.
gg department service Nurses in the study sometimes s@v family involvement
20 users and nurses as a nuisance and challenge. &
o regarding older S
42 S
43 =
44 13
45 For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml
46


http://bmjopen.bmj.com/

oNOYTULT D WN =

Carbone et al (2021)

BMJ Open

30z-uadolwa/oeTT

peoples’ discharge
education.

The nurses encouraged family infZolvement in decision-
making and viewed them as a res§urce in certain
situations. Patients did not feel th® family members
should be left responsible to mal@ decisions about
discharge. @

adults, families
and care providers
about hospital
discharge.

Poole To understand S (n=29) Hospital Patients who were judged to hav& capaC|ty were

(2014) how, on medical C (n=34) >> Home or discharged home, and all those V\ghout capacity went to
wards, judgements | IP (n=35) care home care homes. Patients’ capacity flittuated over time, and
about capacity and so decisions needed to be made a@the right time.
best interests with Perceptions of risk had a clear influence on assessments
respect to going of capacity. If a person disagreec%/vith the care team or
home are made for wanted to make a decision that was viewed as “unsafe”,
people with they were likely to be determinedto lack capacity.
dementia and how One narrative frequently dominated the decisions, and so
decision-making any doubts about the patient capﬁzlty meant they might
around hospital be disbelieved. El
discharge for S
people with §
dementia and their 3
families might be %
improved. S

Popejoy To examine S (n=13) Hospital Many older adults in this study didn’t even consider a

(2011) decisions made by | C (n=12) >> Home, destination other than home. ThiSoption was more
hospitalized older | P (n=7) nursing home feasible when older adults were dared for by a spouse,

N

rather than adult children. S
Some older adults made dischargg plans alone and did
not disclose their care needs to tiélr children so they did
not burden their family. 8

Professionals had the task of recomcmng differing
opinions within families. Sometlﬁﬂes they were unable to
change the minds of older adults @nd families who were
resolute in their plans.
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Rhynas To gain S (n=10) Hospital Absence of a family member in @scharge planning
(2018) understanding of | C (n=NA) >> Care home resulted in limited consideration ?@r patient preferences.
the decision- P (n=NA) In some cases, patients felt powegless to make decisions.
making processes Admission was often seen as the %ast straw for family
involved in the members, who tried to ratlonallzeOthelr care home
discharge of placement decisions. Often, famlﬁes had difficulty
people admitted to reconciling the patients’ current @are needs with their
hospital from expressed preferences. B
home and Professionals often used the langgage of risk to justify a
discharged to a care home discharge. This langue objectified the
care home. individual’s circumstances and eﬁcluded the individual
from decision-making g
Robinson To identify key S (n=7) Nursing home Having knowledge of the patientgncreased professionals’
(2012) elements, from C (n=20) >> Hospital confidence in the transfer decisiog. When personal
multiple P (n=44) >> Nursing knowledge of the patient was no@vallable the transition
perspectives, that home was negatively affected (e.g., fangily absent).
influence the All stakeholder groups viewed fanily involvement as an
success of important element for transitionsgFamilies often filled
transition the gaps, and were essential for sﬁccessful transitions.
experienced by However, health professionals ar@l families sometimes
nursing home clashed in what they believed wege the best interests for
residents when the patient. >
they required Emergency departments were unéer pressure to discharge
transfer to a patients as soon as possible. &
hospital §
emergency >
department. -
Slatyer To explore the S (n=12) Home or Patients and families had difficul@ recalling their
(2013) perceptions of C (n=15) residential care communication with health professionals during
older patients who | P (n=35) >> admission. This resulted in them $eing discharged

re-presented to
hospital within 28
days of discharge,

Hospital
>> Home or
residential care

without awareness of their care a%d treatment needs.
Most patients and families trustegrthe professionals to
make decisions.
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their family
caregivers, and
care providers.

Families often involved in the degjsion to return to the
hospital or to go see a general pr@titioner.
N

Roughly half of the people admitted to the nursing home

skilled nursing
facility and to
explore the
influence of staff
interaction
strategies on the

Smallegan To gather S (n=9) Hospital;

(1981) informatio on the | C (n=14) Home agreed they had a role in decision'3making However, in
factors affecting P (n=11) >> Nursing most cases, transition to the nursﬁlg home occurred when
decisions to admit home there were no other options avallable
a patient to a In most cases, participants had n@jsatlsfactory options
nursing home. other than admission. 9

Patients and their adult children \éere the most prominent
decision-makers, and others Wergmostly consulted about
the decision. 2

Stolee To identify and S (n=23) Multiple System constraints (e.g., rushed @scharges) impeded

(2019) conceptually C (n=19) >> transitions. =
organize the P (n=92) Multiple Family members were mterested?in being involved in the
domains relvant to care, but were not always mclud@l due to conflicting
improving care responsibilities and other contex@al factors.
transitions of older Strong working relationships between professionals from
patients with hip the sites (as well as professionalsZ patients and families)
fracture, so as to helped to foster trust and ease tragsmon
inform future ToC o
interventions. >

Toles To describe S (n=3) Skilled nursing Family members were not consis@ntly involved in care.

(2012) transitional care | C (n=2) facility In some cases, the staff were resp?bnsmle for preparing
provided by P (n=20) >> the patient and family to go home both in terms of
existing staff in an Home ensuring necessary skills and alsg-building confidence.

Staff used three main mteractlonfgtrategles to support
transitional care: 1) creating conrfections with patients
and families to integrate their preiﬂerences into the plan;
2) uncovering and relaying new mformatlon needed; and
3) engaging patients and famlllesg!n problem solving
conversations.
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Toles To describe how | S (n=3) Skilled nursing Staff often did not engage familyaregivers and

(2016) organizational C (n=2) facility sufficiently prepare them for the &ansition.
structures and staff | P (n=49) >> In one facility, various meetings '@ere held with staff, the
interactions are Home patients and/or family to decide tBe patients care needs.
used by existing Not all facilities had a care planngng meeting with the
skilled nursing patient/family, and in one facilitykthe meeting was 2 days
facility staff to before the patient returned homeg
deliver transitional Communication challenges emer(ged in some facilities,
care services. for e.g. in one case the care coordjnator planned the

discharge date but the occupatlor&I therapist and
physician were not aware that it \gas pending.

Toscan To investigate care | S (n=6) Hospital Breakdowns in communication ogcurred between health

(2012) coordination for C (n=6) >> Multiple professionals, making it difficulto make transition
older hip fracture | P (n=18) (Home; plans. Caregivers were even further removed from the
patients from Inpatient flow of information. v
multiple rehabilitation; Patients did not feel central to th@r own care and
perspectives to Long-term expressed lack of involvement infecision-making.
determine the core care) Professionals felt pressured to priritize system needs
factors related to (e.g. early discharge) over the negds of their patients.
poorly integrated Patients felt rushed to recover ang make decisions, and
care when patients sometimes learned of decisions vfthout remembering
transition from one conversations about them. e
care setting to S
another. -

Toscan To explore the S (n=1) Hospital The patient and family felt left o@ of the decision-

(2013) experience of C (n=2) >> making processes around the trargition. They also did not
transitional care P (n=10) Rehabilitation always know who to direct questimns to.
over the complete hospital Professionals felt that the health &re system’s focus on
care trajectory for >> Assisted discharge-centred care planning &ided pressure to initiate
a single hip living facility transitions early. Their dischargeptions were also
fracture patient, >> Home restricted by the facilities’ admis§ion criteria.
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from multiple
perspectives.

Privacy barriers made communicgtion between the

facilities and family difficult. %

N

M_odel of Community professionals were n®t always involved in
Discharge discharge planning.
Planning.

Trigg To compare how | S (n=83) Multiple The most important information &fluencing decisions
(2018) people use quality | C (n=49) (hospital, was that gathered during visits. %
information to P (n=38) home) Many of the decisions about tranSition were made with or
choose residential >> Care home on behalf of the older adult. Few3esidents were involved
care providers in in both the decisions to move intgresidential care, and
England, the the selection of provider. Familig8 and professionals felt
Netherlands, and that decisions needed to be taken@way from the senior as
Spain. they were not aware of their redu.éed ability to live
independently. m
In some cases, choices were restm:cted and so the quality
information (e.g. care home md@tors) provided was
redundant.
Wells To study the S (n=31) Hospital Discharge decision making ofteniook place early in the
(1997) process of decision | C (n=22) >> Multiple patients’ hospital stays, when thedpatient’s condition was
making for elderly | P (n=23) (Home; still fluctuating. Patients and fan‘glles were only included
patients over the residential sporadically. Decisions often hacEto be revised as the
total course of care; chronic patient’s condition progressed. 2
their hospital stay care; Decisions were not tied to the pafent’s condition, but
and the convalescence) rather to their social situation (e.g, living arrangements,
consequences of age of caregiver, etc.) 2z
that process. Institutional priorities (e.g. get thg patients out) were
often emphasized over the patleni"} interests, and families
were pressured to accept the flrs@lace that became
available.
Wells To evaluate the S (n=48) Hospital At both hospital sites, patients V\/@e involved in most of
(2002) process and impact | C (n=~8) >> Home time discharge planning, and fanf#lies were involved
of the Integrated P (n=NA) around 40% of the time. 3

"1ybuAdoa|Aq pay

18

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 38 of 40


http://bmjopen.bmj.com/

Page 39 of 40

oNOYTULT D WN =

BMJ Open

Carbone et al (2021)

0gz-uadolwa/osTT

e Most patients and families were %tisfied with the
discharge process, and a few feltggney were told to go

before they were ready.

S= Senior or Older Adult; C = Caregiver; P = Provider or Health Professional
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11 Provide a structured summary that includes (as 5
12 S d applicable): background, objectives, eligibility criteria, =
13 tructure 2 sources of evidence, charting methods, results, and 1 &
14 summary conclusions that relate to the review questions and )
3
15 objectives. g
16 INTRODUCTION e
17 Describe the rationale for the review in the context of g
18 . what is already known. Explain why the review N
19 Rationale 3 questions/objectives lend themselves to a scoping 23 g
20 review approach. ©
21 Provide an explicit statement of the questions and >
22 objectives being addressed with reference to their key 8
23 Objectives 4 elements (e.g., population or participants, concepts, 3 b
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25 conceptualize the review questions and/or objectives. 3
26 METHODS ey
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Synthesis of Describe the methods of handling and summarizing
results the data that were charted.
RESULTS

Give numbers of sources of evidence screened,

Selection of assessed for eligibility, and included in the review, with -
sources of 14 . . . 5; Figure 1
. reasons for exclusions at each stage, ideally using a
evidence )
flow diagram.
Characteristics of . -
For each source of evidence, present characteristics
sources of 15 . . e 5
. for which data were charted and provide the citations.
evidence
C.”t'.cal appraisal If done, present data on critical appraisal of included
within sources of 16 . . NA
. sources of evidence (see item 12).
evidence
Results of For each included source of evidence, present the Suppl Eiles 2-
individual sources 17  relevant data that were charted that relate to the 3 PP
of evidence review guestions and objectives.
Synthesis of Summarize and/or present the charting results as they
18 : - S 5-9
results relate to the review questions and objectives.
DISCUSSION
Summarize the main results (including an overview of
Summary of concepts, themes, and types of evidence available),
. 19 X . . - 5-9
evidence link to the review questions and objectives, and
consider the relevance to key groups.
Limitations 20 | Discuss the limitations of the scoping review process. 10-11
Provide a general interpretation of the results with
Conclusions 21 | respect to the review questions and objectives, as well = 11
as potential implications and/or next steps.
FUNDING
Describe sources of funding for the included sources
. of evidence, as well as sources of funding for the
Funding 22 2

scoping review. Describe the role of the funders of the
scoping review.

JBI = Joanna Briggs Institute; PRISMA-ScR = Preferred Reporting Items for Systematic reviews and Meta-Analyses
extension for Scoping Reviews.

* Where sources of evidence (see second footnote) are compiled from, such as bibliographic databases, social media
platforms, and Web sites.

1 A more inclusive/heterogeneous term used to account for the different types of evidence or data sources (e.g.,
guantitative and/or qualitative research, expert opinion, and policy documents) that may be eligible in a scoping
review as opposed to only studies. This is not to be confused with information sources (see first footnote).

I The frameworks by Arksey and O’Malley (6) and Levac and colleagues (7) and the JBI guidance (4, 5) refer to the
process of data extraction in a scoping review as data charting.

§ The process of systematically examining research evidence to assess its validity, results, and relevance before
using it to inform a decision. This term is used for items 12 and 19 instead of "risk of bias" (which is more applicable
to systematic reviews of interventions) to include and acknowledge the various sources of evidence that may be used
in a scoping review (e.g., quantitative and/or qualitative research, expert opinion, and policy document).

From: Tricco AC, Lillie E, Zarin W, O'Brien KK, Colquhoun H, Levac D, et al. PRISMA Extension for Scoping Reviews
(PRISMASCR): Checklist and Explanation. Ann Intern Med. 2018;169:467-473. doi: 10.7326/M18-0850.
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ABSTRACT

Objective: To synthesize the existing literature on care transition planning from the perspectives
of older adults, caregivers, and health professionals and to identify the factors that may influence
these stakeholders’ transition decision-making processes.

Design: A scoping review guided by Arksey & O’Malley’s six step framework. A
comprehensive search strategy was conducted on January 7, 2021 to identify articles in five
databases (Medline, Embase, Cinahl Plus, PsycINFO, and AgeLine). Records were included
when they described care transition planning in an institutional setting from the perspectives of
the care triad (older adults, caregivers, and health professionals). No date or study design
restrictions were imposed.

Setting: This review explored care transitions involving older adults from an institutional care
setting to any other institutional or non-institutional care setting. Institutional care settings include
communal facilities where individuals dwell for short or extended periods of time and have access
to health care services.

Participants: Older adults (aged 65 or older), caregivers, and health professionals.

Results: 39 records were included. Stakeholder involvement in transition planning varied across
the studies. Transition decisions were largely made by health professionals, with limited or
unclear involvement from older adults and caregivers. Seven factors appeared to guide transition
planning across the stakeholder groups: (a) institutional priorities and requirements; (b)
resources; (c) knowledge; (d) risk; (e) group structure and dynamic; (f) health and support needs;
and (g) personality preferences and beliefs. Factors were described at micro-, meso- and macro-
levels.

Conclusions: This review explored stakeholder involvement in transition planning and identified
seven factors that appear to influence transition decision-making. These factors may be useful in
advancing the delivery of person- and family-centered care by determining how individual-,
group- and system-level values guide decision-making. Further research is needed to understand
how various stakeholder groups balance these factors during transition planning in different
health contexts.

STRENGTHS AND LIMITATIONS OF THIS STUDY

e This review considered transition planning among the care triad (defined as older adults,
caregivers, and healthcare professionals).

e A wide range of transition experiences were described across the records, involving
various care settings and patient conditions.

e The identification of factors required subjective interpretation, as few records specifically
focused on identifying the factors that guided participants’ decision-making.

e Participant characteristics were lacking in several records, making it difficult to assess
participant diversity.

e Some relevant information may have been missed, as inclusion criteria was focused on
describing transitions from institutional care settings.
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INTRODUCTION

Increased interest in person- and family-centered care (PFCC) has emerged over the past several
decades (1). PFCC is an approach to healthcare, whereby care decisions are driven by the
individual’s needs, preferences, and desired outcomes (2). In this values-based approach, patients
and families are considered partners in their care and contribute important knowledge and
experience to care and treatment decisions. The growing popularity of this approach represents
an ideological shift from the biomedical model to one that emphasizes a holistic view of the
individual with specific medical, social, mental, emotional and spiritual needs (3). PFCC policies
and practices are now widely recognized as an important indicator of healthcare quality, and
many healthcare systems globally are making progress towards achieving a higher standard of
PFCC (4).

While many believe that a PFCC approach is justified on moral grounds (5), the benefits of
adoption include improved individual- and system-level outcomes as demonstrated by studies
showing greater self-efficacy, levels of satisfaction and individual wellbeing (6—8) amongst
patients and families. Additionally, PFCC interventions have been associated with a better use of
resources and decreased health system costs in certain therapeutic areas (6,9,10).

The successful delivery of PFCC may be a particularly important contributor to enhanced
management of complex health processes like care transitions. Care transitions are broadly
defined as the transfer of patients between different settings, services or care providers (11,12).
They represent periods of high vulnerability and risk, due to the potential for adverse events and
breakdowns in communication (13). Despite the promise of PFCC, a recent review on care
transitions reported a mixed effect of the impact of PFCC on patient-oriented outcomes leading
the authors to reflect on the core components of the approach, and conclude that PFCC
interventions must incorporate several core components to successfully improve transition
outcomes (14).

Shared decision-making (SDM) is often viewed as one of the core components of PFCC (15).
SDM is a collaborative approach to decision-making, whereby health professionals and patients
consider options and evidence together before making joint decisions (16). This approach may be
particularly useful in the context of care transitions, since the decisions will likely impact
caregivers and health professionals in addition to the patient. Specifically, the outcomes of
transition decision-making can influence health professionals’ planning and resource allocation,
as well as caregivers’ responsibilities for care coordination and delivery.

Despite the significant impact that care transition decisions can have on the lives of these
stakeholders, there is considerable evidence that patients and families are not included in, and
have limited influence over, transition planning and decision-making (17-25). This may be
particularly true for older patient populations, as SDM becomes more complex due to their
higher health needs and reduced ability to self-manage (26). This lack of involvement is further
problematized by the reality that different stakeholders may have conflicting goals during the
transition (13,27). The absence of patient and family voice during care transitions may therefore
result in system goals being prioritized over the goals of the individual patients and their families

(13).
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A lack of patient and family involvement in care transition planning and decision-making raises
important questions about the quality of care during transitions and the extent to which they are
person-centered. Therefore, the aim of this review is to synthesize the available literature on care
transition planning from the perspectives of older adults, caregivers and health professionals, and
identify the core factors that appear to influence transition decision-making. By identifying these
factors, we may better determine the extent to which care transitions are person-centered, and
how they may be strengthened in the future.

METHODS

This scoping review examined care transition planning and decision-making from the
perspectives of older adults, caregivers, and health professionals. We followed the methods
outlined by Arksey & O’Malley (2005) and adhered to Tricco et al’s (2018) PRISMA Extension
for Scoping Reviews (PRISMA-ScR) checklist to report our findings (28,29). Arksey and
O’Malley (2005) advanced a six-step framework for conducting scoping reviews: [1] identifying
the research question; [2] identifying relevant studies; [3] study selection; [4] charting the data;
[5] collating, summarising and reporting; and optionally [6] consulting and translating
knowledge. A copy of the review protocol can be accessed by contacting the authors. Ethical
approval was granted by the University of Toronto Research Ethics Board’s Human Research
Ethics Unit (Protocol 41349). This scoping review did not involve any direct collection of data
from participants therefore informed consent was not required.

Inclusion criteria

We included all published literature where the record: [1] reported empirical peer-reviewed
research; [2] described a care transition from an institutional care setting (e.g., hospital,
rehabilitation facility, nursing home) to any other care setting; [3] described decision-making
and/or planning related to the transition; and [4] included data collected from the multiple
perspectives of older adults, caregivers, and health professionals. Data from these multiple
perspectives was necessary in order to better understand the extent to which the stakeholder
groups were involved in decision-making and the different factors that they considered during
their transition experiences. No study type or design restrictions were implemented, however due
to the focus on reporting of stakeholder experiences, included records often adopted qualitative
methodologies. Differences in qualitative methodologies and approaches were not accounted for
during analysis. Only records published in English were included. Records were excluded when
their methodology was unclear and when the perspectives of older adults could not be clearly
identified or differentiated from younger participants. A small selection of records describing
hypothetical transitions were excluded due to potential differences in predicted and actual
transition decisions. Records focused on transitions at the end-of-life were excluded due to the
unique nature of this type of transition and the factors that may be considered by stakeholders.
Consistent with scoping review methodology, a critical appraisal to assess the quality of the
included records was not undertaken (30).

Search strategy

A comprehensive search strategy was developed in consultation with a health sciences librarian
at the University of Toronto (Supplementary File 1). The search was designed to retrieve records
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that described all of the following concepts: [1] a care transition; [2] decision-making or care
planning; [3] the triad perspectives of older adults, caregivers and health professionals (see Table
1). Relevant search terms relating to these concepts were drawn from published reviews and
expanded upon through a preliminary literature search and using the research teams’ existing
knowledge. The search strategy was executed in the following databases due to their focus on
health research: MEDLINE, AgeLine, EMBASE, PsycINFO, and CINAHL Plus. No date or
study design restrictions were imposed. The search strategy was validated by ensuring the
retrieval of a selection of key publications identified through a preliminary literature search.

Selection of sources of evidence

The search was executed in January 2021 and all records retrieved were imported into
Covidence, a web-based software platform designed to facilitate screening. Duplicates were
removed and records were screened in two stages. First, 90% of titles and abstracts were
independently reviewed by two authors (SC, KMK) based on pre-identified selection criteria.
Discrepancies were resolved between the authors through periodic discussions. The remaining
10% of records were screened by one author (SC) as a high degree of screening consistency was
observed. In the second stage of screening, two authors (SC, KMK) independently screened and
discussed the full text of all remaining records.

Data extraction and synthesis

Two authors (SC, KMK) independently reviewed and charted the data from included records into
a detailed data abstraction form. Data charting was used to summarize, organize and interpret the
data from the records according to key themes. For each record, the following types of data were
extracted: general record information (i.e., journal, author, publication date, country of
publication, title); and research methods and design (i.e., study objective, settings, participant
characteristics, methods of data collection and analysis). Information on the factors that
influenced transition planning and decision-making were also extracted. Factors were defined as
any ideas or circumstances that stakeholders considered when making transition decisions and
selecting subsequent care arrangements. Although the authors of some records had explicitly
identified these factors (e.g., perceived costs of care deterring participants from certain options),
in many cases they were identified iteratively using the central themes reported in the research.
To determine the themes, two authors (SC, KMK) identified an initial list of factors that were
clearly expressed in the records. Each extracted factor represented a theme, as it was a recurring
idea presented across multiple records (Supplementary File 2). The factors were then reviewed
by all members of the research team who then refined the list of factors by making suggestions
for further grouping or un-grouping. Once the parameters of each factor were defined, one author
(SC) reviewed all included records again to ensure that the factors were extracted consistently.
One author (SC) then explored and compared these factors by participant type and demographics
(e.g., sex and ethnicity, when available) and discussed these findings with the research team.

To present an overview of all information retrieved, and to establish the breadth and scope of the
literature, the results of the review are reported in two formats: [1] a simple numerical
description of the distribution of the records coupled with data visualizations; and [2] a narrative
synthesis and content mapping of core topics of interest (Supplementary File 3). Data synthesis
and mapping was an iterative process facilitated through multiple team meetings. In these
meetings, team members discussed, refined and defined the final list of factors. Due to limited
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time and resources, the optional sixth step of Arksey and O’Malley’s scoping review framework,
‘consulting and translation knowledge’, was not completed.

Patient and public involvement
No patient involved.

RESULTS

The initial search resulted in 10,356 records. After deduplication, 7198 records remained for title
and abstract screening. A total of 266 full text records were reviewed, and 39 were included in
this review (Figure 1). A summary of the characteristics of the included records is presented in
Table 2. Records were published between 1981 and 2019, with the majority published in the last
11 years (n=20; 51.3%). Included records described studies conducted in North America (n=28;
71.8%), Europe (n=10; 25.6%) and Australia (n=1; 2.6%).

Nearly all of the included records described qualitative studies (n=37; 94.9%). The remaining
two records used mixed methods (5.1%). Common study designs included: ethnography (n=14;
35.9%); case study (n=6; 15.4%); exploratory qualitative (n=6; 15.4%); interpretive research
(n=4; 10.3%); and grounded theory (n=3; 7.7%). Interviews were the predominant method for
collecting data across the studies (n=37; 94.9%). Records also described observational data
collection (n=22; 56.4%), document review (n=13; 33.3%) and focus groups or group workshops
(n=4; 10.3%). The majority of included records described studies with more than one method of
data collection (n=24; 61.5%).

All studies collected data from the perspectives of older adults, caregivers and health
professionals. Many studies included health professionals from the initial transition setting as
well as the final transition destination or community (n=16; 41.0%). Three records describing
two studies included data from key informants throughout the health system (7.7%). In general,
the study populations included more women than men. Only 7 studies reported the participants’
ethnicities (17.9%), the majority of whom were white.

A variety of patient populations and transition types were described. Nearly all records described
transition experiences from a hospital setting (n=34; 87.1%). Transition destinations varied
across the studies; however, in most cases at least a portion of the older adults transitioned home
(n=30; 76.9%). Other transition destinations included: nursing homes; retirement homes; skilled
nursing facilities; rehabilitation facilities; rest homes; long-term care; and convalescent care
homes. In many cases, the older adult participants transitioned between more than two locations.

Degree of stakeholder involvement

The degree of stakeholder involvement in transition planning and decision-making varied across
the records. In many cases, there was evidence that health professionals made transition
decisions with limited communication with the patients and families (18,23,31-50). Decisions
were generally made by health professionals in team meetings or through exchange of informal
communications. A few records mentioned cases where family conferences were held to include
the patient or family in planning (34,40,44,49,51-57). Although it was not clearly stated in the
records, authors implied that many decisions were made through informal conversations between
health professionals, patients and families. Jewell (1993) noted that although this style of
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communication was often preferred by health professionals, “patients and/or carers felt poorly
served by such an approach” (40, p.1293). Several records also described limited involvement
and knowledge of, communication with, and recognition of the role of community health
professionals during transitions, creating challenges during and after transitions (31,40—42,52).
Despite this, there was recognition that involvement of community health professionals could
strengthen transition planning and decision-making (18).

Records reported conflicting views on transition planning between stakeholders
(18,35,36,40,43,58). When patients and families disagreed with health professionals’
recommendations, their capacity to make decisions was questioned (23,35,56,59). In one study,
Durocher et al (2017b) noted that all participants associated ageing with a gradual loss of agency
and decline in capacity (34). This led to the expectation among participants that older adults’
engagement in decision-making would decline over time. Similarly, other records suggested that
some health professionals held paternalistic or ageist attitudes (23,32—34,49,52,60), which
compromised patients’ and families’ capacity to influence transition planning.

Factors influencing transition planning and decision-making

A variety of factors influencing transition planning and decision-making processes across
stakeholder groups were described and are summarized in Table 3. These factors included: (a)
institutional priorities and requirements; (b) resources; (c) knowledge; (d) risk; (e) group
structure and dynamic; (f) health status and support needs; and (g) personality, preferences and
beliefs (Figure 2). Typically, the factors were described at the level of the individual (micro-
level); however, in some cases the factors were described at the group- or system-levels (meso-
and macro- levels).

Institutional priorities and requirements

Several records described how institutional- and system-level priorities and requirements
influenced transition options and decision-making. These institutional priorities were sometimes
privileged over the priorities of the patients and families (36,49,54). Challenges emerged in
transition planning due to requirements of the initial transition settings and the transition
destinations. Records noted that institutions were under pressure to discharge patients as quickly
as possible in order to comply with insurance requirements and free up beds
(32,44,46,49,59,61,62). As a result, discharge planning often began upon admission; however,
this early focus hindered the process of preparing patients for discharge (42,46,47,49,53). In one
record, health professionals reported trying to conserve resources by discharging patients on
certain days to maximize insurance usage (63). Transition options were further constrained by
the admission criteria set by the discharge destinations (37,47,63). Lack of space and availability
of services in the community exacerbated challenges by limiting transition options (41,48).
Finally, privacy and confidentiality concerns restricted communication between different
stakeholders both within and between settings, complicating transition planning (43,47,62).

Resources

Transition decisions were influenced by the decision-support resources available to the patient
and family, as well as in the community. Social, psychological, financial and familial resources
were identified (40,49,59). The most critical resource influencing transition decisions was the
availability and support of a caregiver. Caregivers acted as an advocate for the patients during
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transition planning, ensuring that their interests were upheld (18,31,37,46,51,58,64). Lack of
caregiver involvement sometimes resulted in care arrangements that the patients did not prefer
(18,33,65). Caregivers also helped to share information and knowledge with the patient, ensuring
that they understood what was happening (39). Despite this, it was important not to over-rely on
caregivers, as there were limits to the support that they could provide (46,58). Several records
also described how financial resources influenced transition decisions. In particular, perceived
costs of care might shift the older adults’ and families’ decisions (58,63), while availability of
health insurance might alter health professionals’ recommendations (63). Ultimately, without
sufficient social and financial supports, certain transition ‘options’ were not executable (23).

Time also influenced transition planning, both in terms of its availability as a resource, and
identifying the most appropriate timing for decisions. In a few records, health professionals
described insufficient time to prepare and plan for the transition (33,59,62). Depending on the
type of service, different amounts of time were required to prepare (52). Similarly, patients and
families found that decisions needed to be made rapidly, creating a challenge for transition
planning (41,46,48). However, limited time was not universal, as Rhynas et al (2018) found that
time pressure had no influence on transition decisions (18). The success of the care transitions
was sometimes dependent on the timing of the decisions being made. Robinson et al (2012)
described how discharge dates may be manipulated by health professionals in order to ensure
that relevant staff and services were available (61). Additionally, since many patients’ care needs
and capacity fluctuated over time, it was important to make decisions when the patients’
condition had stabilized and they could participate effectively (40,49,51,56-58,65).

Knowledge

Knowledge of the patient and the various options for transition settings influenced planning.
Several records described how patients and families were insufficiently informed and prepared to
make or follow a transition plan (18,37,38,40,44,46,47,49,54,57). Further, authors noted that
patients and families at times lacked the knowledge to prepare themselves to participate in
decisions, or felt ambivalent or reluctant to seek information (37,42). This reality constrained
decision-making, by limiting the patients’ and families’ capacity to participate. Conversely,
health professionals’ medical expertise garnered them power and authority when making
decisions on behalf of patients and families (23). Health professionals’ confidence in their
decisions was strengthened with knowledge of the patient themselves (61) and a clear
understanding of their role in transition planning, as well as the roles of others (42,46,47,51,62).
One record described how health professionals privileged their own knowledge above the
knowledge of the patients and families when making decisions (53). Similarly, two records
described how health professionals utilized the knowledge imbalance between themselves and
the patients by withholding information about different options (37,38). Finally, in some
instances patients, families, and health professionals each lacked knowledge and awareness of
the benefits and resources available in the community (41,51). This impeded transition planning,
by restricting the number of options under consideration.

Risk

Perceptions of risk and safety had an important influence on how different stakeholders viewed
the transitions and justified their decisions. In some cases, health professionals and caregivers
delayed or interrupted transitions due to concerns that the older adult was not ready (33,50,52).

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

yBuAdoo Ag palosloid 1senb Ag 20z ‘8T Iudy uo /wod g uadolwg//:dny woiy papeojumoq "ZzZ0z aunt €T U0 9%7650-T20Z-uadolwa/9gTT 0T se paysiignd 1siy :uado NG


http://bmjopen.bmj.com/

oNOYTULT D WN =

BMJ Open

As a result, they sometimes prioritized the older adults’ safety over the older adults’ preferences
(18,23,34,53,56). A language of risk was used to justify the transition decisions being made or
recommended (18). In one record, a caregiver “defined capacity as being capable of making a
decision that was safe” (56, p.8). However, stakeholders appeared to weigh the risks associated
with each transition option differently. In particular, while older adults were often comfortable
transitioning home, health professionals and caregivers sometimes expressed concern with this
option. These conflicting views meant that certain transition options could not be executed by the
older adults, due to the perceived risks that others held (23).

Group structure and dynamic

The quality of the relationships and communication between different stakeholders had an
important influence on transition planning. Several records suggested that poor communication
and coordination between health professionals challenged transition planning
(31,40,42,46,51,52,57,61). In particular, limited communication between institutional providers
and community providers resulted in poor continuity in care. Unclear responsibilities and roles
within teams was also a challenge, therefore some participants suggested having one health
professional in charge of coordinating transition efforts (33,51,52). It was often unclear whether
patients and families were recognized as equally valuable team members during transition
planning. Further, several records described how caregivers were often responsible for
navigating the health system and arranging services (39,41,65,66). Thus, their inclusion in the
team was important to ensure successful planning. In fact, Robinson et al (2012) noted that
strong relationships between family and health professionals led to greater likelihood that all
stakeholders would agree on decisions (61). Ultimately, trust was a recurring theme across the
records, as it helped to strengthen all stakeholders’ comfort and confidence with the decisions
(37,44,52,61,62,64).

Health status and support needs

Although a patients’ health status and support needs should logically influence their involvement
in transition decisions, few records described consideration of this factor. Two records described
how the patients’ current health statuses impeded their capacity to participate in decision-making
(37,38). Specifically, patients with sensory loss, language barriers, or high medication use had
limited opportunities to share their perspectives during planning. Records also referenced
discordance between the individuals’ preferences for care, and their medical and social needs
(18,23). In these cases, the patients’ health needs were typically prioritized over their preferred
choice of care arrangement. Finally, higher health needs influenced transition planning by
reducing the number of executable options (18,23,48,64). Patients who required complex care
needed more health professionals and services to be involved (62). For example, Mead et al
(2005) described how patients were transferred between assisted living facilities as a result of
their shifting care needs (64).

Personality, preferences and beliefs

Many records emphasized the importance of recognizing the older adults’ and families’
personalities and incorporating their preferences into transition planning; however, it was unclear
whether this occurred in practice. Several records described conflicting stakeholders’ views
towards transitions, which challenged planning processes (35,36,43,58,61). Health professionals
in two studies specifically noted difficulty incorporating family preferences into transition
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decisions (43,59). Finally, two records described how older adults” mindsets and attitudes
influenced transition planning, suggesting that more positive mindsets led to greater autonomy in
decision-making and subsequent care (51,60).

DISCUSSION

This review explored stakeholder involvement in transition planning and identified seven key
factors that appeared to influence stakeholders’ decision-making. Findings were analyzed with a
specific focus on PFCC to determine the extent to which SDM occurs during care transition
planning. SDM is an approach to care planning that is expected to strengthen healthcare
experiences and outcomes by better aligning care with the preferences and needs of patients and
families; however, it can be challenging to implement in practice due to conflicting stakeholder
expectations.

Across the included records, transition decisions were largely made by health professionals.
While there was evidence that some patients and families were involved in the transition
planning, their involvement varied on a case-by-case basis. This finding is consistent with
existing literature on transition planning (17), which shows that “although the majority of older
people would wish to be involved in decision-making in practice they are often not encouraged,
or enabled, to participate in SDM” (26, p.10). Transition decisions were influenced by a variety
of micro-, meso- and macro-level factors. These factors included: (a) institutional priorities and
requirements; (b) resources; (c) knowledge; (d) risk; (e) group structure and dynamic; (f) health
status and support needs; and (g) personality, preferences and beliefs. The factors both
influenced, and were influenced by, the broader context in which decision-making occurred,
including who was involved, to what extent, and what options were considered.

In reflecting on the range of factors that influenced transition decisions, it appears that power
may also play a role. Power impacted the extent to which each factor influenced the transition
decisions. Power has been previously defined as “the degree of control over material, human
intellectual and financial resources by different sections of society” (67, p.41). In this review, it
appeared that power permeated factors like resources, time, knowledge, and group structure to
impact the transition options under consideration. As Joseph-Williams et al (2014) points out, if
patients do not know or understand the options available, then they are unable to participate in
SDM (68). To date, many scholars have written about the deep-rooted power imbalances
between patients, families and health professionals during clinical encounters. This review
affirmed the existence of a power imbalance during transition planning, as health professionals’
knowledge and training was often privileged over the patients’ and families’ perspectives. As
Kaminskiy (2015) notes, power in SDM can be so pervasive that “certain groups do not question,
but instead accept certain situations without conflict” (69, p.24). This reality was reinforced in
this review, as in many cases patients and families willingly deferred decision-making authority
to the health professionals. Similarly, although health professionals appeared to lead decision-
making in many cases, their decisions were often impacted by structural factors beyond their
control. These included, for example, institutional goals to discharge patients as quickly as
possible, and a lack of available bed spaces in the community. According to Thomas et al (2020),
these structural factors can have a profound impact on SDM by constraining the control health
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professionals have over their decisions, and prioritizing health system efficiencies over PFCC
(70).

It also appeared that factors were weighed differently depending on the broader context of the
transitions. In several records, the older adults’ available resources and anticipated health needs
took precedence over their preferences for the transition. This was most apparent in records
where the older adults expressed a clear preference to return home, and their caregivers or health
professionals resisted this transition due to lack of available supports and perceived risks
involved. In several records, factors like health and support needs, risk and resources also
influenced health professionals’ recommendations for transitional care. The subjective weighting
of these factors sometimes led to disagreements between stakeholders. This reality illustrates the
lasting influence of the biomedical model, where medical outcomes are valued more highly than
other outcomes that might be more meaningful to the individual (e.g., quality of life).

Future research might explore the relative weighing of these different factors during transition
planning from the perspectives of patients, families and health professionals. As Kaminskiy
(2015) comments, SDM is a complex process and power imbalances, conflict between
stakeholders, and resource constraints have served to limit its uptake in practice (69). Therefore,
greater understanding of how each stakeholder weighs these factors when making transition
decisions may offer an opportunity to address these tensions prioritize them and move towards
more person- and family-centered transition planning.

Although SDM has emerged as a high priority in many health settings, concerns have been raised
over the value of the approach and its implementation. For example, some scholars have
questioned the assumption that all patients wish to, and are capable of, participating in SDM
(71). This finding was also observed in this scoping review as some health professionals and
caregivers questioned the capacity of the older adults to safely participate in decision-making. A
recent systematic review by Waddell et al (2021) observed similar attitudes among health
professionals and suggested that these perspectives can act as a barrier to successful SDM
implementation (72). Other clinician-related, patient-related, organizational-level and system-
level characteristics can also negatively influence the implementation of SDM, and Elwyn et al
(2016) have argued that recognition of SDM as the ‘right thing to do” may not be sufficient to
support its implementation in practice (73). Rather, specific strategies from the field of
implementation science and evaluation of the broader, long-term outcomes associated with SDM
may be required. Some strategies to support the implementation and maintenance of SDM
include: training stakeholders in the use of decision support tools, engaging champions to raise
awareness and support for SDM, embedding SDM in policies and clinical practice guidelines,
offering incentives to participate in SDM, and monitoring performance related to SDM (74,75).
Future research may focus on evaluating the effectiveness of each of these strategies and the
short- and long-term consequences of implementing SDM overall.

Stakeholders’ specific social and cultural contexts should also be explored as prior research has
shown that patient characteristics (e.g., ethnicity, gender) can influence healthcare experiences
(76). Records included in this review had inconsistent reporting of participant demographics, and
often did not offer an in-depth analysis of experiential differences based on participants’ age,
sex, gender or ethnicity. However, existing literature suggests that there may be gendered
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differences in care transition pathways (77), and that minority groups may experience enhanced
difficulties during care transitions (76). This review did find some potential differences in
transition planning and decision-making between urban and rural geographies. Specifically,
some records reported that rural institutions faced challenges related to access to community care
and nuanced differences between rural and urban transition practices and cultures. Yet, while
health care inequities facing rural populations are often described in health research, further
exploration of the multidimensional and heterogenous health care experiences of older adults in
rural settings is warranted (78).

Further research on how the broader context shapes transition planning is also needed. During
the COVID-19 pandemic there has been evidence that the factors influencing transition decisions
may have been altered or re-weighted. For example, in April 2021 the Government of Ontario,
Canada issued emergency orders to allow hospitals to transfer patients without consent in an
effort to alleviate pressure on the healthcare system (79). Additionally, there is evidence that
some older adults and families left care institutions like long-term care, a decision that was rarely
executed pre-pandemic (80—83). These examples show the significant impact that the broader
social and political context can have on transition decision-making. Research in this area may
help to emphasize the complexity of transition planning, and which factors are most critical for
guiding decision-making in different contexts. Research may also focus on examining the unique
roles of older adults, caregivers, and institutional and community health professionals in these
new care contexts.

Limitations

This review has some limitations. First, some relevant articles may have been missed, due to the
complexity of care transitions, the breadth of literature on the topic, and limiting records to the
English language. Second, while the included records all described transition planning and
decision-making, they did not focus specifically on the factors influencing this process.
Therefore, the identification of factors required the subjective interpretation of the authors.
Despite this, common factors persisted across the records, all of which had been previously
described in the literature on care transitions. Third, records included in this review adopted a
myriad of designs, approaches and methodologies which result in subtle differences in data and
reporting. Although we did not account for these differences when synthesizing findings across
the records, we focused on consistently defining and extracting our findings across all records.
Fourth, there was no patient or family involvement in the identification of factors for this review.
Including patient and family representation on the authorship team may have added further
nuance to the interpretation of factors and served to validate our findings. Finally, the included
records often lacked demographic information on the sex and ethnicity of participants making it
impossible to assess participant diversity across the records.

CONCLUSION

This review described stakeholder involvement in transition planning and identified key factors
influencing transition decisions. Findings may be useful for developing a framework on
transition planning, guiding future research, raising awareness of the variation in stakeholder
involvement during care transitions, and supporting the successful implementation of PFCC.
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Table 1. Operational definitions of core concepts

Concept

Definition

Institutional care setting

Care transition

Transition planning and
decision-making

Older adult

Caregiver

Health professional

Communal facilities where individuals may dwell for short or
extended periods of time and have access to health care
services. Examples may include: hospitals, rehabilitative
centres, nursing homes, long-term care facilities, assisted
living facilities, aged care homes, personal care homes,
residential facilities, etc.

The transfer of patients between different services, providers
and/or settings.

The process of preparing for a care transition and choosing
between multiple options.

Person aged 65 years or older.

A family member or friend who provides unpaid care to
another person, either at home or in a care institution.

A licensed or unlicensed care provider who offers paid
medical, treatment or support services to a patient.
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Table 2. Overview of included record characteristics (N=39)

Characteristic n(%)
Year
1980-1989 1(2.5)
1990-1999 9(23)
2000-2009 9(23)
2010-2015 8 (20.5)
2016-2021 12 (31)
Country
Australia 1(2.5)
Canada 15 (38)
Finland 1(2.5)
Multiple (European) 1(2.5)
Sweden 3(8)
USA 13 (33)
United Kingdom 5(13)
Average number of participants
Older adults 16
Caregivers 19
Health professionals 37
Other 20%*

*Only 3 records included participants categorized as “Other”. In all three cases, these
participants were described as key informants.
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Table 3. Factors that influence transition planning and decision-making.

Factor Description

Institutional priorities and Policies and objectives of the organization or care

requirements institution.

Resources Individual, group or organizational-level supports or
assets. These may be tangible (e.g., financial) or
intangible (e.g., time) in nature.

Knowledge Information and awareness of the patient, the healthcare
system, and the variety of options available for transition.

Risk Perceptions of risk and safety associated with a decision.

Group structure and dynamic

Health and support needs

Personality, preferences and
beliefs

The extent to which stakeholders are involved (or not
involved) in planning, their agreed-upon roles and
responsibilities, and the quality of their interpersonal
relationships and communication.

Perceived current and future physical and mental capacity
of the patient and their anticipated support needs.

The individual’s unique pattern of thinking, feeling or
behaving, and what they want and hope to achieve.
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Figure 1. PRISMA flow diagram depicting record identification and selection
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screening
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abstract)
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39 studies included
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227 studies excluded
Reasons:

Full-text unavailable;
Thesis/dissertation;
Duplicate;

No evidence a transition occurred;
Focus on end-of-life care
transitions;

Primary data not collected from
each stakeholder group or unclear
methods of data collection;

No focus on or discussion of
decision-making;

Care transition did not include an
institutional care setting or
transition settings not specified;
Mixed patient participant group,
unable to extract data from older
adults
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Figure 2. Visual display of the factors influencing stakeholders’ transition decisions
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Supplementary File 1.

MEDLINE search strategy

Continuity of Patient Care/
Patient Transfer/

Patient Handoft/

Patient Navigation/
Aftercare/

Transitional Care/

Patient Discharge/
Retention in Care/

(care adj3 (plan or plans or plann* or contin*® or transiti* or transfer* or journ* or
path* or coordinat™®)).tw kf.

((patient™® or client*) adj3 (transiti* or transport™ or transfer® or handoff* or hand
off* or discharge™)).tw,kf.

((optimal or ideal or plan or plans or plann*) adj2 (transiti* or transfer* or handoff*
or hand off* or discharge*)).tw kf.

(aftercare or after care).tw kf.
lor2or3or4orSor6or7or8or9orl0orllorl2
Decision Making/

Clinical Decision-Making/

Patient Participation/

Patient-Centered Care/

Patient Preference/

Decision Support Systems, Clinical/
Decision Support Techniques/

Goals/

((make or making) adj3 decision®).tw,kf.

((share* or joint* or collaborat* or mutual* or transition* or discharg*) ad;2

(decision™® or negotiat™* or plan*)).tw, kf.
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24

25
26
27
28
29
30
31
32
33

34
35
36
37
38
39
40
41

42
43

((patient* or client* or carer* or care giv* or caregiv* or family or families or
provider* or clinician* or health professional* or medical professional* or
clinician*) adj3 (decide or deciding or decision* or participat* or preferenc* or
choice* or choos* or autonom* or engage* or involv* or agency or value* or

expect™ or desire* or attitud*)).tw kf.

(patient centered or patient centred or client centered or client centred).tw,kf.
(individuali#ed adj2 care).tw kf.

(decision* adj2 support™®).tw kf.

((goal* or priorit*) adj3 (care* or set or sett*)).tw kf.

14 or150r 16 or 17 or 18 or 19 or 20 or 21 or 22 or 23 or 24 or 25 or 26 or 27 or 28
exp Aged/

Geriatrics/

(aged or senior™ or elder* or geriatric* or gerontolog*®).tw kf.

(old* adj3 (age™* or people or peoples or person or persons or men or women or man

or woman or adult* or patient® or client*)).tw kf.
30or31 or32or33

Caregivers/

Family/

Adult Children/

Spouses/

Parents/

Friends/

((nonprofessional® or non professional® or informal or unpaid or volunteer* or
relative or relatives or peer or peers or spous™ or parent or parents or father or
fathers or mother or mothers or friend or friends or neighbo?r or neighbo?rs or
sister® or brother* or sibling* or offspring or son or sons or daughter* or adult
child*) adj3 (help* or care or caring or support™ or aid or aids or aided or aiding or

assist™® or succor®)).tw kf.
(care giv* or caregiv* or carer® or family or families).tw kf.

350r36o0r37or38or39or40or4l or42
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44
45
46

47
48

exp Health Personnel/
exp Health Occupations/

(provider or providers or professional or professionals or practitioner or practitioners
or clinician or clinicians or specialist or specialists or doctor or doctors or physician
or physicians or nurse or nurses or social worker or social workers or
physiotherapist or physiotherapists or therapist or therapists or case worker or case
workers or manager or managers or pharmacist or pharmacists or dietician or
dieticians or nutritionist or nutritionists or coordinator or coordinators or discharge

planner or discharge planners or transition planner or transition planners).tw,kf.
44 or 45 or 46
13 and 29 and 34 and 43 and 47

EMBASE search strategy

—_—

AN n A~ W

10
11
12
13
14

patient care planning/
clinical handover/
aftercare/

transitional care/
hospital discharge/

(care adj3 (plan or plans or plann* or contin*® or transiti* or transfer* or journ® or
path* or coordinat*)).tw,kw.

((patient™® or client*) adj3 (transiti* or transport* or transfer®* or handoff* or hand
off* or discharge™)).tw,kw.

optimal or ideal or plan or plans or plann*) adj2 (transiti* or transfer* or handoff*
p p p p i

or hand off* or discharge*)).tw,kw.
(aftercare or after care).tw,kw.
lor2or3or4or5Sor6or7or8or9
exp decision making/

clinical decision making/

patient participation/

patient preference/
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15
16
17

18

19
20
21
22
23
24
25
26
27
28

29
30
31
32
33
34
35
36

decision support system/
((make or making) adj3 decision®).tw,kw.

((share* or joint* or collaborat* or mutual* or transition* or discharg*) ad;2

(decision™® or negotiat™ or plan*)).tw,kw.

((patient™® or client* or carer® or care giv* or caregiv* or family or families or
provider* or clinician® or health professional* or medical professional* or
clinician*) adj3 (decide or deciding or decision™® or participat™® or preferenc* or
choice* or choos* or autonom* or engage* or involv* or agency or value* or

expect® or desire™® or attitud*)).tw,kw.

(patient centered or patient centred or client centered or client centred).tw,kw.
(individuali#ed adj2 care).tw,kw.

(decision* adj2 support™®).tw,kw.

((goal* or priorit*) adj3 (care* or set or sett*)).tw,kw.
IlTorl12or13or14orl15or16or17or 18 or 19 or 20 or 21 or 22

exp aged/

geriatrics/

gerontology/

(aged or senior* or elder® or geriatric* or gerontolog*).tw,kw.

(old* adj3 (age™ or people or peoples or person or persons or men or women or man

or woman or adult® or patient*)).tw,kw.
24 or 25 or 26 or 27 or 28

caregiver/

caregiver support/

family/

adult child/

spouse/

parent/

((nonprofessional* or non professional* or informal or unpaid or volunteer* or
relative or relatives or peer or peers or spous® or parent or parents or father or

fathers or mother or mothers or friend or friends or neighbo?r or neighbo?rs or

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

Page 30 of 54

yBuAdoo Ag palosloid 1senb Ag 20z ‘8T Iudy uo /wod g uadolwg//:dny woiy papeojumoq "ZzZ0z aunt €T U0 9%7650-T20Z-uadolwa/9gTT 0T se paysiignd 1siy :uado NG


http://bmjopen.bmj.com/

Page 31 of 54

oNOYTULT D WN =

BMJ Open

Carbone et al (2021)

37
38
39
40
41

42
43

sister® or brother® or sibling* or offspring or son or sons or daughter* or adult
child*) adj3 (help* or care or caring or support® or aid or aids or aided or aiding or

assist™ or succor*)).tw,kw.

(care giv* or caregiv* or carer® or family or families).tw,kw.
30 or 31 or 32 or 33 or 34 or 35 or 36 or 37

health practitioner/

exp health care personnel/

(provider or providers or professional or professionals or practitioner or practitioners

or clinician or clinicians or specialist or specialists or doctor or doctors or physician

or physicians or nurse or nurses or social worker or social workers or
physiotherapist or physiotherapists or therapist or therapists or case worker or case
workers or manager or managers or pharmacist or pharmacists or dietician or
dieticians or nutritionist or nutritionists or coordinator or coordinators or discharge

planner or discharge planners or transition planner or transition planners).tw,kw.
39 or40 or 41
10 and 23 and 29 and 38 and 42

CINAHL Plus search strategy

S1
S2
S3
S4
S5
S6
S7
S8

S9

S10

S11

S12

S13

(MH "Continuity of Patient Care")

(MH "Transfer, Discharge")

(MH "Hand Off (Patient Safety)")

(MH "Patient Navigation")

(MH "After Care")

(MH "Transitional Care")

(MH "Patient Discharge") OR (MH "Discharge Planning")

TI (care N3 (plan or plans or plann* or contin® or transiti* or transfer* or journ* or
path* or coordinat*))

AB (care N3 (plan or plans or plann* or contin* or transiti* or transfer* or journ* or
path* or coordinat*))

TI ((patient* or client*) N3 (transiti* or transport* or transfer* or handoff* or hand off*

or discharge*))
AB ((patient* or client*) N3 (transiti* or transport™® or transfer® or handoff* or hand
off* or discharge*))

TI ((optimal or ideal or plan or plans or plann*) N2 (transiti* or transfer* or handoff* or

hand off* or discharge*))

AB ((optimal or ideal or plan or plans or plann*) N2 (transiti* or transfer* or handoff*

or hand off* or discharge*))

For peer review only - http://bmjopen.bmj.com/site/about/guidelines.xhtml

yBuAdoo Ag palosloid 1senb Ag 20z ‘8T Iudy uo /wod g uadolwg//:dny woiy papeojumoq "ZzZ0z aunt €T U0 9%7650-T20Z-uadolwa/9gTT 0T se paysiignd 1siy :uado NG


http://bmjopen.bmj.com/

oNOYTULT D WN =

BMJ Open

Carbone et al (2021)

S14
S15
S16

S17

S18
S19
S20
S21
S22
S23
S24

S25

S26

S27

S28
S29
S30
S31
S32
S33
S34
S35
S36

S37
S38
S39
S40
S41
S42

S43

S44
345

TI (aftercare or after care)

AB (aftercare or after care)

S1 OR S2 OR S3 OR S4 OR S5 OR S6 OR S7 OR S8 OR S9 OR S10 OR S11 OR S12
OR S13 OR S14 OR S15

(MH "Decision Making") OR (MH "Decision Making, Shared") OR (MH "Decision
Making, Patient") OR (MH "Decision Making, Family") OR (MH "Decision Making,
Ethical") OR (MH "Decision Making, Clinical")

(MH "Patient Centered Care")

(MH "Patient Preference")

(MH "Decision Support Systems, Clinical") OR (MH "Decision Support Techniques")
(MH "Goals and Objectives") OR (MH "Goal-Setting")

TI ((make or making) N3 decision*)

AB ((make or making) N3 decision*)

TI ((share* or joint* or collaborat® or mutual* or transition* or discharg*) N2
(decision™® or negotiat™ or plan*))

AB ((share* or joint* or collaborat* or mutual® or transition® or discharg®) N2
(decision™® or negotiat* or plan*))

TI ((patient* or client* or carer™ or care giv* or caregiv* or family or families or
provider* or clinician* or health professional* or medical professional* or clinician®)
N3 (decide or deciding or decision® or participat* or preferenc* or choice* or choos* or
autonom® or engage™® or involv* or agency or value* or expect™ or desire* or attitud*))
AB ((patient* or client* or carer* or care giv* or caregiv* or family or families or
provider® or clinician* or health professional* or medical professional* or clinician®)
N3 (decide or deciding or decision™® or participat™® or preferenc* or choice® or choos* or
autonom™® or engage™® or involv* or agency or value* or expect™ or desire* or attitud*))
TI (patient centered or patient centred or client centered or client centred)

AB (patient centered or patient centred or client centered or client centred)

TI (decision® N2 support™®)

AB (decision* N2 support™*)

TI ((goal* or priorit*) N3 (care* or set or sett*))

AB ((goal* or priorit*) N3 (care* or set or sett*))

TI (individuali?ed N2 care)

AB (individuali?ed N2 care)

S17 OR S18 OR S19 OR S20 OR S21 OR S22 OR S23 OR S24 OR S25 OR S26 OR
S27 OR S28 OR S29 OR S30 OR S31 OR S32 OR S33 OR S34 OR S35

(MH "Aged+") OR (MH "Aged, 80 and Over+")

(MH "Geriatrics")

(MH "Gerontologic Care")

TI (aged or senior™* or elder* or geriatric* or gerontolog®)

AB (aged or senior* or elder* or geriatric* or gerontolog™)

TI (old* N3 (age™* or people or peoples or person or persons or men or women or man or
woman or adult® or patient™ or client*))

AB (old* N3 (age* or people or peoples or person or persons or men or women or man
or woman or adult* or patient™ or client*))

S37 OR S38 OR S39 OR S40 OR S41 OR S42 OR S43

(MH "Caregiver Support")
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S46
S47
S48
S49
S50

S51

S52
S53
S54
S55
S56

S57

S58
S59

(MH "Family")

(MH "Adult Children")

(MH "Spouses")

(MH "Parents")

TI ((nonprofessional* or non professional® or informal or unpaid or volunteer* or
relative or relatives or peer or peers or spous™® or parent or parents or father or fathers or
mother or mothers or friend or friends or neighbo?r or neighbo?rs or sister* or brother*
or sibling® or offspring or son or sons or daughter* or adult child*) N3 (help* or care or
caring or support® or aid or aids or aided or aiding or assist* or succor®))

AB ((nonprofessional® or non professional* or informal or unpaid or volunteer* or
relative or relatives or peer or peers or spous® or parent or parents or father or fathers or
mother or mothers or friend or friends or neighbo?r or neighbo?rs or sister* or brother*
or sibling™® or offspring or son or sons or daughter* or adult child*) N3 (help* or care or
caring or support® or aid or aids or aided or aiding or assist* or succor®))

TI (care giv* or caregiv* or carer® or family or families)

AB (care giv* or caregiv* or carer® or family or families)

S45 OR S46 OR S47 OR S48 OR S49 OR S50 OR S51 OR S52 OR S53

(MH "Health Personnel+")

TI (provider or providers or professional or professionals or practitioner or practitioners
or clinician or clinicians or specialist or specialists or doctor or doctors or physician or
physicians or nurse or nurses or social worker or social workers or physiotherapist or
physiotherapists or therapist or therapists or case worker or case workers or manager or
managers or pharmacist or pharmacists or dietician or dieticians or nutritionist or
nutritionists or coordinator or coordinators or discharge planner or discharge planners or
transition planner or transition planners)

AB (provider or providers or professional or professionals or practitioner or practitioners
or clinician or clinicians or specialist or specialists or doctor or doctors or physician or
physicians or nurse or nurses or social worker or social workers or physiotherapist or
physiotherapists or therapist or therapists or case worker or case workers or manager or
managers or pharmacist or pharmacists or dietician or dieticians or nutritionist or
nutritionists or coordinator or coordinators or discharge planner or discharge planners or
transition planner or transition planners)

S55 OR S56 OR S57

S16 AND S36 AND S44 AND S54 AND S58

PSYCinfo search strategy

wm R~ W

"continuum of care"/
client transfer/
aftercare/

hospital discharge/
discharge planning/
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10
11
12
13
14
15
16
17
18
19

20

21
22
23
24
25
26
27

(care adj3 (plan or plans or plann* or contin* or transiti* or transfer* or journ* or
path* or coordinat®)).tw.

((patient™ or client*) adj3 (transiti* or transport* or transfer® or handoff* or hand off*

or discharge™®)).tw.

((optimal or ideal or plan or plans or plann*) adj2 (transiti* or transfer* or handoff*
or hand off* or discharge®)).tw.

(aftercare or after care).tw.
lor2or3or4or5Sor6or7or8or9
decision making/

client participation/

client centered therapy/

client attitudes/

decision support systems/

goals/

goal setting/

((make or making) adj3 decision™®).tw.

((share* or joint™® or collaborat®* or mutual® or transition* or discharg*) adj2

(decision™ or negotiat™® or plan®)).tw.

((patient™ or client® or carer* or care giv* or caregiv* or family or families or
provider* or clinician® or health professional* or medical professional*) adj3 (decide
or deciding or decision* or participat® or preferenc* or choice* or choos* or
autonom™* or engage™® or involv* or agency or value* or expect® or desire* or
attitud*)).tw.

(patient centered or patient centred or client centered or client centred).tw.
(individuali#ed adj2 care).tw.

(decision™® adj2 support*®).tw.

((goal* or priorit*) adj3 (care™ or set or sett™®)).tw.
Ilorl12or13or14or15or16or 17 or 18 or 19 or 20 or 21 or 22 or 23 or 24
aging/

geriatrics/
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28
29
30

31
32
33
34
35
36
37

38
39
40
41

42
44

gerontology/
(aged or senior™* or elder* or geriatric* or gerontolog™®).tw.

(old* adj3 (age™ or people or peoples or person or persons or men or women or man

or woman or adult* or patient* or client*)).tw.
26 or 27 or 28 or 29 or 30

caregivers/

family/

adult offspring/

spouses/

parents/

((nonprofessional* or non professional* or informal or unpaid or volunteer* or
relative or relatives or peer or peers or spous® or parent or parents or father or fathers
or mother or mothers or friend or friends or neighbo?r or neighbo?rs or sister* or
brother* or sibling® or offspring or son or sons or daughter* or adult child*) ad;3
(help* or care or caring or support* or aid or aids or aided or aiding or assist* or

succor®)).tw.

(care giv* or caregiv* or carer® or family or families).tw.
32 or 33 or 34 or 35 or 36 or 37 or 38

exp health personnel/

(provider or providers or professional or professionals or practitioner or practitioners
or clinician or clinicians or specialist or specialists or doctor or doctors or physician
or physicians or nurse or nurses or social worker or social workers or physiotherapist
or physiotherapists or therapist or therapists or case worker or case workers or
manager or managers or pharmacist or pharmacists or dietician or dieticians or
nutritionist or nutritionists or coordinator or coordinators or discharge planner or

discharge planners or transition planner or transition planners).tw.
40 or 41
10 and 25 and 31 and 39 and 42

AgeLine search strategy

S1

(((DE "Transition") OR (DE "Discharge Planning")) OR (DE "Patient Discharges"))
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S2

S3

S4

S5

S6

S7

S8
S9
S10
S11
S12
S13
S14

S15

S16

S17

S18
S19
S20
S21
S22
S23
S24
S25
S26

S27

S28
S29

TI (care N3 (plan or plans or plann* or contin* or transiti* or transfer* or journ* or
path* or coordinat*))

AB (care N3 (plan or plans or plann* or contin* or transiti* or transfer* or journ* or
path* or coordinat*))

TI ((patient™® or client®) N3 (transiti* or transport® or transfer* or handoff* or hand
off* or discharge®))

AB ((patient* or client*) N3 (transiti* or transport™* or transfer® or handoff* or hand
off* or discharge*))

TI ((optimal or ideal or plan or plans or plann*) N2 (transiti* or transfer* or handoff*
or hand off* or discharge*))

AB ((optimal or ideal or plan or plans or plann*) N2 (transiti* or transfer* or handoff*
or hand off* or discharge*))

TI (aftercare or after care)

AB (aftercare or after care)

S1 OR S2 OR S3 OR S4 OR S5 OR S6 OR S7 OR S8 OR S9

(DE "Decision Making") OR (DE "Individualized Care")

TI ((make or making) N3 decision*)

AB ((make or making) N3 decision*)

TI ((share* or joint* or collaborat® or mutual* or transition* or discharg®) N2
(decision™® or negotiat* or plan*))

AB ((share* or joint* or collaborat™* or mutual* or transition® or discharg®) N2
(decision™® or negotiat™ or plan*))

TI ((patient™® or client* or carer® or care giv* or caregiv* or family or families or
provider* or clinician* or health professional* or medical professional* or clinician*)
N3 (decide or deciding or decision™® or participat™® or preferenc* or choice* or choos*
or autonom* or engage™ or involv* or agency or value* or expect* or desire* or
attitud*))

AB ((patient™® or client* or carer® or care giv* or caregiv* or family or families or
provider® or clinician* or health professional* or medical professional* or clinician®)
N3 (decide or deciding or decision* or participat* or preferenc* or choice* or choos*
or autonom™* or engage™ or involv* or agency or value* or expect* or desire* or
attitud*))

TI (patient centered or patient centred or client centered or client centred)

AB (patient centered or patient centred or client centered or client centred)

TI (decision® N2 support*)

AB (decision®* N2 support*)

TI ((goal* or priorit*) N3 (care* or set or sett*))

AB ((goal* or priorit*) N3 (care* or set or sett*))

TI (individuali?ed N2 care)

AB (individuali?ed N2 care)

S11 OR S12 OR S13 OR S14 OR S15 OR S16 OR S17 OR S18 OR S19 OR S20 OR
S21 OR S22 OR S23 OR S24 OR S25

(((DE "0Old 0O1d") OR (DE "Older Adults")) OR (DE "Frail Elderly")) OR (DE
"Geriatrics")) OR (DE "Gerontology")

TI (aged or senior® or elder* or geriatric* or gerontolog™)

AB (aged or senior* or elder* or geriatric* or gerontolog*)
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S30

S31

S32
S33

S34

S35

S36
S37
S38
S39

S40

S41

S42
S43

TI (old* N3 (age* or people or peoples or person or persons or men or women or man
or woman or adult* or patient™ or client*))

AB (old* N3 (age* or people or peoples or person or persons or men or women or man
or woman or adult* or patient® or client*))

S27 OR S28 OR S29 OR S30 OR S31

(((((DE "Caregivers") OR (DE "Family Assistance")) OR (DE "Adult Children")) OR
(DE "Spouses")) OR (DE "Parents")) OR (DE "Friends")

TI ((nonprofessional* or non professional® or informal or unpaid or volunteer* or
relative or relatives or peer or peers or spous™® or parent or parents or father or fathers or
mother or mothers or friend or friends or neighbo?r or neighbo?rs or sister* or brother*
or sibling* or offspring or son or sons or daughter* or adult child*) N3 (help* or care
or caring or support® or aid or aids or aided or aiding or assist* or succor*))

AB ((nonprofessional* or non professional* or informal or unpaid or volunteer* or
relative or relatives or peer or peers or spous® or parent or parents or father or fathers or
mother or mothers or friend or friends or neighbo?r or neighbo?rs or sister* or brother*
or sibling™® or offspring or son or sons or daughter* or adult child*) N3 (help* or care
or caring or support* or aid or aids or aided or aiding or assist* or succor*))

TI (care giv* or caregiv* or carer® or family or families)

AB (care giv* or caregiv* or carer® or family or families)

S33 OR S34 OR S35 OR S36 OR S37

DE "Health Personnel" OR DE "Hospital Personnel" OR DE "Institutional Personnel"
OR DE "Nurse Practitioners" OR DE "Nurses" OR DE "Nurses Aides" OR DE
"Pharmacists" OR DE "Physician Assistants" OR DE "Physicians"

TI (provider or providers or professional or professionals or practitioner or practitioners
or clinician or clinicians or specialist or specialists or doctor or doctors or physician or
physicians or nurse or nurses or social worker or social workers or physiotherapist or
physiotherapists or therapist or therapists or case worker or case workers or manager or
managers or pharmacist or pharmacists or dietician or dieticians or nutritionist or
nutritionists or coordinator or coordinators or discharge planner or discharge planners
or transition planner or transition planners)

AB (provider or providers or professional or professionals or practitioner or
practitioners or clinician or clinicians or specialist or specialists or doctor or doctors or
physician or physicians or nurse or nurses or social worker or social workers or
physiotherapist or physiotherapists or therapist or therapists or case worker or case
workers or manager or managers or pharmacist or pharmacists or dietician or dieticians
or nutritionist or nutritionists or coordinator or coordinators or discharge planner or
discharge planners or transition planner or transition planners)

S39 OR S40 OR S41

S10 AND S26 AND S32 AND S38 AND S42
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Supplementary File 2. Breakdown of factors influencing transition planning and decisions by

record.

Institutional Priorities
and Requirements

Risk

Group Structure and

dynamic

Health and support

needs

Personality,

preferences and beliefs

Ayele (2019)
Bailey (2016)

Bull (1996)

Bull (2001)
Congdon (1994)
Dill (1995)
Durocher (2017a)
Durocher (2017b)
Durocher (2018)
Efraimsson (2003)
Efraimsson (2006)
Gladden (2000)
Hedberg (2008)
Hicks (2012)

Jeffs (2017a)

Jeffs (2017b)
Jewell (1993)
Magilvy (1991)
Magilvy (2000)
McWilliam (1992)
McWilliam (1994a)

Palonen (2016)
Poole (2014)
Popejoy (2011)
Rhynas (2018)
Robinson (2012)
Slatyer (2013)
Toscan (2012)
Toscan (2013)
Trigg (2018)
Wells (1997)
Wells (2002)
Jenkins (2000)

McWilliam (1994b)
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Mead (2005) X X X X X
Smallegan (1981) X X X
Stolee (2019) X X X X
Toles (2012) X X X
Toles (2016) X X X
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Author Aim Participants | Main settings Major findings related to trans1t10&i planning and
(Year) decision-making >
Ayele To understand the | S (n=34) Hospital e Perceived costs of post-acute car&had an important
(2019) role of perceived C (n=23) >> SNF impact on transition decision-ma@ng.
costs in decision P (n=45) e Insurance coverage and perceived costs of care
making about constrained transition options angsdecisions.
post-acute care e Some hospital professionals changed their treatment
around the time of recommendations based on the p&lents insurance
hospital discharge. coverage. 3
Bailey To explore the S (n=39) Hospital e During recovery, decisions were ﬁlade by hospital staff
(2016) experiences of C (n=20) >>Home and not communicated with patle‘ﬁts or family.
patients with P (n=50) e Caregivers were often excluded fom planning, and
advanced COPD information about care was oftenFonveyed inaccurately,
and lung cancer, or was vague and confusing. 2
their carers and e There was a lack of continuity 1@are where information
their health was not transferred successfully &tween the hospital and
professionals community, and patients often regorted waiting for
following updates on their care plans. =
emergency S
admission to the o
hospital. ;
Bull To describe the S (n=25) Hospital e Communication gaps existed between health
(1996) nature of the C (n=253) >> Home (or professionals, older adults and fafhlhes This resulted in
difficulties P (n=38) other problems with care and conﬂlctlrg information being
encountered by community presented to the older adult and their caregiver.
elders and family setting) e Health professionals reported haang inadequate time for
caregivers discharge planning and felt press@re from insurance
following companies to discharge quickly. @
hospitalization, e Older adults and families were ty%ically not involved in
and identify the discharge planning and as a resuloften left the hospital

system constraints
encountered in

with inadequate information.

"1ybuAdoo Ag
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planning for

Rural areas had less resources avgjlable for the transition,

the principle of
autonomy in
medical decision
making.

discharge. so professionals needed to expen& extra effort to arrange
carc. c»
Bull The purpose of S (n=2) Hospital A ‘proper’ discharge relies on streng communication and
(2001) this study was to C (n=1) >> Home; trust between members of the m1ﬂ°t1dlsc1phnary team, the
identify the P (n=21) Nursing home patient, their family and the com%mnlty professionals.
components of Discharge planning involves foupkey stages: (a) getting
effective discharge to know the patient; (b) setting aNischarge date; (c)
planning for elders getting ready to go home; and (dF¥making the transition.
and factors that Older adults and families were né always included in
impede planning. discharge planning and were pur@oswely excluded when
the professionals thought the decgsgon would upset them.
In these cases, plans often had tOSJe revised.
Congdon To gather S (n=8) Hospital Perceived readiness for dischargéZvaried between
(1994) information about | C (n=8) >>Home or participants, with patients behevmg they were ready,
the hospital P (n=8) nursing home family members believing the pa_ﬁent was not ready, and
discharge nurses feeling uncertain. U
experience from Family support was a key determmant in the discharge
elderly patients, destination of the patient. The avgllablhty of family
their family support resulted in patients’ transfer to homes in the
members and community, rather than nursing lpmes.
nurses. Decisions were made by the health professionals without
the participation of patients and families. Some patients
and families found ways to norm%hze their lack of
involvement. m
Dill To augment S (n=3+) Hospital Those who can authorize decisio@s are not always those
(1995) current critical C (n=3+) >> Home or involved in the planning. “é
examinations of P (n=NA) Nursing home Health professionals planned mulfhple discharge options,

regardless of patient and family pyeferences, so that once
a decision was made they could ef@t quickly.

Patients’ decisional capacity was&questioned when their
views conflicted with the views & health professionals.

"1ybuAdod&g
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Durocher To examine how S (n=5) Hospital Health professionals established %commendations for
(2017a) the intersection of | C (n=7) >> Home discharge prior to family confereﬁces. There was
various influences | P (n=8) pressure on patients and families3o meet these timelines.
on the process of Discharge planning began on adm1ss1on some older
discharge planning adults and family members felt I'lElShed and pressured to
and how these make decisions without sufﬁmeng information.
may lead to Health professionals often prioriiyed safety over
unintended peoples’ preferences and values; Rowever, older adults
outcomes. expressed little concern over theig safety.
Durocher To examine social | S (n=5) Hospital All participants expected that as ezlder people aged they
(2017b) and political C (n=7) >> Home or would experience a loss of agenc& and reduced
influences P (n=8) unspecified participation in decision- makmg.zl“hls lack of autonomy
affecting over decision-making was sometgnes not a choice.
perspectives and Health professional participants gFivileged their own
practices knowledge and expertise when d&termining the best
associated with course of action and privileged s&ety over all other
discharge planning factors influencing the decision. 8
with older adults. Family conferences did not encoa;rage older adults’
contributions. Plans reflected the—anealth professionals’
beliefs rather than the patients’ ggals
Durocher To discern S (n=3) Hospital In this study, older adults either shared decision-making
(2018) relational C (n=5) >> authority with their caregivers, ogdeferred it.
approaches P (n=NA) Rehabilitation In some cases, caregivers questlo;ﬁed the older adults’
adopted by >> Retirement decisional Capac]‘[y
families in Home or Transition decisions required corg)romlse from the older
planning for the Home adults and caregivers who may h&ve different preferences
discharge of older and beliefs. Q
adults from 43
inpatient settings D
and to explore %
how such g
approaches may g
inform practice in S
<
H
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adults, their

Efraimsson To illuminate and | S (n=1) Hospital >> This case study showed that in thg discharge planning
(2003) describe the C (n=3) Nursing home conference, the institutional framﬁ was privileged over
phenomenon of P (n=3) the client frame. w
power as it At the conference, the hospital stﬁff occupied most of the
appeared in a speaking time, often talking abOLg the patient in the third
discharge planning person. N
conference. The patient found the conference§o be valuable;
however, often lacked mformatm% on the transition
options available and were unsurg of how to obtain this
information. 8
Efraimsson To describe how S (n=8) Hospital >> There was a clear discrepancy be@veen the ideological
(2006) patients, relatives, | C (n=8) Home; nursing intent of the discharge planning @)nference and its actual
and healthcare P (n=23) home realization.
professionals deal Multiple challenges emerged during discharge planning,
with the variety of particularly when patient and fan@ly preferences did not
problems and align with institutional routines agd professional
responsibilities judgements. 3
that occur in Patients and families needed ﬁg}ﬁ to achieve their
discharge planning transition goals; however, if thengtransgressmns were too
conferences and obvious they were at risk of not i®ing taken seriously.
especially how =
they managed to &
do this given the §
institutional frame -
that surrounds the E
meeting. 2
Gladden To describe the S (n=13) Hospital >> Patients and families perceived that they had little control
(2000) process of C (n=8) Home; nursing over information exchange and tmnsmon decision-
decision-making P (n=11) home or basic making. m
used by older care facility Patients and families were sometgnes reluctant to seek

information, and health professio@als admitted to

"1YBUAC
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families and care withholding information to redud'é stress and anxiety for
providers during the patient. §
admission into a Patients, family members and hedth professionals felt
discharge from mistrust towards one another, qu&stioning the
subacute care information provided and subseq@ent decisions.
settings. s
Hedberg To illustrate how | S (n=14) Hospital or Health professionals took up mo% of the discourse time
(2008) stroke survivors, | C (n=26) Rehabilitation in care planning meetings than pfients and family
their relatives, and | P (n=41) Centre >> members. g
different Not reported Communication during the care {@anning meetings could
professionals be broken down into two main a@ivities: the ‘assessment
participated and process’ and the ‘decision-making process’.
interacted in care- Communicative alliances betweeg different stakeholder
planning meetings groups in the care planning meetmgs were important in
when negotiating advancing with a decision. Alliaifes between patients
the stroke and caregivers were particularly Bnportant for increasing
survivors' health patients’ opportunities to influenge decisions. When
and further needs relatives were absent, there was e§1 increased risk that the
of support from patients’ perspective would not B8 taken into account.
the health and 8
social system %
Hicks This paper S (n=6) Hospital Health professionals may questiop clients’ choices when
(2012) examines the C (n=5) >> they do not align with their own.Zhis can result in the
autonomy, choice, | P (n=49) Rehabilitation choice being perceived as ‘risky’®
options and power hospital The older adult in this study learlﬁed over time that she
in healthcare >> Home did not have the freedom to choofe among the different
decision making options, as she had limited resougces and many ‘options’
for older people. were determined to be unrealistié@or risky.
The client felt limited control ovézf the decision, rather it
was borne by the health professicghals and the institution.
Jeffs To explore the S (n=13) Hospital Patients and caregivers describedibeing unaware of their
(2017a) perceptions of C (n=9) transition plan. Professionals werg often uncertain
patients, their P (n=50) §
<
H
18
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caregivers and >> whether the transition plan had btgén communicated to
healthcare Rehabilitation patients. @
professionals Hospital Professionals withheld details of $he plan from patients
associated with the and caregivers until they knew w8at would be happening.
exchange of Overall, professionals led decisid‘é—making about
information during transitions and patients and careggvers had limited
transition from involvement and knowledge of the plans.
hospital to rehab. N
Jeffs This study was S (n=13) Hospital Caregivers in this study were actigely involved in the
(2017b) undertaken with C (n=9) >> patient’s transitional care, but weie not actively engaged
the aim of gaining | P (n=50) Rehabilitation by health professionals. m
insight into the Hospital Caregivers advocated on behalf & the patient, provided
nature of caregiver care, and helped to organize the tgansitions.
involvement in Patients and caregivers expressecﬁconcem that had the
care transitions of caregivers not been included in t@nsmon planning, the
patients being patient would not have understodg the plan and their
transferred from needs may not have been met. ??;
two acute care >
hospitals to a El
rehab hospital. 8
Jenkins To investigate how | S (n=11) Hospital Family members played a centraﬁrole in decision-making
(2000) a range of care C (n=9) >> Home; for care arrangements. >
arrangement P (n=6) nursing home In some cases, the unavailability%f family members
decisions for frail resulted in the older women preferences for care
older unmarried arrangements not being followeds
women are made. Care arrangement decisions changed often repeatedly, as
their needs fluctuated. «g
Jewell To establish areas | S (n=4) Hospital Discharge in this study was view@&d as an ongoing
(1993) of concern and C (n=2) >> Home, rest process that began upon admissicm.
importance to all P (n=26) home, or It was unclear if the patient and fgmlly were identified as

those involved in,
and affecting the

nursing home

team members during discharge glannlng and decision-
making. Although staff implied this was the case,
patients and families demonstrat&] non-involvement.

"1YBUAC
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discharge of Community personnel were also got involved in the
patients. planning, which created challeng%s and discontinuity in
carc. >
Magilvy To discover the S (n=13) Hospital Patients transitions sometimes dig not account for all of
(1991) process of C (n=~13) >> Home their care needs, or their living silﬁlation.
admission and P (n=47+) Family members played a cruciaBrole in facilitating the
transition of older transition, by gathering informatign on available services.
adults to home Community planners indicated thit sometimes transition
care following planning had not occurred, and tlgy received patient
hospital discharge, referrals with little or no plan. s
or during periods gs
of illness. 2
Magilvy To examine the S & C (n=49) | Various In many cases, family members \gere left alone to
(2000) health care P (n=113) institutional discover appropriate resources. Sgaff sometimes lacked
transition O (n=13) and knowledge of community serv1c@ making transition
experiences of community decisions more challenging. E]
older adults, transitions Patients and family members oftéh not included in
families and health decision-making and didn’t undegstand what was
care providers in a happening to them. 3
longitudinal rural Families experienced uncertamty%ver the best living
cthnography. arrangement for their loved one. g
McWilliam To describe S (n=12) Hospital Patients’ mindset and attitudes ta¥vards ageing impacted
(1992) hospital discharge | C (n=12) >> Home the transition planning. All patierits deferred decision-
as experienced by | P (n=62) making to health professionals. ~°°
a group of elderly Role confusion among health pro‘iiesswnals led to social
patients. problems during discharge. Confgslon existed between
hospital staff and community staff. Physicians often did
not attend family conferences whgre decisions were
made. 2
Communication challenges creatgd problems for
discharge, resulting in delay and 8onfusion.
McWilliam To explore and S (n=21) Hospital Professionals in the rural and urban settings made
(1994a) describe factors C (n=22) >> Home decisions with limited 1nv01vem®t from patients and

BUA
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department service
users and nurses
regarding older

other than medical | P (n=127) families. This led to learned helptéssness from the
condition and 0O (n=23) patients. @
treatment which Patients, families and profess10nﬁs often lacked an
shaped the quality understanding of the roles of oth&s (e.g., the social
of discharge worker, community care staff), which complicated
experiences of decisions. £
older patients. Patients, families and professionags complained about
inadequate discharge teaching. N
McWilliam To explore factors | S (n=21) Hospital Patients with a positive mindset &hieved control over
(1994b) other than medical | C (n=22) >> Home their own care after discharge ané remained successfully
condition and P (n=127) autonomous. m
treatment which O (n=23) In many cases, patients were con@fortable deferring to
contributed to professional authority. Professw@ls often adopted a
discharge paternalistic approach to treatmept and decisions.
experiences of The more negative a patient’s mlﬁdset was, the more
rural and urban compromised their autonomy. g_
patients. S
Mead To explore the S (n=23) Assisted living Facility managers made relocatioi decisions, often based
(2005) decision-making C (n=20) facility on perceptions of the facility’s CLﬁture the specific care
process regarding | P (n=19) >> Multiple requirements related to dementlaoand the role of the
retention or family.
transfer of persons Problematic behaviours (e.g., wanderlng) from patients
with dementia. influenced their admission and pess1ble relocation from
the facilities. &
Family members and residents hz§1 varied involvement in
decision-making, including the pEf)CCSS and timing and
ultimate placement decision. g
Palonen To describe the S (n=7) Hospital Family members were sometlmeﬁexpected to support
(2016) experiences of C (n=5) >> Home decision-making when the patlenr’s and staff views were
emergency P (n=15) different. r’n’

Nurses in the study sometimes s@v family involvement
as a nuisance and challenge.
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peoples’ discharge
education.

The nurses encouraged family ingolvement in decision-
making and viewed them as a resfﬁurce in certain
situations. Patients did not feel th® family members
should be left responsible to mak8 decisions about

adults, families
and care providers
about hospital
discharge.

discharge. §
Poole To understand S (n=29) Hospital Patients who were judged to hav% capacity were
(2014) how, on medical C (n=34) >> Home or discharged home, and all those wythout capacity went to
wards, judgements | IP (n=35) care home care homes. Patients’ capacity fli®tuated over time, and
about capacity and so decisions needed to be made afthe right time.
best interests with Perceptions of risk had a clear inﬂuence on assessments
respect to going of capacity. If a person disagreeddwith the care team or
home are made for wanted to make a decision that \x%s viewed as “unsafe”,
people with they were likely to be determinegto lack capacity.
dementia and how One narrative frequently dominated the decisions, and so
decision-making any doubts about the patient capagity meant they might
around hospital be disbelieved. El
discharge for kS
people with §
dementia and their 3
families might be g
improved. o
Popejoy To examine S (n=13) Hospital Many older adults in this study didn’t even consider a
(2011) decisions made by | C (n=12) >> Home, destination other than home. Thi&option was more
hospitalized older | P (n=7) nursing home feasible when older adults were dared for by a spouse,

rather than adult children. §

Some older adults made dischargg plans alone and did
not disclose their care needs to tl&jeir children so they did
not burden their family. o

Professionals had the task of recomciling differing
opinions within families. Sometigaes they were unable to
change the minds of older adults énd families who were

resolute in their plans.
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Rhynas To gain S (n=10) Hospital Absence of a family member in ﬁscharge planning
(2018) understanding of | C (n=NA) >> Care home resulted in limited consideration ﬁ)r patient preferences.
the decision- P (n=NA) In some cases, patients felt powesless to make decisions.
making processes Admission was often seen as the %ast straw for family
involved in the members, who tried to ratlonahze’thelr care home
discharge of placement decisions. Often, famiGes had difficulty
people admitted to reconciling the patients’ current gére needs with their
hospital from expressed preferences. N
home and Professionals often used the langgage of risk to justify a
discharged to a care home discharge. This languée objectified the
care home. individual’s circumstances and egcluded the individual
from decision-making g
Robinson To identify key S (n=7) Nursing home Having knowledge of the patientgncreased professionals’
(2012) elements, from C (n=20) >> Hospital confidence in the transfer decisiog. When personal
multiple P (n=44) >> Nursing knowledge of the patient was notZavailable, the transition
perspectives, that home was negatively affected (e.g., fangily absent).
influence the All stakeholder groups viewed feg?nily involvement as an
success of important element for transitionsgFamilies often filled
transition the gaps, and were essential for sﬁccessful transitions.
experienced by However, health professionals ar@l families sometimes
nursing home clashed in what they believed Wege the best interests for
residents when the patient.
they required Emergency departments were unaer pressure to discharge
transfer to a patients as soon as possible. &
hospital S
emergency s
department. -
Slatyer To explore the S (n=12) Home or Patients and families had difﬁcul?y recalling their
(2013) perceptions of C (n=15) residential care communication with health professionals during
older patients who | P (n=35) >> admission. This resulted in them $eing discharged

re-presented to
hospital within 28
days of discharge,

Hospital
>> Home or
residential care

without awareness of their care aﬁd treatment needs.
Most patients and families trusteg the professionals to
make decisions.
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their family Families often involved in the de@sion to return to the
caregivers, and hospital or to go see a general prai@titioner.
care providers. >
Smallegan To gather S (n=9) Hospital; Roughly half of the people admitsed to the nursing home
(1981) informatio on the | C (n=14) Home agreed they had a role in decision'zmaking However, in
factors affecting P (n=11) >> Nursing most cases, transition to the nursglg home occurred when
decisions to admit home there were no other options avallable
a patient to a In most cases, participants had n@a’satlsfactory options
nursing home. other than admission. g
Patients and their adult children éere the most prominent
decision-makers, and others Wertgmostly consulted about
the decision. 2
Stolee To identify and S (n=23) Multiple System constraints (e.g., rushed @scharges) impeded
(2019) conceptually C (n=19) >> transitions. =
organize the P (n=92) Multiple Family members were mterestedin being involved in the
domains relvant to care, but were not always 1nclud@i due to conflicting
improving care responsibilities and other contex@al factors.
transitions of older Strong working relationships betgeen professionals from
patients with hip the sites (as well as professionals—ipatients and families)
fracture, so as to helped to foster trust and ease traBsition.
inform future ToC %)
interventions. >
Toles To describe S (n=3) Skilled nursing Family members were not consisifently involved in care.
(2012) transitional care C (n=2) facility In some cases, the staff were resgonsible for preparing
provided by P (n=20) >> the patlent and family to go hom@ both in terms of
existing staff in an Home ensuring necessary skills and alserbulldmg confidence.
skilled nursing Staff used three main 1nteract10n‘§trategles to support
facility and to transitional care: 1) creating contfections with patients
explore the and families to integrate their pre:?erences into the plan;
@nﬂuenge of staff 2) uncovering and relaying new @formatlon needed; and
Interaction 3) engaging patients and famlllesgm problem solving
strategies on the conversations. g
H
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delivery of g
transitional care. @
Toles To describe how | S (n=3) Skilled nursing Staff often did not engage family&aregivers and
(2016) organizational C (n=2) facility sufficiently prepare them for the &ansition.
structures and staff | P (n=49) >> In one facility, various meetings "l;‘?/ere held with staff, the
interactions are Home patients and/or family to decide te patients care needs.
used by existing Not all facilities had a care planngng meeting with the
skilled nursing patient/family, and in one facilityfthe meeting was 2 days
facility staff to before the patient returned home3
deliver transitional Communication challenges emeréed in some facilities,
care services. for e.g. in one case the care coor@nator planned the
discharge date but the occupatioﬂfgl therapist and
physician were not aware that it was pending.
Toscan To investigate care | S (n=6) Hospital Breakdowns in communication oécurred between health
(2012) coordination for C (n=6) >> Multiple professionals, making it difficult$o make transition
older hip fracture | P (n=18) (Home; plans. Caregivers were even furt]Er removed from the
patients from Inpatient flow of information. 'c
multiple rehabilitation; Patients did not feel central to the}r own care and
perspectives to Long-term expressed lack of involvement 1n.—0dec1510n -making.
determine the core care) Professionals felt pressured to pripritize system needs
factors related to (e.g. early discharge) over the needs of their patients.
poorly integrated Patients felt rushed to recover ang make decisions, and
care when patients sometimes learned of decisions vygthout remembering
transitiop from one conversations about them. 2
care setting to S
another. -
Toscan To explore the S (n=1) Hospital The patient and family felt left oxzi of the decision-
(2013) experience of C (n=2) >> making processes around the trargition. They also did not
transitional care P (n=10) Rehabilitation always know who to direct questimns to.
over the complete hospital Professionals felt that the health &re system’s focus on

care trajectory for
a single hip
fracture patient,

>> Assisted
living facility
>> Home

discharge-centred care planning glded pressure to initiate
transitions early. Their discharge®ptions were also
restricted by the facilities’ admis§on criteria.

"1YBUAC
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from multiple Privacy barriers made communicgtion between the
perspectives. facilities and family difficult. §_
Trigg To compare how | S (n=83) Multiple The most important information &#fluencing decisions
(2018) people use quality | C (n=49) (hospital, was that gathered during visits. g
information to P (n=38) home) Many of the decisions about tranﬂtlon were made with or
choose residential >> Care home on behalf of the older adult. Few Fesidents were involved
care providers in in both the decisions to move int@residential care, and
England, the the selection of provider. FamilieS and professionals felt
Netherlands, and that decisions needed to be taken¥iway from the senior as
Spain. they were not aware of their redu%ed ability to live
independently. m
In some cases, choices were restmted and so the quality
information (e.g. care home 1nd1@t0rs) provided was
redundant.
Wells To study the S (n=31) Hospital Discharge decision making often&ook place early in the
(1997) process of decision | C (n=22) >> Multiple patients’ hospital stays, when theSpatient’s condition was
making for elderly | P (n=23) (Home; still fluctuating. Patients and fan%es were only included
patients over the residential sporadically. Decisions often hacto be revised as the
total course of care; chronic patient’s condition progressed. %
their hospital stay care, Decisions were not tied to the pafent’s condition, but
and the convalescence) rather to their social situation (e.g?, living arrangements,
consequences of age of caregiver, etc.) z
that process. Institutional priorities (e.g. get thE patients out) were
often emphasized over the patien—i’? interests, and families
were pressured to accept the ﬁrst@laoe that became
available. g
Wells To evaluate the S (n=48) Hospital At both hospital sites, patients wge involved in most of
(2002) process and impact | C (n=~8) >> Home time discharge planning, and fanttlies were involved
of the Integrated P (n=NA) around 40% of the time. 3
Model of Community professionals were n@t always involved in
Discharge discharge planning. g
Planning. g
H
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e Most patients and families were %tisﬁed with the
discharge process, and a few felt 4Efgle:y were told to go

before they were ready.

S= Senior or Older Adult; C = Caregiver; P = Provider or Health Professional
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Preferred Reporting Items for Systematic reviews and Meta-Analyses extension for

Scoping Reviews (PRISMA-ScR) Checklist

REPORTED
SECTION PRISMA-ScR CHECKLIST ITEM ON PAGE #

TITLE
Title
ABSTRACT

Structured
summary

INTRODUCTION

Rationale

Objectives

METHODS

Protocol and
registration

Eligibility criteria

Information
sources*

Search

Selection of
sources of
evidencet

Data charting
processt

Data items

Critical appraisal of
individual sources
of evidence§

St.Michael's

Inspired Care.
Inspiring Scien

11

12

Identify the report as a scoping review.

Provide a structured summary that includes (as
applicable): background, objectives, eligibility criteria,
sources of evidence, charting methods, results, and
conclusions that relate to the review questions and
objectives.

Describe the rationale for the review in the context of
what is already known. Explain why the review
questions/objectives lend themselves to a scoping
review approach.

Provide an explicit statement of the questions and
objectives being addressed with reference to their key
elements (e.g., population or participants, concepts,
and context) or other relevant key elements used to
conceptualize the review questions and/or objectives.

Indicate whether a review protocol exists; state if and
where it can be accessed (e.g., a Web address); and if
available, provide registration information, including
the registration number.

Specify characteristics of the sources of evidence
used as eligibility criteria (e.g., years considered,
language, and publication status), and provide a
rationale.

Describe all information sources in the search (e.g.,
databases with dates of coverage and contact with
authors to identify additional sources), as well as the
date the most recent search was executed.

Present the full electronic search strategy for at least 1
database, including any limits used, such that it could
be repeated.

State the process for selecting sources of evidence
(i.e., screening and eligibility) included in the scoping
review.

Describe the methods of charting data from the
included sources of evidence (e.g., calibrated forms or
forms that have been tested by the team before their
use, and whether data charting was done
independently or in duplicate) and any processes for
obtaining and confirming data from investigators.

List and define all variables for which data were
sought and any assumptions and simplifications made.
If done, provide a rationale for conducting a critical
appraisal of included sources of evidence; describe
the methods used and how this information was used
in any data synthesis (if appropriate).
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REPORTED
SECTION PRISMA-ScR CHECKLIST ITEM ON PAGE #

Synthesis of Describe the methods of handling and summarizing
results the data that were charted.
RESULTS

Give numbers of sources of evidence screened,

Selection of assessed for eligibility, and included in the review, with -
sources of 14 . . . 5; Figure 1
) reasons for exclusions at each stage, ideally using a
evidence .
flow diagram.
Characteristics of For each source of evidence, present characteristics
sources of 15 . . e 4
) for which data were charted and provide the citations.
evidence
Critical appraisal - : .
within sources of 16 If done, presgnt data on crltlcal appraisal of included NA
. sources of evidence (see item 12).
evidence
Results of For each included source of evidence, present the Suppl Files 2-
individual sources 17 relevant data that were charted that relate to the 3 PP
of evidence review questions and objectives.
Synthesis of Summarize and/or present the charting results as they
18 . . I 5-9
results relate to the review questions and objectives.
DISCUSSION
Summarize the main results (including an overview of
Summary of concepts, themes, and types of evidence available),
. 19 X . . A 5-9
evidence link to the review questions and objectives, and
consider the relevance to key groups.
Limitations 20 Discuss the limitations of the scoping review process. 11-12
Provide a general interpretation of the results with
Conclusions 21 respect to the review questions and objectives, as well = 12
as potential implications and/or next steps.
FUNDING
Describe sources of funding for the included sources
. of evidence, as well as sources of funding for the
Funding 22 12

scoping review. Describe the role of the funders of the

scoping review.

JBI = Joanna Briggs Institute; PRISMA-ScR = Preferred Reporting ltems for Systematic reviews and Meta-Analyses
extension for Scoping Reviews.

* Where sources of evidence (see second footnote) are compiled from, such as bibliographic databases, social media
platforms, and Web sites.

T A more inclusive/heterogeneous term used to account for the different types of evidence or data sources (e.g.,
quantitative and/or qualitative research, expert opinion, and policy documents) that may be eligible in a scoping
review as opposed to only studies. This is not to be confused with information sources (see first footnote).

I The frameworks by Arksey and O’Malley (6) and Levac and colleagues (7) and the JBI guidance (4, 5) refer to the
process of data extraction in a scoping review as data charting.

§ The process of systematically examining research evidence to assess its validity, results, and relevance before
using it to inform a decision. This term is used for items 12 and 19 instead of "risk of bias" (which is more applicable
to systematic reviews of interventions) to include and acknowledge the various sources of evidence that may be used
in a scoping review (e.g., quantitative and/or qualitative research, expert opinion, and policy document).

From: Tricco AC, Lillie E, Zarin W, O'Brien KK, Colquhoun H, Levac D, et al. PRISMA Extension for Scoping Reviews
(PRISMASCR): Checklist and Explanation. Ann Intern Med. 2018;169:467—473. doi: 10.7326/M18-0850.
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