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Abstract

Purpose – The purpose of this paper is to review and synthesize the research literature on the quality
of life (QoL) of both caregivers (CGs) and care recipients (CRs) with dementia after admission to long-term
care facilities.
Design/methodology/approach – Four databases – AgeLine, Medline, EBSCO, and PyscINFO – were
searched and the relevant literature from 2002 onwards was reviewed.
Findings – The review of 12 studies (five studies, including only family CGs; six studies including residents; one
study including both family CGs and CRs) reveals a discrepancy regarding the effects of institutionalization on the
CRs’ and CGs’ QoL. Among seven studies on CRs’ QoL change, some reviewed studies found a significant
decline in CRs’ QoL after placement with others showing that CRs’ QoL was improved or stable. While some
reports indicated that some family CGs benefited from placement, others showed that CGs merely maintained
their QoL. However, family CGs in the reviewed studies were more likely to report improved QoL than were their
CRs after institutionalization.
Research limitations/implications – The authors recommend that future studies should focus on
understanding the individual’s adaptation to placement, dyadic changes in QoL (includingmediators/moderators).
They emphasize the need for a comprehensive longitudinal study with more than one wave and includes diverse
groups including racial/ethnic minority CGs and CRs.
Originality/value – This study reviewed and synthesized the research literature on the QoL of both caregiver
and the people with dementia they cared for after those they cared for were admitted to long-term care
facilities. The conclusions drawn about influences on QoL provide guidance for identifying best practices
and research.
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Introduction

The world’s aging population (ageW60 years) is dramatically increasing (United Nations, 2013).
The oldest-old group (ageW75-85 years) is currently the fastest growing population in many
countries, including China, the USA, India, Japan, Germany, and Russia, and it is expected to
increase 151 percent between 2005 and 2030 (Dobriansky et al., 2007). Since advancing age
remains the greatest risk factor for dementia, especially Alzheimer’s disease (AD), such a
population trend implies that there will be an increase in need for care by the elderly with AD. As of
2013, there were an estimated 44.4 million people with dementia worldwide. This number will
increase to an estimated 75.6 million in 2030 and to 135.5 million in 2050 (Prince et al., 2013).

In the USA, over 34 million people are elderly and 20 percent of the population will be elderly by
2030. More than five million people age 65 and older suffer from AD, and this group accounts for
approximately 60 to 80 percent of all dementia cases. The number of individuals in the USA
suffering from AD is expected to reach between 7.7 and 9 million by 2030 as the baby boomers
age (Alzheimer’s Association, 2014). Individuals with dementia from the baby boomer and
subsequent generations in the USA will face a shortage of family CGs as the CG-to-care receiver
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support ratio shifts from 7 for every person in high-risk years of 80-plus to 4 to 1 by 2030 and then
to less than 3 to 1 by 2050 (Redfoot et al., 2013). These projections emphasize the great need for
residential care for the elderly with dementia.

Over three-fourths of older adults with dementia live in long-term care facilities, such as nursing
homes, residential-care/assisted-living facilities (RC/AL), or group homes (Macdonald et al.,
2002; Prince et al., 2013). Skilled nursing facilities (SNFs), based on a medical model, traditionally
have served the majority of older adults with AD and other related dementias. Recently, however,
more family-like environments, such as RC/ALs, are gaining attention in the USA (Sloane et al.,
2005). The driving concept of an RC/AL is the enhancement of residents’ independence,
autonomy, dignity, and privacy by improving their quality of life (QoL) as well as that of their family
and by improving staff satisfaction (Sloane et al., 2005). Interest in group homes for people with
dementia has been growing in other countries, including Sweden, the Netherlands, Japan, and
Germany (Boekhorst et al., 2008; Funaki et al., 2005). Such facilities provide home-like
environments with small numbers of residents and staff. Studies have noted that group homes
respect individual values and lifestyles and focus on rehabilitating residents’ daily living skills to
improve independence and self-determination (Funaki et al., 2005; Suzuki et al., 2008).

With increasing numbers of dementia patients living in long-term care settings, the re is a growing
need to examine the QoL of patients and family CGs after placement. The concept of QoL is
defined broadly and measured in various ways (Logsdon et al., 2002). According to the World
Health Organization, QoL is “an individual’s perceptions of their position in life in the context of the
culture and values systems in which they live, and in relationship to their goals, expectations,
and standards and concerns” (Whoqol Group, 1995, p. 1). Thus, QoL, to some researchers,
reflects characteristics of both individuals and their environment (adjustment and culture)
(e.g. Ferrans et al., 2005; Kitrungrote and Cohen, 2006). Thus Logsdon et al. (2002)
conceptualize QoL as comprised of behavioral competence, psychological status, physical
functioning, and interpersonal environment.

More specific to the research reported in this paper, Ready et al. (2004) suggest that despite there
being no consensus definition of QoL of people with dementia, mood and affect are agreed to be
important components. The CR’s ability to “experience positive emotion, feeling of belonging, and
enjoyment” and care recipients’ (CRs) “relative absence of experiencing negative emotion” are
critical components of QOL in dementia (p. 257). Both broad and narrowQOL constructs have also
been introduced in the context of people with Alzheimer’s disease and related dementia, with the
dimensions used in these models being similar to Lawton’s (1994) definition and include both
subjective and objective domains. For example, according to Brod et al. (1999), as a narrower
construct excluding other physical symptoms of disease, QoL in people with Alzheimer’s disease
includes context (Lawton’s environmental and behavioral competence), functioning and behavior
(Lawton’s behavioral competence), and dementia-specific QoL (Lawton’s psychological well-being).

Long‐term care placement and quality of life

Relief from caregiving is a general expectation when a family member is placed in long-term care.
However, studies suggest that family CGs of people with dementia remain involved both physically
and emotionally in giving care albeit in new and different ways after placement: visiting, interacting
with staff as well as their relatives, and making decisions about finances and health care (Gaugler
et al., 2010; Zarit and Whitlatch, 1992). Thus, their QoL may continue to be affected. The extended
stress process model of family caregiving of demented relatives in institutional settings (Whitlatch
et al., 2001) explains how these family CGs experience stress after admission. The authors suggest
that these family CGs may be influenced continuously after their relatives’ placement by their
background characteristics as well as objective and subjective primary stressors. Their well-being
may be affected simultaneously by nursing home stressors, e.g., communication with nursing
assistants, activity participation, and interactions with relatives, staff, and other families, as well as
CGs’ and CRs’ adjustments to a nursing home (Whitlatch et al., 2001).

Concepts such as person-centered care and advocacy, specifically for people with dementing
illness, have been prominent since the 1990s, but expectations for QoL for people with physical
and mental health issues have been refined in recent years as the concept and its measurement



continue to be developed. This study reviews and synthesizes the research literature on
the QoL of both CGs and their CRs with dementia after admission to long-term care facilities.
Our conclusions about influences on QoL as well as QoL itself may provide guidance for
identifying best practices, program reforms, and health and social policies.

Review methods

Search procedure

Ageline, MEDLINE, EBSCO, and PsycINFO electronic databases were used to search for studies
using the terms placement, nursing home, SNFs, institutionalization, long-term care, small-scale
housing, or group living in combination with the terms dementia or Alzheimer’s disease and
quality of life. The titles and abstracts of each identified study were scanned for relevance, and the
reference lists from relevant articles were searched. The search excluded books, chapters,
reports, and commentaries. The initial literature search yielded 78 articles.

Selection criteria

The current literature aims to examine the QoL of both family CGs and the dementia patients
following placement. In order to achieve our goal, the following selection criteria were applied.
First, the study must have been published in an English-language peer-reviewed journal. Second,
in order to capture the most recent and relevant studies, we restricted our search to studies
published within 15 years (i.e. 2002 or later). Third, CRs in the selected studies must have been
diagnosed with AD or a related dementia and must have been living in an institutional
environment. Fourth, the study design must have been longitudinal (in order to understand the
effects of placement) or a mixed-method study (in order to understand the perceived changes in
QoL). Fifth, the study must have published at least one outcome measure based on a broad
concept of QoL (Logsdon et al., 2002) for the CGs or CRs following placement, such as burden,
depression, or some other measure of psychological well-being.

In total, 58 studies from the initial search were excluded for the following reasons: the reliability/
validity of measurement was questionable (n¼ 6); the studies were reviews (n¼ 8); the study’s
focus was on the effects of nursing home interventions (n¼ 7); the researchers studied the
physical, psychological, or environmental determinants of the CR’s QoL in general without
assessing QoL after admission (n¼ 11); the studies combined samples, including day care, day
hospital facilities, and clinics (n¼ 12); the study focus was on the quality of the care facilities
(n¼ 11); the researchers focused on burden and compared nursing homes and other settings to
extrapolate QoL data for the CGs with CRs in nursing homes (n¼ 3); the study outcome was CG
satisfaction with nursing home placement (n¼ 1); or the studies looked at the effects of family
involvement on caregiving (n¼ 3). Finally, after applying these inclusion and exclusion criteria, 12
studies remained, which focused on QoL of CGs (n¼ 5), CRs with dementia-related disorders in
an institutional environment (n¼ 6), and both CGs and CRs (n¼ 1).

Analyses

Cohen and Weisman (1991) developed personal environment concepts for people with dementia
living in group residential environments. Their conceptual framework for organizing a personal
environment system, which we adopted in this review, included such components as patients’
characteristics and the physical settings (Cohen and Weisman, 1991). Additionally, we evaluated
the methodology of each study by the following criterion: use of outcome measures with
demonstrated reliability and validity (Gingerich and Eisengart, 2000; Papp et al., 2009). Finally,
effects/consequences of the placement on QoL of CG or CR were analyzed.

In the present review, each study was analyzed with respect to the following five domains
(see Tables I and II):

■ respondents’ characteristics (e.g. age, race, CRs’ scores on the Mini-Mental State Exam
(MMSE));

■ study design (e.g. sample size, mixed-method or quantitative);
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■ physical setting (e.g. nursing home, group home);

■ outcome measures (e.g. Zarit Burden Scale, brief cognitive rating scale); and

■ effects/consequences (e.g. improvement in overall QoL).

Findings

Studies of CRs’ consequences after long-term care placement

Characteristics. As seen in Table I, respondents were predominantly women with dementia. Mean
age ranged from 81.2 to 85.8 years. Despite various ranges of MMSE (mean score from 7.4 to 16.5
at a baseline), MMSE was frequently used to select individuals with dementia as eligibility criteria,
except for four studies: Funaki et al. (2005) used diagnosis of dementia by a psychiatrist; Lyketsos
et al. (2003) used the Diagnostic and Statistical Manual of Mental Disorders; Reimer et al. (2004)
used the global deterioration scale; and Suzuki et al. (2008) used MMSE to evaluate changes in
scores after admission to long-term care facilities (e.g. group homes, 24-hour care homes, assisted
living houses, group living, and nursing homes), but did not use it for eligibility criteria.

Study design. Sample sizes varied from 13 to 164. Among seven studies with CR outcomes,
two studies were conducted in Japan (Funaki et al., 2005; Suzuki et al., 2008), one in the UK
(Hoe et al., 2009), one in the USA (Lyketsos et al., 2003), one in Canada (Reimer et al., 2004), one
in Italy (Scocco et al., 2006), and one in the Netherlands (Verbeek et al., 2010). Most studies
identified the informant (e.g. proxy, such as CGs, researchers, or nurse) with the exception of
Lyketsos et al. (2003). Follow-up periods were from one month (Suzuki et al., 2008) to two years
(Lyketsos et al., 2003).

Physical setting. Most studies recruited participants from more than one facility, except Scocco
et al.’s (2006) study, which restricted its sample to a single nursing home with 383 beds. Various
settings were included, such as group homes, 24-hour care homes, assisted living houses,
nursing homes/traditional institutions, and dementia wards. Two studies (Reimer et al., 2004;
Suzuki et al., 2008) compared the QoL of residents in different settings. Verbeek et al. (2010)
investigated the experiences of family CGs in addition to those of residents. In this section, we
focused on residents’ experiences.

Outcome measure. The reviewed studies used standardized outcome measures. Only two studies
(Funaki et al., 2005; Lyketsos et al., 2003) used a single measure to assess QOL; the other
studies assessed additional aspects, such as memory function, depressive symptomatology,
or physical function (see Table I).

Effects/consequences of placement. The effects of long-term care admission on residents’ QoL
varied across studies. Four studies showed a decreased QoL after admission. In particular,
Lyketsos et al.’s (2003) study, at the two-year follow-up, showed a small but significant mean
decline in QoL, specifically in social interaction, awareness of self, and enjoyment of activities. This
study also found that residents who reported a lower baseline QoL were likely to show a greater
decline in QoL at the two-year follow-up.

Reimer et al. (2004) found that QoL in cognitive function, activities of daily living, appropriate
behavior, and social activity declined. In comparing the QoL of residents in special care facilities
with that of residents in traditional facilities, this study found that residents in special care facilities
showed less decline in activities of daily living, more sustained interest in the environment, and
fewer negative effects than did residents in traditional institutions. Scocco et al. (2006) reported
that at the six-month follow-up nursing home residents showed worsened cognitive function
(as measured by MMSE), higher dependency levels in activities of daily living, and worsened QoL
in the physical domain. Clinical symptoms such as somatization, obsessive/compulsive behavior,
interpersonal sensitivity, depression, paranoid ideation, and geriatric depression were worse
among women, with a 33 percent mortality rate.

Three studies showed that patients’ QoL was stable or improved after admission. Funaki et al.
(2005) investigated changes in QoL and factors related to the changes. Their findings indicated



that group home residents enjoyed an improved QoL three months later. Admission in particular,
a significant difference was observed in the QOL questionnaire subscale “vivid communication
with surroundings.” Suzuki et al.’s (2008) study found that cognitive function and behavioral and
psychological symptoms of dementia among group home residents were stable at the one-year
follow-up and that the residents reported significantly improved scores on activities of daily living
and behavioral impairment. For the dementia care ward control group, the score for dressing
unaided significantly decreased at the one-year follow-up (behavioral and psychological
symptoms were not observed).

The evaluation study by Verbeek et al. (2010) found changes in QoL, neuropsychiatric symptoms
and agitation differed for residents in small-scale facilities compared with control groups at the
six- and 12-month follow-ups. The findings indicated that the residents in small-scale facilities
showed decreased QoL as well as decreased neuropsychiatric symptoms and agitation, despite
no statistically significant differences between residents in small-scale facilities at baseline and the
12-month follow-up. Furthermore, this study showed no significant group effect on QoL or
neuropsychiatric symptoms and agitation.

Hoe et al. (2009) found mixed results from their assessment (at 20 weeks) of QoL and predictors
of change in QoL in care home residents: although QoL showed no significant changes, individual
scores reported by residents showed that QoL was stable for 19 residents and improved for
24 residents. However, individual scores reported by staff members showed that 27 residents
had decreased QoL.

Studies of caregivers’ consequences after CRs’ long-term care placement

Characteristics. As seen in Table II, respondents were again predominantly women, primarily a
spouse or an adult child. The mean age ranged from 57.9 to 63.56 years; one mixed-method
study did not identify the mean age of CGs (Stone and Clements, 2009).

Study design. Sample size varied from 26 to 1610 at baseline. Four studies were conducted in
the USA (Gaugler et al., 2007, 2009, 2010; Schulz et al., 2004; Stone and Clements, 2009), and
one in the Netherlands (Verbeek et al., 2010).

Most studies were longitudinal, except for that of Stone and Clements (2009); follow-up periods
varied from six months (Gaugler et al., 2009, 2010; Verbeek et al., 2010) to four years (Gaugler
et al., 2007). Some studies assessed CGs’ QoL, or burden, more than one time (Gaugler et al.,
2007, 2009, 2010; Verbeek et al., 2010). However, although Gaugler et al. (2007) included
pre-placement data as a baseline, the length of time between the baseline and two-wave
post-placement was not indicated.

Physical setting. Most studies recruited the CGs of people with dementia at long-term care
settings. Two groups of researchers included participants from only one type of facility, mainly
nursing homes (Gaugler et al., 2007, 2009, 2010; Stone and Clements, 2009).

Outcome measures. As seen in Table II, six studies used multiple outcome measures to assess
any changes in psychological distress, physical burden, or overall QoL. Most measures used in
the six studies were well-developed and widely used to assess CGs’ burden, although one
mixed-method study also included an open-ended question “Describe how the caregiving sense
of burden has changed for you since the placement of your loved one into a nursing home”
(Stone and Clements, 2009, p. 204).

Effects/consequences of placement. The effects of long-term care admission on family CGs
varied across studies. Gaugler et al. (2009, 2010), who investigated the effects on family CGs at
six months post-placement (2009) and 12 months post-placement (2010), reported positive
effects on family CGs’ QOL after admission: CGs in both studies reported a significant decrease
in burden and depressive symptoms following patients’ nursing home admission compared with
pre-placement. The first study (2009) explored the predictors of change in burden and depressive
symptoms at six months after institutionalization, with six- and 12-month post-placement panels;
this study found that higher levels of burden and depressive symptoms, the location (Florida), and



more overnight hospital stays were significantly related to a worse sense of burden or depressive
symptoms after patients’ admission to a nursing home. The second study found that women
CGs were more likely than men to report persistent burden following placement.

Three studies reported mixed findings. Gaugler et al. (2007) found that, for short-term effects
(waves two and three), CGs showed notable decreases in role overload, anxiety, and anger
following placement of their CRs. Over longer time periods (waves four and five), significantly
more intra-individual variation was reported. CGs showed stability or a smaller decrease in
emotional stress and negative mental health. Stone and Clements’s (2009) mixed-method study
CGs reported that the physical care or objective burden was eliminated, although perceived
workload continued. The respondents were satisfied with their relatives’ placement and the
majority indicated their sense of burden shifted from concerns about providing physical care to
providing more emotional and psychological support.

Finally, two studies reported no significant changes in CGs’ QoL. Schulz et al.’s (2004) CGs
indicated no changes in overall depressive symptoms and anxiety scores between pre- and
post-placement. The researchers also noted that CGs who fell into one of three groups (spouses,
CGs who visited at least daily, or CGs who were less satisfied with help from others) reported high
levels of depressive symptoms after placement. Also, CGs who visited at least daily or who were
less satisfied with help from others reported higher levels of post-placement anxiety. Verbeek
et al. (2010) investigated the interaction between burden and setting in family CGs of residents in
small-scale facilities and regular wards, and found that, although both groups remained
stable over time in perceived burden, a significant group effect was found: family CGs of CRs in
small-scale facilities reported less burden than family CGs of those in regular wards.

Discussion

The purpose of the current study is to provide a careful review of the effects of long-term care
placement on the QoL for dementia CRs and their CGs. This review of 12 studies published
between 2002 and 2013 reveals a discrepancy in the effects of institutionalization on the QoL of
CRs and CGs. The results showed that among seven studies on change in CRs’QoL, three found a
significant decline in CRs’ QoL after placement (Lyketsos et al., 2003; Reimer et al., 2004; Scocco
et al., 2006). Only one study showed that CRs’ QoL was significantly improved (Funaki et al., 2005)
and others showed that CR’s QoL was stable (Hoe et al., 2009; Suzuki et al., 2008; Verbeek et al.,
2010). Despite the variability, it is noteworthy that CRs in small-scale facilities such as a group home
or a specialized care setting, which focuses on person centered care environment showed better
outcomes. Surprisingly, studies of QoL changes in CGs showed much the same results: some
family CGs benefited from placement (Gaugler et al., 2007, 2009, 2010; Stone and Clements,
2009), while others maintained their QoL (Schulz et al., 2004; Verbeek et al., 2010). However, after
institutionalization, family CGs were more likely to report an improved QoL than were their CRs.
Overall, despite continued caregiving involvement after CRs’ institutionalization, these family CGs
showed decreased objective burden. In particular, the types of facilities (small-scale living facilities)
and CG gender (male) moderated the negative effects of CRs’ institutionalization on CGs’ QoL.

Conceptual and clinical issues/implications

First, attention should be paid to the dyadic experience of both CGs and CRs. None of the
reviewed studies focused on any change to or patterns of the inter-relationships between CGs’
and CRs’ QoL, although one study (Verbeek et al., 2010) examined separately the change in
CGs’ and CRs’ QoL. Despite a few exceptions (e.g. Whitlatch et al., 2006), the dyadic nature of
caregiving has been relatively neglected in the literature. The change that occurs as dementia
progresses may influence both inter-individual and intra-individual factors between the CGs and
CRs, such as their relationship and the reciprocal interaction therein, which may in turn impact
their QoL. Although the transition to an institution may yield stressors that operate differently for
CRs and CGs (Aneshensel et al., 1995; Gaugler et al., 2010), because CGs and CRs share the
same dyadic context, caregiving research must investigate the dynamics of the dyad interaction
and its effects on both parties’ QoL to better understand the post-admission caregiving situation.



Future studies should examine the effects of the CG-CR relationship and CG-CR dyads’ personal
factors on changes in QoL after the CR’s admission to long term care.

Second, with worsening cognitive function, concurrent physical declines and changes in
behavior, most dementia patients often require long-term care placement. It is very important to
understand the changes in various aspects of QoL and to maximize QoL for both CGs and CRs.
Maximizing QoL during the period of institutional care is necessary for both CRs and CGs since,
despite a decrease in CGs’ objective burden (Gaugler et al., 2010), the need for post-admission
caregiving to be provided by the CG may not have changed, but merely shifted in nature.
We excluded studies investigating CR’s QoL in general. Assessing the QoL of both CGs and CRs
is important to provide a chance for both to express their thoughts about caregiving life before
and after institutionalization. Measuring QoL can be useful to assess whether a transition or a
service provider made a clinically significant difference (Logsdon et al., 2002).

Lastly, given the lack of longitudinal studies on changes in QoL in may help service providers
implement appropriate interventions to maintain or enhance the QoL of both CGs and CRs
(Logsdon et al., 2002), which may also impact the quality of care in long-term care facilities. The
CG’s individual characteristics also should be considered; some CG have become so deeply
committed to the “caregiving career” that relinquishing the role is another loss which acts after
placement to keep that CG involved and worried about their loved one. Understanding an
individual’s adaptation to placement could help service providers to provide more individual
specific and high quality care. Also, because dementia is a progressive illness, CRs can be
expected to have decreasing cognitive abilities coupled with potential worsening behavior, but an
individual’s progression will be idiosyncratic and unique. Consequently, depending on the
measures studies used to define QoL, results may differ. Hopefully adequate medical and social
management on a daily basis should help keep the patient in as good shape as possible and that
is what some of the positive results for QoL suggest.

Methodological/research issues and implications

First, the differences in the effects of institutionalization on the QoL of CGs and CRs found by this
review suggest that stressors may operate differently for the two groups. Thus, while family CGs
and CRs face similar emergent challenges – e.g., how often the CG should visit the facility, how to
interact with staff and each other in a new setting, how much supplemental assistance the CG
should provide, redefining relationship with family and friends (Aneshensel et al., 1995) – there
may be differences as well. Future studies should investigate these differences as well as the
variability in changes for CGs and CRs due to the types of facility, quality of staff, individual
characteristics, dyadic factors between CG and CR and other stressors.

Second, despite the increased interest in home-like facilities for dementia long-term care, many
aspects regarding QoL remain unclear due to a lack of studies on the QoL of both CG and CR.
Perhaps one reason that few studies have examined QoL in residential care for people with dementia
is that, as O’Malley and Croucher (2005) argue, studies on aging have focused little on housing issues
in general. Despite the importance of housing in dementia care, the two have been treated as
separate areas for research, policy, and services. Also, long-term care settings such as RC/ALs have
been studied only recently (Zimmerman et al., 2005). Future studies need to examine housing-related
moderators and mediators of improvement in QoL after CR placement for the CGs as well as CRs.

Third, the differences in outcome measures, respondent characteristics, and the care settings
found in this review make it very difficult to compare the outcomes reported by the reviewed
studies. The outcomes reported are not comparable for a variety of reasons, including different
QoL measurement scales, different CG and CR characteristics, and different care settings. Future
studies should examine and report on the similarities and differences in the characteristics of the
CG and the CR. Comparisons between different types of CGs and CRs, or different types of
long-term care facilities, should be performed using a consistent and reliable set of standard
outcome measures of the aspects of QoL, including behavioral competence, psychological
status, physical functioning, and interpersonal environment (Logsdon et al., 2002).

Fourth, the immediate evaluation of the changes in CG and CR QoL, as well as the long-term
trajectories, should be considered. One study (Funaki et al., 2005) conducted an immediate



evaluation of the CR’s QoL, but the majority of the other reviewed studies conducted
assessments only between six months and two years after institutionalization of the CR. Without
both the immediate and longer-term assessments, it is difficult to evaluate correctly the effects of
placement, because recent events or changes in the lives of both CG and CR may the impact of
placement being over- or under-estimated (Moon and Adams, 2013). In three studies (Gaugler
et al., 2007, 2009, 2010), the assessment period was less than two years, which may affect
confidence in the long-term effects of placement on CG and CR (Moon and Adams, 2013). Lastly,
assessments of changes in QoL should be conducted over longer follow-up time periods, since
patients with dementia stay in long-term care facilities significantly longer from entry until
discharge or death than patients without dementia (Sabbagh et al., 2003). In particular, the
average length of stay for nursing home residents with dementia is increasing, with more than
one-third residing in nursing homes for three years or longer (Wilkins et al., 2005).

Finally, recruiting more minority participants is essential for future research. None of these studies
focused on the experience of racial/ethnic minorities following placement, and few studies included
non-whites. For example, Gaugler et al. recruited only 19.9 percent of their respondents from
non-white ethnicities for their CG panel study (2007) and fewer still (8 percent) for their six-month
(2009) and 12-month (2010) study of CRs. Schulz et al. (2004) selected only 31.8 percent of their
respondents from non-white groups for their CG study. The older population in the USA is
projected to become more racially and ethnically diverse over the next 50 years (US Census
Bureau, 2008): the non-Hispanic white population, which constituted 80 percent of the population
over 65 in 2010, is expected to decrease more than 20 percent from 2010 in 2050, while the
proportions of the other ethnic groups are expected to grow on average 8 percent (e.g. African
American from 8.3 to 11.2 percent, Asian from 3.3 to 8.5 percent, Hispanic from 7 to 20 percent,
and Native American from 1 to 2 percent) in the same time period (US Census Bureau, 2008). It will
also be beneficial to develop appropriate interventions based on the different cultural needs of each
group. Along with a significant decrease in the ratio of family CG to older people, caring for older
people (especially those with dementia, who may face institutionalization at some point) is a major
public health problem. Coupled with the rapid increases in demographic diversity, this underlines a
pressing need to understand the experience of placement in diverse ethnic groups.

Conclusion

Although we found differences in reported results for the QoL changes after the care receiver had
a placement, this review shows that most care receivers with dementia experienced some level of
change in their own QoL. On the other hand, most caregivers in the reviewed studies reported a
decreased burden and lowered levels of emotional stress. Based on the studies reviewed, we
recommend that both care receivers and caregivers would benefit from a person-centered
and individualized needs-based residential care environment grounded in well-established
research evidence. We also recommend that future studies should focus on the importance of
understanding the individual’s adaptation to placement and dyadic changes in QoL (including
mediators/moderators). However, to implement these recommendations, both longitudinal and
dyadic studies that include multi-ethnic populations are needed to better understand changes in
QoL for both caregivers and care receivers following the long-term placement in care of the care
receiver. Future findings from such studies will provide better evidence to address the needs of
older people in residential care settings and their caregivers.
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