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Abstract

Background and Objectives: Our aim was to create a “storyline” that provides empirical explanation of stakeholders’
perspectives underlying the use of patient- and family-reported outcome and experience measures to inform continuity
across transitions in care for frail older adults and their family caregivers living at home.

Research Design and Methods: We conducted a meta-narrative synthesis to explore stakeholder perspectives pertaining to
use of patient-reported outcome and experience measures (PROMs and PREMs) across micro (patients, family caregivers,
and healthcare providers), meso (organizational managers/executives/programs), and macro (decision-/policy-makers)
levels in healthcare. Systematic searches identified 9,942 citations of which 40 were included based on full-text screening.

Results: PROMs and PREMS (54 PROMs; 4 PREMs; 1 with PROM and PREM elements; 6 unspecified PROMs) were
rarely used to inform continuity across transitions of care and were typically used independently, rarely together (1 = 3).
Two overarching traditions motivated stakeholders’ use. The first significant motivation by diverse stakeholders to use
PROMs and PREMs was the desire to restore/support independence and care at home, predominantly at a micro-level. The
second motivation to using PROMs and PREMs was to evaluate health services, including cost-effectiveness of programs
and hospital discharge (planning); this focus was rarely at a macro-level and more often split between micro- and meso-
levels of healthcare.

Discussion and Implications: The motivations underlying stakeholders’ use of these tools were distinct, yet synergistic
between the goals of person/family-centered care and healthcare system-level goals aimed at efficient use of health services.
There is a missed opportunity here for PROMs and PREMs to be used together to inform continuity across transitions
of care.
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As society confronts unprecedented aging on a global
scale (Bengtson, Lowenstein, Putney, & Gans, 2017), there
is a pressing need to ensure continuity of care when frail
older adults transition across sectors of care. Continuity
across transitions of care is the experience of consistent,
connected, coordinated care that includes meaningful re-
lationships, management over time, place and providers,
and information sharing (Cuthbertson, May 2014). Person/
family-centered care necessitates that healthcare experi-
ences and perceived outcomes be considered across all
transitions of care. This can be facilitated through the
use of patient-reported outcome measures (PROMs) and
patient-reported experience measures (PREMs), which are
increasingly and internationally promoted as an important
basis for identifying, monitoring, and addressing the con-
cerns and priorities that matters to patients and their family
caregivers. PROMs are measurement instruments used to
obtain appraisals from healthcare recipients (patients and
family caregivers) about outcomes relevant to their quality
of life (e.g., well-being, overall health, symptoms, func-
tional status, and other aspects of psychological, social, and
spiritual wellbeing) (Fayers & Machin, 2016). PREMs are
measurement instruments used to obtain their appraisals
from healthcare recipients about their satisfaction and ex-
periences with the care provided (Kingsley & Patel, 2017).
(See Table 1 for examples.) The objective of this study was
to create a “storyline” that provides empirical explanation
of different stakeholder perspectives underlying the selec-
tion, valuing, and use of PROMs and PREMs to inform
continuity across transitions in care for frail older adults
and their family caregivers living at home.

Traditionally, continuity of care has been idealized in
the patient’s experience of a “continuous caring relation-
ship” with an identified healthcare professional (Haggerty
et al., 2003; Haggerty, Roberge, Freeman, & Beaulieu,
2013). For providers, the contrasting ideal is the delivery of
“seamless service” through integration, coordination, and
the sharing of information between different providers.
As patients’ healthcare needs can rarely be met by a single
healthcare professional, particularly frail older adults
with multimorbidity, multidimensional models of conti-
nuity must be developed to accommodate the possibility of
achieving both ideals simultaneously. Schang, Waibel, and
Thomson (2013) concisely summarized these perspectives
by differentiating that “care coordination concerns the
health system or provider perspective. Continuity of care
concerns the patient’s perspective” (p. 10).

Older adults and their families often prefer to receive
care at home. However, when the older person’s health
status changes, the individual may require care from mul-
tiple care providers across different care sectors, including
community-based care, acute inpatient hospital care, and
outpatient clinics. In our home country of Canada, older
adults who are often in a state of frailty, increased vulner-
ability and risk, are likely to encounter changes between
providers, institutions, and/or location of care (home vs.

hospital, community or tertiary care) (Canadian Institutes
of Health Research, 2019). Globally, healthcare systems
are challenged to support the journey of frail older adults
across the care continuum as they transition between mul-
tiple healthcare sectors.

Continuity and transitions is a key dimension of person/
family-centered care (Picker Institute, 2019) and it is not
surprising that the importance of this dimension increases
with advancing age and frailty. Improving healthcare
experiences and perceived outcomes of older adults and
their family caregivers across multiple transitions of care
is foundational to providing truly person/family-centered
care. By person/family-centered care, we mean an approach
to care that focuses on “getting to know the person,” in-
cluding the patient and family caregivers, by considering
their “history, values, beliefs, priorities, preferences, current
situation future aspirations and how they make sense of
what is happening to them” (Hewitt-Taylor, 2015). One
emerging approach to integrate this concept into care is
through the routine use of valid, person/family-centered
measurement instruments across the sectors of care where
most transitions for the older adult population occur
(Cuthbertson, May 2014). The use of PROMs and PREMs
to better understand and enhance person/family-centered
care across transitions in care for frail older adults and
their family caregivers has become mandated in several
jurisdictions in Canada where our siloed healthcare sys-
tems have resulted in adverse and even sentinel events, as
patients have “fallen through the cracks” (Bennett, 2019;
Canadian Institute for Health Information, 2012).

Despite the availability of many PROMs and PREMs,
their predominant use has been within sectors of care.
Consequently, a knowledge gap exists regarding the selec-
tion and use of PROMs and PREMS to inform continuity
across transitions of care for frail seniors who are living
at home and for their families. A meta-narrative synthesis
(MNS) was viewed as a novel means to understand dif-
ferent stakeholder perspectives (Gough, 2013) across micro
(patients, family caregivers, and healthcare providers), meso
(organizational managers/executives/programs), and macro
(decision/policy-makers) levels in healthcare (Caldwell &
Mays, 2012; Sutherland & Till, 1993). The research ques-
tion guiding our meta-narrative review was: What are the
motivations underlying stakeholders’ use of PROMs and
PREMs in the context of continuity across transitions in
care for frail older adults and their family caregivers living
at home?

Methods

We used MNS to unravel the storylines of how and why
PROMs and PREMs had been selected, valued, and
used to inform continuity of healthcare for frail seniors
and their family caregivers (family, friends, or informal
caregivers) living at home. MNS was chosen as an estab-
lished approach for synthesizing heterogeneous bodies of
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Table 1. Examples of Quality of Life Assessment Instruments for Older Adults Living With Frailty and Their Family Caregivers

Construct
PROM/ being # of items and

Instrument PREM measured Target population response scale(s)  Domains measured
McGill Quality of PROM Quality of life  People at all stages of 14 items (+ 1 Physical, Psychological, Existential,
Life Questionnaire- over the past a life-threatening ill- global item) and Social
Revised (MQOL-R) two days ness (from diagnosis with a numerical
(Cohen, Mount, to cure or death) response scale
Strobel, & Bui, ranging from 0
1995; Cohen et al., to 10
2017)
Edmonton PROM Current People with life- 11 items with a 9 items measure individual
Symptom As- symptoms limiting illness response scale symptoms, 1 measures wellbeing,
sessment System- ranging from 0 and 1 measures a self-identified
Revised (ESAS-7) (no symptom) to  problem
(Watanabe et al., 10 (worst pos-
2011) sible)
PRISMA-7 PROM Frailty Older adults 7 items with 3 items related to activities of daily
(Raiche, Hébert, & a response of living, and 1 item measures support
Dubois, 2008) either yes or no.

Three or more

“yes” answers

indicates

increased risk of

frailty
Quality of Life in PROM Quality of life  Primary family care- 16 items (+ 1 Environment; Patient Condition;
Life Threatening over the past giver of patients with global item) Caregiver’s Own State; Outlook;
Illness-Family two days life-threatening illness with a numerical ~ Quality of Care; Relationships; Fi-
Carer (but developed only response scale nancial Concerns
(QOLLTI-F) with caregivers of ranging from 0
(Cohen et al., cancer patients) to 10
2006)
Canadian Health PREM Satisfaction Patients with life- 20 items with a Relationship with Doctors, Illness
Care Evaluation with end limiting illness 5-point response  Management, Communication,
Project Question- of life care scale ranging Decision-Making, Your Well-being,
naire during the from 1 = not at and Overall Satisfaction
(CANHELP-lite: past month all satisfied to
patient version) 5 = completely
(Heyland et al., satisfied
2010)
Canadian Health PREM Satisfaction Family caregivers of 21 items with a Relationship with Doctors, Char-
Care Evaluation with end patients with life- 5-point response  acteristics of Doctors and Nurses,
Project Question- of life care limiting illness scale ranging Illness Management, Communica-
naire during the from 1 = not at tion and Decision-Making, Your In-
(CANHELP-lite: past month all satisfied to volvement, and Overall Satisfaction

family caregiver
version)
(Heyland et al.,
2010)

5 = completely
satisfied

literature while providing knowledge users, policy-makers,
and researchers with evidence that encompasses complex,

and at times, competing priorities (Greenhalgh & Wong,
2013; Greenhalgh et al., 2005).- As shown in Figure 1, the

MNS was undertaken within six overlapping phases, and
MNS publications standards were followed (Greenhalgh,
Long, & Flynn, 2005). The first five phases are presented

Planning Phase

in this paper under Methods section and the last under
Implications section.

This project emerged from a prior collaboration be-
tween clinical and healthcare administration knowledge
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users (KUs) and researchers in Canada who conducted a
knowledge synthesis of patient- and family-reported out-
come and experience measures for older adults in acute
care (Sawatzky et al., 2015). We worked in consulta-
tion throughout the six phases (Greenhalgh et al., 2005),
thereby ensuring that the review was informed by and rel-
evant to micro—-meso—macro levels of healthcare. A series
of weekly in-person/telephone meetings between the team
leaders and research assistants provided oversight to the
project. In addition, our methodology expert (Geoff Wong)
provided training and consultation to enhance methodo-
logical rigor.

Searching Phase

The searching phase was conducted between October 2016
and October 2018, and incorporated three strategies (see
Figure 2).

1. Browsing included the identification of seminal citations
based on team members’ recommendations. This strategy
yielded five articles.

Planning

Searching

Mapping

Appraisal

Synthesis

Recommendations

Figure 1. Phases in meta-narrative synthesis.

Additional records identified through
backward / forward citation chaining
(n=5591) + browsing (n=5) =
(n=5596), of which 540 were retained based
on review of titles for potential relevance

Records identified through database
searches:
Medline, CINAHL, EMBASE
(n=4346)

! i

Titles and abstracts screened after
duplicates removed
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Figure 2. PRISMA flow diagram.

2. An electronic database search was designed in consulta-
tion with a health science librarian. This strategy was not
limited by date and employed two methods:

(a) a general database search of Medline, CINAHL, and
EMBASE. The search included terms related to four
concepts: PROM and PREM instruments, continuity of
care, sectors of care, and older adult population (see
Supplementary Table 1). This strategy yielded a total of
1,280 citations;

(b) specific searches of individual instruments whose
focus was either generic or population specific. The
instruments that were individually searched included
those identified in our previous project (Sawatzky et al.,
20135), as well as those recommended by the KUs.

In total, three rounds of specific searches were conducted
and yielded 3,066 citations, for a total of 4,346 records.
3. Citations tracking included two steps:

(a) forward citation tracking;
(b) backward citations tracking.

If a paper was a protocol, we contacted study authors
requesting follow-up publications. In total, 5,596 citations
were identified via three rounds of citation tracking
processes and screened for eligibility. Of the 5,596, 540
were retained based on review of titles for potential
relevance.

Mapping Phase

Two research assistants screened titles and abstracts in
EndNote X8 independently using two sets of inclusion
criteria: (a) Generic criteria (older adult 265 years, living
at home, application/use of PROM/PREM instruments);
(b) Evidence-related criteria (use in at least one of the fol-
lowing: >1 sector of care, health administration use, use
in clinical practice) (see Table 2). We excluded articles not
written in English, but the primary reasons for exclusion
were because the texts did not address our evidence-related
criteria. Inconsistencies were resolved through consensus
with other team members. Forty articles were included in
the MNS review.

The mapping phase entailed recording the key con-
ceptual, theoretical, methodological, and instrumental
underpinnings of the various stakeholder perspectives.
We first identified the research traditions that historically
unfolded over time (Wong et al., 2013). All papers were
from the health disciplines. We identified eight traditions
(see Table 3). References were grouped according to the
tradition that each paper was grounded in: person/family-
centered care (7 = 7), health promotion (7 = 3), comprehen-
sive care for complex needs (7 = 4), disability (z = 3), cost
effectiveness of an intervention to stay at/return to home
(n = 7), hospital discharge (planning) ( = 4), health service
utilization (7 = 10), and psychometric properties (7 = 2).
Mapping continued as we coded data to identify different


http://academic.oup.com/gerontologist/article-lookup/doi/10.1093/geront/gnz162#supplementary-data

The Gerontologist, 2021, Vol. 61, No. 3

e27

Table 2. Inclusion Criteria

I. Generic Criteria

II. Evidence-related Criteria

All of the following three Generic Criteria were met prior to screening for the

three Evidence-related criteria

At least one of the following three Evidence-
related Criteria had to be met prior to selecting
a relevant citation

1. Older Adult

1. >1 Care Sector

e The concept of older adult is defined as aged 65 years and older, or explicitly e Explicit evidence showing the

» » o«

described in the abstract/title as “senior”, “older adult”, “elderly”, or “aged”,
or the author(s)’ definition of aging/older adults/seniors, even if they use a

different age criterion.
2. Living at Home

e Explicit evidence showing the term of home or community setting of the

older adults where they receive care.
3. Application or Use of PROM/PREM Instrument(s)

e Explicit evidence indicating the actual use of the PROM/PREM instrument(s)
o PROM (Patient-Reported Outcome Measure) instruments refer to the
self-report instruments used to obtain healthcare recipients’ appraisals of

health outcomes relevant to their quality of life.

o PREM (Patient-Reported Experience Measure) instruments refer to the
self-report instruments used to obtain patients’ appraisals of their experi-

ence and satisfaction with the quality of care and services.

applications of same PROM/PREM
instrument(s) by same people in more
than one of the following sectors: pri-
mary care, home care, acute care, and
emergency services.
2. Health Administration Use
e Explicit evidence showing the use of the
PROM/PREM instrument(s) for health-
care administration or policymaking
purposes.
3. Use in Clinical Practice
e Explicit evidence showing the use of
PROM/PREM instrument(s) at the point-

of-care in clinical practice.

theoretical approaches, controversies or contested findings,
gaps, and underlying assumptions.

Appraising Phase

In addition to appraising the articles based on their rele-
vance to the research question, the study quality of each ar-
ticle was assessed using the Mixed-Methods Appraisal Tool
(MMAT) (Pace et al., 2012). All articles ranked as high-
and medium-quality levels.

Synthesis Phase

The synthesis was iterative, entailed aggregation, contex-
tualization, and interpretation of findings to create a sto-
ryline that thread through the different perspectives. To
do so, all included studies were imported into NVivoll to
facilitate organizing the data. Two principal investigators
and one research assistant independently read and re-read
the data. The data from each study was interpreted within
its own tradition. To unravel the overarching storylines of
different research traditions, stakeholder perspectives were
compared and contrasted across micro-meso—macro levels
in healthcare.

Results

To answer our research question, we first address how
PROMs and PREMs were used in transitions in care
with frail older adults and their family caregivers, before
addressing motivations for use.

Use inTransitions in Care

PROM and PREM instruments (54 PROMs; 4 PREMs; 1
with PROM and PREM elements; 6 unspecified PROMs)
used in transitions of care were typically utilized independ-
ently, rarely used together (except in Berglund et al., 2013;
Clark, Steinberg, & Bischoff, 1997; Hughes et al., 2000).
(See Table 3 for study characteristics, and Supplementary
Table 2 for instruments.) Following MNS, we assessed the
research traditions that unfolded over time. Historically,
PROMs were developed and used in contexts of research
and clinical practice, whereas PREMs were developed and
used for quality improvement and performance monitoring
(Bryan et al., 2014; Miller, Gray, Kuluski, & Cott, 2015).
Looking historically at the literature included in our MNS,
the first article was published in 1994 (Gladman, Lincoln,
& Group, 1994), and PROMs and PREMs were not used
together in the context of supporting frail older adults, and
their family caregivers, living at home for continuity across
transition of care. Contextually, it is only more recent
that PROMs and PREMs have begun to be used together
(Black, Varaganum, & Hutchings, 2014; Hodson, Andrew,
& Roberts, 2013; O’Connell et al., 2018), but this was not
present in the literature included in our MNS.

Although continuity across transitions of care for
older adults was widely recognized by scholars as a need
due to “intricate, often disjoined care” systems (Naylor
et al., 2004, p. 683) and “fragmented care and disconti-
nuity” (Sandberg, Jakobsson, Midlov, & Kristensson, 20135,
p. 1), this body of literature did not propose PROMs or
PREMs as a resource to inform or guide continuity across
transitions in care. Rather, their predominant use was to
evaluate the effectiveness of an intervention or a program
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Table 3. Continued

PROMs /
PREMs

Overarching

Participants

Disciplines

Country

Scope

Traditions Authors (Year)

Traditions

PROMs

OAs & FCGs

Neuropsychiatry, Medicine,

Health Science

Japan

Evaluate interrater reliability between

Hokoishi et al.

(2001)

Psychometric

multidisciplinary raters

properties

PROMs

OAs

USA Physiotherapy

Evaluation of psychometric properties

Hicks et al. (2009)

CGs: Caregivers (not explicitly identified as family caregivers); FCGs: Family caregivers; OAs: Older Adults; OARS: Older Americans Resources and Services Functional Assessment.

*Unspecified PROMs include those with limited information and/or no reference.

to support frail older adults and their families during care
transitions. In addition, PROMs and PREMs have tradi-
tionally been used in isolation of one another, except in
three instances (Berglund et al., 2013; Clark et al., 1997,
Hughes et al., 2000), with PREMs being used much less
frequently than PROMs.

In short, PROMs and PREMs were not used to guide
care transitions. As Faucher, Rosedahl, Finnie, Glasgow,
and Takahashi (2016) and Allen, Hutchinson, Brown, and
Livingston (2014) identified, the efficacy of transitional
care interventions were more commonly assessed with
metrics such as 30-day hospital readmissions, whereas
patients’ and family caregivers’ reports of experiences
and satisfaction were less commonly utilized. This finding
highlights that the impetus in the field has been to use these
instruments as a means for intervention evaluation, not as
means towards assessment of quality of life or experience
for routine use and transitions of care.

The controversies raised in the literature were more
general in nature, often pertaining to methods. These
included:

1. instrument selection, particularly the inability to com-
pare results when different instruments were used
(Burch, Longbottom, McKay, Borland, & Prevost, 2000;
Comans, Peel, Gray, & Scuffham, 2013; Markle-Reid,
Browne, & Gafni, 2013; Sandberg et al., 2015);

2. frequency of instrument use (i.e., when and how
often). As an example of siloing, they were primarily
used within sectors, rarely across sectors, for use by
healthcare professionals (Comans et al., 2013; Faucher,
Rosedahl, Finnie, Glasgow, & Takahashi, 2016; Sarna
et al., 2010);

3. who completed the instrument, recognizing the varia-
bility of sub-groups of frail older adults, and the ina-
bility to compare intervention results across groups
(Courtney et al., 2009; Hicks & Manal, 2009; Markle-
Reid et al., 2013; Naylor et al., 2004; Sandberg et al.,
2015; Sarna et al., 2010);

4. how to treat missing data, at times modifying
instruments for purposes of reporting (Comans et al.,
2013; Fairhall et al., 20125 Stotter, Reed, Gray, Moore,
& Robinson, 2015).

In summary, the routine use of PROMs or PREMs to as-
sess outcomes or experience of care during transition was
not a motivation found in the literature reviewed, nor was
this identified as a gap or contested area in the body of
literature.

Motivation for Use

Motivation underlying use of PROMs and PREMs can be
grouped into two overarching “traditions”: (a) restoring/
supporting independence and care at home, and (b)
decreasing/evaluating utilization of health services, espe-
cially acute care (see Table 3).
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Restoring/Supporting Independence and Care
at Home

The first “tradition” underlying the motivation of diverse
stakeholders to use PROMs and PREMs was their desire
to restore/support independence and care at home, prima-
rily at a micro-level of healthcare (Berglund et al., 2013;
Berkman et al., 1999; Coleman, Roman, Hall, & Min, 2015;
Fairhall et al., 2012; Farriols, Bajo, Muniesa, Escalada, &
Miralles, 2009; Hawkins, 1996; Hoskins, Coleman, &
McNeely, 2005; Hutchinson et al., 2013; Marek et al.,
2013; Rozario, Morrow-Howell, & Proctor, 2006; Sarna
et al., 2010; Sletvold et al., 2011; Stolee et al., 2012;
Stotter et al., 2015), less often at the meso-level of health-
care programs/interventions (Caplan, Williams, Daly, &
Abraham, 2004) (Coleman et al., 2004; Markle-Reid et al.,
2013). A person/family-centered approach underpinned
the use of PROMs and PREMs primarily at micro-levels of
healthcare (Hawkins, 1996; Hoskins et al., 2005; Marek
et al., 2013; Stolee et al., 2012; Stotter et al., 2015), with
only one at the meso-level (Coleman et al., 2004). Of note,
the stress and “burden” on family caregivers was highly
acknowledged and interventions focused on providing a
family-centered approach at a mico-level (Coleman et al.,
2015; Hawkins, 1996; Hoskins et al., 2005).

A focus on health promotion influenced interventions
to support frail older adults, specifically with the intention
to improve their quality of life and support them in their
independence to not only live at home, but also reduce
hospital time. A holistic emphasis underpinned one macro-
level use of PROMs to evaluate three nurse-led health pro-
motion and disease prevention interventions targeting risk
factors of frailty and functional decline with community-
living frail older adults (Markle-Reid et al., 2013). On a
micro-level, scholars investigated how health-promoting
interventions affected the quality of life of frail older
women with lung cancer (Sarna et al., 2010) or older adults
with hip fractures (Sletvold et al., 2011). Interventions to
support continuity across transitions (Markle-Reid et al.,
2013) or transitions of care (Sarna et al., 2010; Sletvold
et al., 2011) underscored the need for health-promoting
provision of care.

In the context of restoring/supporting independence
and care at home, the complexity of needs (Berkman et al.,
1999; Hutchinson et al.,2013) and disability (Fairhall et al.,
2012; Farriols et al., 2009; Holt et al., 2013) of frail older
adults was paramount. Comprehensive, coordinated care
that manages continuity of care across sectors (Berglund
et al.,, 2013; Caplan et al., 2004) in often-fragmented
healthcare systems (Berglund et al., 2013) was offered as
a means to address the complex needs of frail older adults
living at home. Stakeholders (researchers) addressing frail
older adults experiencing disability did so from an over-
arching framework of rehabilitation (Holt et al., 2013)
at a micro-level. PROM use was to aid identification of
impairments longitudinally (Holt et al., 2013), or to eval-
uate interventions targeting mobility-related disability

(Fairhall et al., 2012; Farriols et al., 2009). The use of
PROMs and PREMs with family caregivers was notably
absent in this subset of literature pertaining to comprehen-
sive care for complex need or disability.

Evaluating/Decreasing Utilization of Health
Services (Especially Acute Care)

The second “tradition” underlying the motivation to use
PROMs and PREMs was to evaluate health service utiliza-
tion, including cost-effectiveness of programs and hospital
discharge (planning). Although this focus existed across
all levels of healthcare, there were two examinations at a
macro-level (Buurman et al., 2016; De Almeida Mello, Van
Durme, Macq, & Declercq, 2012). The rest were closely
split between micro-level impact on the older adult or care-
giver (Clark et al., 1997; Comans et al., 2013; Faucher
et al., 2016; Gladman et al., 1994; Hicks & Manal, 2009;
Hofhuis, van Stel, Schrijvers, Rommes, & Spronk, 2011;
Hokoishi et al., 2001; Joosten & Potts, 2003; Rozario
et al., 2006) and meso-levels of healthcare programs/
interventions (Anderson et al., 2000; Asmus-Szepesi et al.,
2014; Burch et al., 2000; Buurman et al., 2016; Cook et al.,
2011; Courtney et al., 2009; Courtney et al., 2012; Naylor
et al., 2004; Rudd, Wolfe, Tilling, & Beech, 1997; Sandberg
et al., 2015; Watson et al., 2015).

PROMs were used in the consideration of health serv-
ices utilization when transitioning from hospital (including
emergency and ICU) to home. At a micro-level, PROMs
were used to identify the impact of transition of care on
the quality of life for the older adult (Faucher et al., 2016;
Gladman et al., 1994; Hofhuis et al., 2011; Rozario et al.,
2006). These results were used for evaluation of health
services provided, but PROM reports were not provided
to healthcare professionals, nor were they used to inform
care. At a meso-level, PROMs were used in the context
of comparing formal and informal healthcare costs for
hospitalized older adults (Asmus-Szepesi et al., 2014), utili-
zation of an exercise-based model of hospital and home care
follow-up (Courtney et al., 2009; Courtney et al., 2012),
early hospital discharge policy (Rudd et al., 1997), and ef-
fectiveness of a transitional care intervention provided by
advanced practice nurses to older adults hospitalized with
heart failure (Naylor et al., 2004). At a macro-level, De
Almeida Mello et al. (2012) proposed the use of PROMS
to compare the effectiveness of innovations to delay institu-
tionalization of frail older adults. Although this article was
a study protocol, their purpose was to determine which
interventions could be added to home-care services already
funded in Belgium. This overarching motivation to PROM
use was considered from the perspectives of stakeholders
invested in all levels of healthcare decision-making.

Stakeholders were motivated to use PROMs and
PREMs at the meso-level to evaluate the cost-effectiveness
of hospitals and programs testing interventions on the ef-
fectiveness of supporting frail older adults to stay at/return
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to home. Although some studies used instruments in the
context of cost-evaluation (Anderson et al., 2000; Burch
et al., 2000; Hughes et al., 2000), four studies used these
instruments directly as a part of the cost-evaluation (Cook
et al., 2011; Hammar, Rissanen, & Perild, 2009; Sandberg
et al., 2015; Watson et al., 2015). The primary context of
transition of care was from hospital to home, often explic-
itly to minimize hospital stay.

Discharge from hospital, and planning to this end, was
acknowledged as an important element of continuity across
transitions in care from the patient and caregiver perspec-
tive. At a micro-level, research addressed the impact on
frail older adults and their family caregivers (Clark et al.,
1997), the impact of adequate discharge planning (Comans
et al., 2013), or areas of agreement and disagreement be-
tween older adult patients and nurses regarding perceived
needs following hospital discharge (Joosten & Potts, 2003).
Buurman et al. (2016) uniquely focused on macro-level ef-
fectiveness of a comprehensive geriatric assessment and
transitional care program after discharge, with a focus on
continuity of care. This was also a rare instance in which
PROM results were provided to a nurse during the inter-
vention (Buurman et al., 2016). Compared with the other
studies in this section, those focused on hospital discharge
had less emphasis on costs and resource allocation. Instead,
the focus on was the impact of discharge to the frail older
adult and their family caregivers.

Two articles focused on psychometric evaluations of
PROMs for older adults living at home (not in hospital)
(Hicks & Manal, 2009; Hokoishi et al., 2001). Their use
was at a micro-level, included an evaluation of interrater re-
liability between multidisciplinary raters to ensure consist-
ency when used by different professionals (Hokoishi et al.,
2001), as well as a psychometric evaluation to support use
in care and research with community-dwelling adults living
with back pain (Hicks & Manal, 2009). Although they did
not focus on utilization of health services, they were both
motivated to develop robust methods for fulsome use both
in healthcare practice and research settings.

Implications

Recommendations phase

The motivations underlying stakeholders’ use of PROMs
and PREMs in the context of continuity across transitions
in care for frail older adults and their family caregivers
living at home were distinct, yet synergistic between:

1. the ideological desire to restore/support independence
and care at home, and

2. system goals to evaluate/decrease utilization of health
services, especially inpatient hospital care.

Working towards improving quality of life and care, these
motivations are not in conflict, but rather in synch across
micro-meso—macro levels of healthcare. These motivations
are related in a dialectic manner (Ohlén et al., 2017) in

that the goals of restoring/supporting independence and
care at home are often of utmost importance to the older
adult and caregiver, and evaluating/decreasing utilization
of health services is paramount for the healthcare system.
Policymakers, including the KUs on our team, work to
balance and enact both goals. Through this synthesis, we
have added to the body of literature by identifying that
PROMs and PREMs are used not only with the intention
to promote independence for frail older adults and their
family caregivers, but to also as a metric for evaluation of
health service utilization, particularly the emergency, ICU,
and hospital.

We suggest that there is a missed opportunity here for
PROMs and PREMs to be used together (Caneiras et al.,
2019; Hodson et al., 2019; O’Connell et al., 2018; Walker
et al., 2017) to support the journey by frail older adults,
and their families, across the care continuum involving
multiple healthcare sectors. We found minimal evidence of
this in the literature, nor did we see it highlighted as an area
of concern. At a micro-level, routine use of PROM:s offers
opportunities for individuals to see their own trajectories
and actively discuss these with their healthcare providers
(Greenhalgh, 2009; Greenhalgh et al., 2005; Greenhalgh
et al.,, 2017; Greenhalgh et al., 2018; Krawczyk et al.,
2019). Clinicians may use these reports to not only help
them prioritize care (Donaldson, 2008; Greenhalgh, 2009;
Greenhalgh et al., 2017), but in discussion with patients
and family caregivers to make shared decisions about
treatment and discharge plans, as well as with clinicians
in other sectors during transitions of care. However, in this
body of literature, micro-level use was rarely integrated
at the point-of-care. Rather, the focus was on the impact
of transition of care on the quality of life for older adults
(Clark et al., 1997; Comans et al., 2013; Fairhall et al.,
2012; Farriols et al., 2009; Faucher et al., 2016; Gladman
et al., 1994; Hicks & Manal, 2009; Hofhuis et al., 2011;
Hokoishi et al., 2001; Holt et al., 2013; Joosten & Potts,
2003; Rozario et al., 2006; Sarna et al., 2010; Sletvold et al.,
2011) and family caregivers (Clark et al., 1997; Coleman
et al., 2015; Hawkins, 1996; Hoskins et al., 2005). At a
meso-level, these data could be used for quality improve-
ment of processes, including workflow (Krawczyk et al.,
2019) and resource allocation within programs intended to
assist transitions. At a macro-level, the use of PROMSs and
PREMs across transitions of care offers potential insights
for health organizations and government ministries that
similarly desire to optimize the bridging of health services,
while restoring and maintaining independence for frail
older adults and their families living at home.

Although our KUs are particularly interested in meso-
and macro-level use of PROMs and PREMs in this context,
the literature providing guidance in these areas was lean.
Nonetheless, it is an area that requires timely evidence.
For example, accreditation bodies and international health
institutes around the world are collectively focusing on
“patient flow” (Emergency Health and Planning Services,
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2017; Institute for Healthcare Improvement, 2003; Showell
et al., 2012; The Health Foundation, 2013). Patient or
client flow is a term that has been coined to prompt health-
care organization leaders and care providers to examine
the impediments to timely and efficient flow of patients
between hospital departments. For KUs on our team in
Canada, “client flow” has been articulated as a part of
the Worklife/Workforce Patient Safety Area highlighted
by Accreditation Canada (2016; 2017) in “Required
Organizational Practices.” Although patient flow efforts
have primarily focused on reducing waits and bottlenecks
within hospitals, we suggest that looking at patient flow
through the lens of continuity across transitions in care
across micro—-meso—macro levels, rather than between iso-
lated programs, presents an opportunity to improve the
care of older adults and their family caregivers, as they
move not only between hospital departments, but back
to their home, home communities, and community-based
providers.

Further research is needed to guide scientifically rigorous
development and use of PROMs and PREMs for providing
a person/family-centered perspective of the experiences
and outcomes associated with continuity across transitions
in care. Such research requires collaborations with com-
munity agencies, primary care providers, hospital-based
clinicians, and frail older adults and their family caregivers.

Limitations

Although our MNS was developed following well-estab-
lished guidelines (Gough, 2013; Greenhalgh & Wong,
2013), there are limitations. First, our review is limited to
the English language. As a result, cultural differences in
studies conducted in countries where English is not the pre-
dominant language may not be represented. Second, our
searches primarily retrieved peer-reviewed sources and
omitted gray literature; thus, results may be influenced by
publication bias. Third, only two articles (Buurman et al.,
2016; De Almeida Mello et al., 2012) addressed macro-
level use of PROMs and PREMs. Thus, recommendations
need to be critically appraised by readers in applying these
to the unique context in which they work—a caveat which
applies to the nature of any meta-analyses.

Conclusions

PROMs have a longer history of use than PREMs; thus,
it is not surprising that PROMs were predominantly used,
and rarely used with PREMs in transitions in care for frail
older adults and their family caregivers. PROM and PREM
use was frequently enacted for the purposes of evaluating
the effectiveness of an intervention or a program to support
frail older adults, and their families, during care transitions.
The motivations underlying stakeholders’ use were distinct,
yet synergistic between (1) the ideological desire to restore/
support independence and care at home and (2) system

goals to evaluate/decrease utilization of health services, es-
pecially inpatient hospital care. Future research and service
delivery is needed to investigate how PROMs and PREMs
may be used together across micro-meso—macro levels of
healthcare to inform continuity across transitions of care.
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