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Abstract

promote and impede the use of respite interventions.

Background: Due to the increase in the number of people with dementia, relatives often provide in-home care.
This care constitutes a cornerstone of the healthcare system, and maintaining these caregivers’ well-being is

therefore of paramount importance. Although respite interventions are generally considered an effective support
system, they tend to be underutilized. The aim of this integrative literature review is to highlight the factors that

Methods: Searches were conducted on the PubMed and CINAHL databases for studies of respite interventions
from 1980 to 2016, and they yielded 51 articles of relevance.

Results: Analysis of these articles revealed modifiable and immutable factors that influence the use of respite. The
most cited topic categories in the literature were attributes of respite services and workload managed by
caregivers, which is characterized by the onset of burden.

Conclusion: The factors promoting or impeding the use of respite interventions identified by our analysis highlight
the need to adapt respite service attributes and use caregivers’ skills to foster the partnership between healthcare
teams and caregivers and to ensure the accompanying dyad's quality and safety.
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Background
Close to 35.6 million individuals globally are affected by
dementia, and this number is set to double by 2030 and
to triple by 2050 (reaching 115.4 million) [1, 2]. The
high rate of cognitive degenerative diseases that accom-
panies the increase in the aging population [3] therefore
represents a major international public health issue [2].
Due to limited progress in the development of therap-
ies, dementia is still an incurable chronic disease. How-
ever interventions exist to support people with dementia
and their families to reduce disruption of their lives and
maintain their quality of life. Support from relatives is a
cornerstone of the healthcare and the economic systems
[4, 5]. In this review, the term “caregiver” refers to the
primary caregiver; it does not include the health
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professionals who take care of people with dementia.
The caregiver is defined as a primary caregiver “who is
directly involved with an individual in need of care and
who provides for that individual’s daily needs in an infor-
mal, non-professional manner. A caregiver is someone
who assists an individual who is disabled or having diffi-
culty in completing daily activities and who ensures their
safety and connection with society. Family members,
friends, and neighbors can all be caregivers” [6]. Several
studies have shown that caring for people with dementia
can have positive implications for caregivers. Therefore,
by providing care, they may feel a sense of mastery and
accomplishment that leads to personal growth and a
sense of reward and satisfaction [7]. These positive feel-
ings vary depending on various factors such as educa-
tion, the duration of the caregiving, and the level of
social support [8]. Despite these positive feelings, taking
care of people with dementia can increase distress levels
among caregivers who report poor health and a lack of
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family support [9]. On the other hand, the feeling of be-
ing prepared and a level of trust reduces the level of dis-
tress [10]. Caregivers are involved in this task on a daily
basis, and they consequently feel overburdened at times
[11-16]. The burden that caregivers feel can be defined
as the combined set of social, emotional, psychological,
physical, and financial consequences [17]. The overload
due to the daily demands placed on caregivers can lead
to their mental exhaustion.

The needs of caregivers can be met by having adequate
information, training, recognition, proper organization
regarding care, and above all respite from the demands
placed on them [9]. Indeed, respite is essential for care-
givers of people with dementia although the available
respite programs appear to be underutilized [18, 19]. It
is therefore important to identify the factors that pro-
mote or impede the use of respite services.

The support programs or caregivers have been pro-
gressively deployed to meet their needs. Interventions
that provide information and training were the first to
be introduced, followed by discussion groups providing
psychological support. A genuine need has clearly
emerged to develop specific interventions to provide res-
pite for caregivers [20].

“Respite in the broad sense of the term is defined as an
interruption in an absorbing or constraining occupation;
rest’; “a momentary stop, the suspension of something
painful or suffering.” [21]. Several types of respite inter-
ventions have been devised. Each separately addresses
caregivers’ needs. Respite benefits can be provided during
the day or night, at home or away from home, for a short
period or on a daily basis in a daycare facility [22, 23].
They can be scheduled ahead of time or on short notice
[24]. Respite decreases feelings of loneliness, anxiety, de-
pression, and the sense of “burden” that caregivers often
feel, thereby leading to an improvement in their behavior
and their quality of sleep [25-27]. Respite also improves
the relationships, family bonds, and behaviors of the per-
son with dementia [28]. Certain programs have long-term
beneficial effects on caregivers’ health [29].

Several types of studies have been conducted to assess
the factors that influence the use of respite services for
people with dementia. These studies are qualitative system-
atic reviews focusing exclusively on qualitative studies [30],
a narrative synthesis of the literature that focuses only on
non-use factors of respite services [31], and a review of the
literature on the use of respite services but without the in-
clusion of mixed methods studies [32]. The purpose of this
integrative review is to provide a different and specific
method for summarizing empirical or theoretical literature
to provide a more complete understanding of a healthcare
problem or phenomenon [33]. This study was to target the
non-use factors and the use factors of respite services by in-
vestigating studies with various methodologies.
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Methods

Search strategy

The aim of this integrative review was to identify the
barriers to and the factors promoting the use of respite
interventions by caregivers for people with dementia.
The results should help devise guidelines that policy
and/or executive bodies can use for the implementation
of support interventions.

An integrative review was conducted based on Whitte-
more and Knafl’s (2005) recommendations, and it in-
volved five stages: 1) identification of the issue, 2) a
literature search, 3) evaluation of the data, 4) analysis of
the data, and 5) presentation of the results.

The integrative literature review is defined as a comprehen-
sive systematic search method that includes all scientific stud-
ies. The theoretical and empirical elements are taken into
account and analyzed in order to provide a complete under-
standing ensuring a systemic vision of the subject treated.

The search for relevant documents was carried out
using PubMed and CINAHL databases. The MESH terms
were “caregivers,” “Alzheimer,” “dementia,” and “respite.”
The various terms were combined using Boolean opera-
tors to obtain a search equation (Additional file 1).

Two researchers carried out the article selection and
analysis stages to ensure cross-checking and controls.
Using the results in the various databases, we performed
the first selection by restricting the languages; then we
perused the titles and abstracts while using the criteria
for inclusion and noninclusion. Elimination of duplicates
was performed at the same time. Reading of the full arti-
cles then allowed for evaluation of the scientific studies’
methodological quality and the final selection.

Study inclusion and exclusion criteria

The included articles were selected based on the following
criteria: caregivers for people with dementia, respite ser-
vices (caregiver respite in an institution or at home), and
factors promoting or impeding the use of respite. The arti-
cles were published from 1980 to 2016, and they were
written in French, English, Portuguese, and Spanish. Pri-
mary studies of a qualitative, quantitative, or mixed nature
derived from the scientific literature were selected. To
provide experts’ knowledge, the gray literature was also
consulted. Studies conducted in hospital care but not
matching care for people with dementia were excluded.

Study quality assessment

Two researchers independently evaluated the methodo-
logical quality of the preselected studies with the “mixed
methods appraisal tool” (MMAT) checklist [34]. This oper-
ational grid is composed of several items (Additional file 2).
The quality grid allowed for a score ranging from O to 4,
with the highest scores indicating better quality. Scientific
studies with a score of 3 or 4 were selected. The scientific
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studies that did not meet the methodological criteria were
not retained. When the evaluations were discordant, the
two researchers discussed the discrepancy to reach a con-
sensus. The consensus factors were based on the 19 items
in the MMAT evaluation grid and on the levels of evidence
Tavares et al. (2010) proposed for gray literature documents
[34, 35]. In the end, 51 articles were selected with a moder-
ate level of concordance (Kappa = 0.55).

Data extraction strategy

After the article selection, a descriptive and analytical reading
was carried out, and a summary table of the selected articles
was generated. The analysis of the studies was carried out ac-
cording to the principles recommended by Miles, Huber-
man, and Saldafia (2014). An encoding using the MAXQDA
12 software analysis tool allowed for a regrouping of sub-
themes in a pattern group and determination of the theme
categories [36]. The data was coded in two stages. During
the first coding cycle, codes that represented symbolic
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descriptive or deductive information were assigned. These
codes were allocated to large parts of the participants’ state-
ments, and they promoted the grouping of data segments.
Then a second coding cycle promoted the identification of
“pattern codes” to group these summaries into a smaller
number of thematic categories. In the end, a data matrix was
produced (see Fig. 2), allowing an analysis of the themes and
a summary of the salient points guiding the discussion. The
discussion was written in light of the current political context
and the state of current scientific knowledge.

Results

Study selection

A total of 556 articles were identified based on the se-
lected keywords. After sorting, 51 articles were retained
for the integrative literature review (Additional file 3). Of
these studies, 22 were quantitative, 13 were qualitative,
and one was mixed. To add expert knowledge on the sub-
ject, we added 13 expert opinions and 2 theses (see Fig. 1).
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Fig. 1 Flowchart of the selection procedure for the integrative literature review
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Synthesis

The results regarding the factors promoting and imped-
ing the use of respite interventions were identified and
regrouped into three categories: in connection with the
respite interventions, with caregivers, and/or with the
person with dementia. Several themes and subthemes
emerged from these three categories (see Fig. 2).

To guide activities for caregivers, the theme categories
were classified based on two broad factors, namely
changeable factors and immutable factors. The change-
able factors are defined as elements that can be subject
to an action. By contrast, the immutable factors are un-
changeable elements (see Table 1). With the software
MAXQDA 12, the occurrence of themes and studies’
quotes were calculated from the codification.

In Table 1, the immutable factors are represented by
elements on which the actions of health professional, de-
cision makers, and politicians have little influence. Char-
acteristics such as age, gender, ethnicity, values based on
education, and history of the dyad are elements to which
the health domain must adapt. Conversely, health ac-
tions can influence changeable factors. For example, the
belief that respite services are not appropriate for people
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with dementia may depend on actions being taken by
the health field for caregivers that can result in change.

For a question of presentation and meaning, some
themes have been gathered below.

The factors referred to as “immutable”

Ethnic factors Ethnic factors have a substantial impact
on the use of respite [37-40], as various ethnic groups’
cultural attitudes can influence the decision to seek res-
pite. For example, the feeling of guilt in relation to res-
pite was higher for individuals of Caucasian descent and
African-Americans than for Hispanics/Latinos [41].

The characteristics of caregivers and of their relatives
facing the disease Age, gender, and kinship can influ-
ence respite. Being the wife, an elderly caregiver, or a
child of the relative facing the disease promotes the use
of respite [38, 39, 41-46]. Being a spouse or male im-
pedes the use of respite [38, 39, 43, 47—-49]. Male care-
givers believe that external respite interventions at home
are not suitable for men. This belief can be indicated by
stereotypical beliefs that men’s activities are different
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Table 1 The occurrence of changeable and immutable factors promoting or impeding the use of respite

Factors Categories Number of studies Occurrences of categories

Changeable factors Beliefs & 13 [37, 41, 42, 52-56, 61, 66, 69, 70, 76] 25
Feelings & 9 [41-43, 50, 53, 55-58] 19
Burden (load %, pathology %4, need of 31 [37-39, 42-44, 47-49, 51-59, 61-70, 75, 77, 96] 93
people with dementia4)
Available assistance 6 [37, 42,47, 51, 54, 56] 18
Acceptance ¢ 742,49, 52, 56, 61, 69, 86] 12
Communication e 13 [40, 42-44, 49, 50, 53, 54, 56, 70-73] 37
Attributes of the respite interventions 40 [37, 39-45, 48, 49, 51, 53-59, 61, 65, 66, 68-73, 75-87] 239
(administration, geography, service, staff)a
Legitimacy % 6 [48, 49, 51, 60, 61, 68] 6
Partnership s 9 [39, 51, 57, 58, 68, 71, 76, 83, 85] 17
Impact of the respite &e 4 [42, 51, 56, 86] 4
Abilities s 12 [49, 50, 54-56, 59-61, 64, 65, 87, 88] 38

Immutable factors  Ethnicity & 4 [37-40] 6
Characteristics d¢a 15 [38, 39, 41-45, 47-49, 56, 66, 67, 77, 83] 29
Values & 9 [42, 48, 50, 51, 56, 59, €0, 65, 87] 24
Relationship # 9 [39, 51, 57, 58, 68, 71, 76, 83, 85] 17

# Factor related to caregivers; ¢ Factor related to people with dementia; # Respite service factor

from those of women [49]. Beliefs, values, relationships,
and feelings of the caregiver and the person with demen-
tia also influence the use of respite and therefore should
be taken into account.

Values (importance or interest carried to somebody,
something, phenomenon or event) and the relation-
ship of the dyad Caregivers’ values may prevent them
from accessing respite interventions because they fail to
recognize that they have the right to a period of rest
[48]. When family members, including the person re-
ceiving the care, disapprove of the respite [42], the care-
giver will be unlikely to take a break from their care
duties. To avoid conflict, caregivers often prioritize the
wishes of their relative facing the disease [50]. In some
cultures, the role of caregiver is seen as one of sacrifice
and duty, which is a barrier to the use of respite [51].
The dyad’s existing relationship can sometimes be dis-
rupted by the arrival of a new caregiver who calls into
question the access to respite, which can result in its ter-
mination [37]. In that case, the medical or paramedical
staff must reconsider the care based on new needs.

The factors referred to as “changeable”

Beliefs (certain opinions which, without being reli-
gious, have the character of an intimate conviction)
Caregivers believe that the use of formal respite interven-
tions leads to financial concerns [37] and loss of control
over the care provided to the relative with the disease [52].
These beliefs are barriers to the use of respite services.

Furthermore, they deem that respite care is intended for
the disease’s final stage not the early part of dementia care
[53] because the patient may still be able to cope with his
or her situation [42] and because it stigmatizes the people
with dementia [54]. The caregivers believe that respite is
disruptive to the patient due to the change in their environ-
ment [55]. Doubts regarding the quality of the care and the
belief that respite may promote a decline in the health of
the relative with the disease [52, 55] may increase the level
of distrust in nighttime respite. Significant concern exists
that the patient may be subject to abusive behavior from
his or her carer [46]. Accepting an outsider into a care-
giver’s home is therefore sometimes a barrier to the use of
respite [37, 42, 56]. Respite services are most often used
when caregivers believe that the respite promotes better
care and that it delays hospitalization, especially for people
with dementia and when their health is in jeopardy [55, 56].
Some beliefs cause emotions and feelings such as fear or
guilt, which may also influence the use of respite.

Emotions/feelings When the well-being of people with
dementia is entrusted to another person, the sadness
and the abandonment the patient feels can lead to feel-
ings of betrayal, guilt, insecurity, and fear among care-
givers that can change the level of use of respite services
[42, 43, 46, 50, 53, 55, 57, 58]. However, when the person
with dementia does not feel abandoned and the care-
giver is aware that respite is necessary for his or her own
health, the decision to seek respite care is simpler [48,
59, 60]. This decision will nevertheless be weighted ac-
cording to the caregiver’s workload.
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The burden (the load, pathology, and the needs of
the relative with the disease), available assistance,
and acceptance A caregiver who has provided support
for less than 3 years will be less inclined to use respite
interventions than a caregiver who has provided care for
more than 5 years [42, 61]. The use of respite depends
on whether the caregiver has already felt overloaded [37,
54]. Indeed, caregivers who have busy daily schedules
with little time to take care of their relatives on their
own due to other obligations are more likely to use res-
pite interventions [42, 43, 47, 48, 59, 62—64]. Moreover,
caregivers that suffer from depression, exhaustion [48],
anxiety [37], stress, or a disease [46, 51, 54, 59], are more
willing to seek respite.

Nevertheless, if the respite time is used for non-recreational
daily tasks and the feeling of burden is minimal, caregivers
tend not use respite services [52, 65]. In addition, the number
of co-morbidities of people with dementia and the presence
of a behavioral disorder when returning from the establish-
ment does not favor their use [58, 66].

Behavioral issues, an advanced stage of the disease,
and cognitive impairments can promote or restrict the
use of respite. A health status of people with dementia
that enhances the need for supervision and socialization,
such as nutritional issues and a major disability, are con-
sidered favorable factors for the use of respite services
[37, 39, 46, 47, 49, 54, 55, 66, 67]. However, lengthy
physical preparations with a need for extensive services
are barriers to the use of respite [44, 68]. If taking care
of people with dementia is considered a heavy burden,
caregivers will prefer to use an informal respite solution
and backup from family or friends [42, 56] to allow the
patient to stay at home in a reassuring environment.
The use of formal and informal respite varies with the
acceptance of help by the caregiver and the person with
dementia [42, 46, 49, 69]. However, to access respite ser-
vices, families need to be informed.

Communication and access to information Communi-
cation can represent a promoting factor and a barrier to
respite. Lack of knowledge of the network linked with
respite (e.g. services, conditions for admission, and care-
givers’ degree of involvement) and the difficulties in
accessing accurate information have been identified as
barriers to the use of respite [42, 44, 46, 50, 53, 70-72].
The existence of explanatory training regarding respite
(e.g. the teams’ expectations and limitations) and of a
centralized source of information facilitate access to res-
pite services [43, 49, 71, 73]. Moreover, a marketing
strategy (e.g. multisite communication, brochures, jour-
nal publications, radio, local television outlets, visits to
the facilities, newsletters, and advertising in the language
common to the various areas) were identified as positive
elements [53, 70], as they allow the information to reach
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a wide audience. Despite access to information and good
communication, the effectiveness of respite time will be
influenced by the attributes of respite care [74].

The attributes of the respite interventions (adminis-
tration, geography, services, and staff) Geographical
access, administrative factors, staff, and the benefits pro-
vided by the services were important attributes influen-
cing the use of respite. Living in a large urban area,
being geographically removed from a respite service, or
having a limited number of expert nursing care facilities
were barriers [42, 66, 70]. By contrast, living in a rural
area was a favorable factor [39]. At the administrative
level, access to interventions was considered too com-
plex and non-systematic, and it was also limited by the
financial aspect (income, social security) [42, 70]. The
centralization of administrative procedures makes it eas-
ier to access complicated respite interventions [37, 44,
53, 57, 70-72, 75]. Furthermore, being covered by the
social security system and having adequate finances pro-
mote the use of respite [40, 66].

Better management as a result of working as part of a
network and the availability of health professionals to
clarify what may be expected from the respite interven-
tions are paramount [75]. Caregivers expect personalized
arrangements that are tailored to their needs and those
of their family [39, 53, 76, 77]. Arrangements that are
not personalized do not promote the use of respite [46,
49, 53, 68, 78]. Inflexibility in interventions and, for ex-
ample, the unavailability of nighttime care are barriers
[42, 53, 70, 71, 76, 78]. On the other hand, flexibility re-
garding the dyad’s needs, schedules, and programs ap-
pears to be a promoting factor [42, 70, 79, 80].
Personalization of care must be derived, for example,
from the setup of logistic elements adapted to families’
needs with training that allows for a good transition of
life during the use of respite or from a stimulating envir-
onment tailored to and accepted by people with demen-
tia [45, 49, 68, 70, 71, 77, 81-85].

The quality of care and the benefit of respite services
are also major issues. Therefore, the assignment of a
case manager, the generation of a protocol, time for the
staff to recover, and the quality of the respite time are
considered positive elements [58, 70, 71, 77, 86]. Con-
tinuity of care during the treatment process by a single
caregiver and interventions that improve the transition
from home to respite care promote the use of respite.
For the quality of the care to be recognized, caregivers
must be able to gauge the credibility and the legitimacy
of the work the care staff carries out at home or in
institutions.

The legitimacy afforded to the care staff Confidence
in patient care, recognition of professional abilities, and
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the legitimacy awarded to care teams promote the use of
respite [48, 49, 51, 60, 61]. The care staff’s abilities were
barriers and promoting factors. Indeed, caring for people
with dementia requires specialized training to focus on
the dignity of seniors, family values, and relationships and
to gain knowledge of the network specific to this popula-
tion’s care. These elements are contributing factors to the
use of respite services [41, 42, 58, 61, 68, 77, 83]. Care staff
characteristics (e.g. confidence, honesty, etc.) have also
been identified as positive elements [42]. A lack of
follow-up, unawareness of caregivers’ needs, failure to
consider the relationship between the dyad, and cultural
differences between caregivers and carers are barriers to
the use of respite [68, 70, 72, 76]. The care staff needs to
gain legitimacy to work effectively with caregivers.

The partnership and respite’s impact Caregivers’ lack
of control is a barrier to the use of respite services. Indica-
tors of a partnership, however, promote the use of respite
interventions. Several factors comprise the existence of a
positive relationship between the staff and the dyad: keep-
ing a support diary to record the interventions the care-
giver suggests, a way for the caregiver to retain a degree of
control, the creation of a trusting relationship between the
staff and the dyad, taking the caregiver’s knowledge into
consideration, and effective communication between the
staff and the caregiver [39, 51, 58, 68, 76, 83, 85]. The
partnership between the care team and the caregiver helps
promote the benefits of a respite break.

If the caregiver has been able to take advantage of res-
pite time to perform a recreational activity and the pa-
tient does not decompensate or impose an increase in
the caregiver’s workload upon their return, the caregiver
will be renewed [42, 51, 74]. Indeed, when a caregiver
has experienced respite, the decision to pursue this ex-
perience will depend on the respite period’s impact [74].

Caregivers’ abilities and identification of the need for
respite Caregivers need to develop cognitive abilities, a
capacity for self-evaluation, and positive coping mecha-
nisms that can support the transition to respite [49, 50,
55, 60, 61, 65, 87, 88]. To allow time for respite, the care-
giver must also recognize the need for rest [49, 55, 88].

In summary, as indicated by the various themes that
were highlighted, involvement and partnership with
caregivers in the care of people with dementia is import-
ant. In many cases, caregivers strive to make their con-
tributions by providing care, and it seems essential that
they are fully integrated in the design of political and in-
stitutional projects. Indeed, the theme of respite service
attributes was cited the most. If caregivers were inte-
grated into projects, the proposed modalities and ser-
vices would indirectly respond to the needs of caregivers
and people with dementia.
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Analysis of the recurrent themes

The classification of immutable and changeable factors
makes it possible to better visualize the necessary ac-
tions to promote the use of respite. However, the numer-
ous factors required a quantitative analysis to prioritize
actions based on the literature’s most cited factors. The
factors are ranked according to the median [median =
19], which allows the most cited—and factors to stand
out. The elements taken into consideration for this clas-
sification are the number of studies who cited a particu-
lar factor and the number of times that it has been cited
in the literature (see Fig. 3).

The main highlighted factors were “the attributes of
the respite interventions” (cited 239 times by 40 studies)
and “the burden” for caregivers (cited 93 times by 31
studies). These factors were followed by “communica-
tion” (cited 37 times by 13 studies) and, lastly, character-
istics, beliefs, feelings, and values. The other factors are
all referred to as “changeable.” Moreover, this analysis
showed that more modifiable factors exist than immut-
able factors, which indicates possible change in favor of
the use of respite services.

Discussion

The purpose of this integrative review was to identify the
factors that promote or hinder the use of respite interven-
tions by caregivers for people with dementia. Several au-
thors have already highlighted various elements,
particularly regarding the problems of access to respite, the
problems related to communication, and caregivers’ various
expectations [30-32]. However, this study’s results show
that the attributes of respite benefits are the factors that
most cited in literature. By examining this factor in more
detail, we have identified the notions of geographical dis-
tance, administrative complexity, and financial require-
ments as barriers to respite. O'Shea et al. (2017) and
Phillipson et al. (2014) highlighted these elements in their
systematic reviews, only geographical distance notion is a
new element. On the other hand, our results highlight the
need to change the way care is managed to foster network-
ing and collaboration with caregivers. Participation in the
network is essential to provide a multidisciplinary approach
in the holistic management of the dyad. O’Shea et al. (2017)
highlighted the importance of supporting the transition to
the use of respite services. From that our study’s results,
one can assume that this task could be assigned to a case
manager. Indeed, several authors have supported the case
manager’s importance in the coordination of complex care
involving all care partners [71, 77], which ensures a person-
alized follow-up taking into account the dyad’s specific
needs. Indeed, the use of respite services by caregivers of
people with dementia is often low because the services do
not seem to meet the caregivers’ expectations. Moreover, as
noted in this study and in the systematic reviews by Neville
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et al. (2015) and O’Shea et al. (2017), communication prob-
lems arise between caregivers and respite care providers.
The case manager could help reduce these problems. A
partnership between health professionals and caregivers
can help avoid communication problems and assimilate
each of the two parties’ skills to potentiate a personalized
procedure for the management of the dyad. Caregivers can
guide decisions, for example, in developing a care plan.
This is a new paradigm that health professionals still need
to fully embrace. Indeed, this acceptance requires the will
to share care [89]. This partnership also requires that the
caregiver agrees to work with health professionals and thus
use the respite services. This study’s results indicate that
this small step is complicated for the caregiver. Indeed,
Strang (2000) and Mollard (2009) indicated that notions of
a cognitive nature, feelings, and values influence this deci-
sion [21, 74]. The partnership between health professionals
and caregivers can minimize caregivers’ feelings of guilt, be-
trayal, insecurity, and loss of control and improve their
quality of life [90]. To foster collaboration, health profes-
sionals must acquire self-assessment skills and support
caregivers’ transitions to respite services [49, 55, 60, 61, 65,
87, 88]. However, it is important to recognize that experi-
enced caregivers have, over the years of care, acquired sub-
stantial skills [91, 92]. Through their partnership, the use of
their skills will allow for recognition of the caregiver’s role
in society [9].

Based on the importance of respite services’ attributes,
the benefits provided to the care recipient must be

high-quality and personalized. Several authors indicated
that to guarantee the quality of respite care, measures
must be considered in institutional and home respite
care facilities [30, 53].

This finding requires the involvement of policy makers
and health professionals. This integrative review has
highlighted “changeable” and “unchangeable” factors that
influence the decision to access respite. Actions that
may affect the “changeable” factors relate directly to
health policies [93], particularly the decisions that guide
the implementation of respite interventions. However, a
large part of the responsibility is attributed directly to
health professional, who by providing daily care have a
pronounced influence on patients’ quality of life [94, 95].
The partnership with health staff can affect access to
respite, patient-centered care, personalization of care ac-
cording to the dyad’s needs, the sense of burden, the
quality of the care provided, the beliefs of caregivers,
and the credibility that they are afforded.

The immutable factors, that is to say ethnicity, values,
the relationship that exists in the dyad, and the charac-
teristics of caregivers and the individuals living with the
disease, are not modifiable. It is policy makers’ and
health professionals’ responsibility to adapt to these indi-
cators and take them into consideration upon the cre-
ation or alteration of respite interventions and in the
daily provision of care. These actions are important for
addressing caregivers’ needs and expectations in terms
of their role as carers, the intervention attributes
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caregivers expect, and their expectations regarding the
respite’s effects on themselves and their relatives living
with the disease. Unlike other types of systematic re-
views, this review’s analysis method revealed the link be-
tween the various factors influencing the use of respite
services and the people they affect. In addition, it high-
lights the fact that the use of caregivers’ skills in partner-
ship with politicians, decision makers, and care teams
can influence the use of respite services. Beyond the in-
formation caregivers learn when caring for people with
dementia, they can provide solutions in the care of
people with dementia, boosting their and their charges’
health and avoiding unnecessary hospitalizations that
pose a considerable cost to society and to the safety and
quality of care. Respite services must be redesigned to
integrate caregivers’ experiential skills into care. A limi-
tation of this study is that the majority of cases occurred
in the United States. Due to the difference in ethnicity
and health culture, this factor could hamper the trans-
position of results. In addition, the analysis correspond-
ing to the prioritization of the factors cited in the
literature has limitations. Indeed, the most cited factors
may have more to do with the availability of data, the
factor’s popularity, or the researchers’ biases than with
the priority areas.

Conclusion

This study’s results reveal important elements that policy
makers and institutional decision makers should consider.
The functioning and organization of respite services must
meet the dyad’s specific needs. To meet caregivers’ needs,
future research could focus on the evaluation of a systemic
support program that could meet all the needs of care-
givers. It should integrate the need for information, train-
ing, recognition, respite, socialization, and financial
support. This intervention could be designed based on the
fundamentals of a so-called win-win partnership.

Additional files

Additional file 1: The search equations used were as follows for the
articles. (DOCX 12 kb)

Additional file 2: MMAT grill evaluation. Reference: Pluye, P., Robert, E,,
Cargo, M, Bartlett, G, O'Cathain, A, Griffiths, F,, Boardman, F.,, Gagnon,
M.P., & Rousseau, M.C. (2011). Proposal: A mixed methods appraisal tool
for systematic mixed studies reviews. Retrieved on [date] from http://
mixedmethodsappraisaltoolpublic.pbworks.com. Archived by WebCite® at
http://www.webcitation.org/5tTRTc9yJ. (DOCX 310 kb)

Additional file 3: summary table.docx. This table lists all selected articles
by specifying the article reference, study type, purpose, participants, and
MMAT quality score where indicated. (DOCX 64 kb)

Abbreviations
MESH: Medical subject headings; MMAT: Mixed methods appraisal tool

Acknowledgements
The authors would like to thank Pr. Gora Da Rocha for her advice and support.

Page 9 of 11

Funding
The researchers received no specific grant from any funding agency in the
public, commercial, or not-for-profit sectors.

Availability of data and materials
The datasets used and/or analysed during the current study are available
from the corresponding author on reasonable request.

Authors’ contributions

MCL, MRT initiated and developed the integrative review strategy. MCL and
MHR performed searches and screenings. MCL, MHR, contributed to data
synthesis and analysis. MCL and MRT wrote the first draft of the manuscript.
All authors read and approved the final draft of the manuscript.

Ethics approval and consent to participate
Not applicable.

Consent for publication
Not applicable.

Competing interests
The authors declare that they have no competing interests.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in
published maps and institutional affiliations.

Author details

'School of Health Sciences, HES-SO University of Applied Sciences and Arts
Western Switzerland, Avenue de Champel 47, CH 1206 Geneva, Switzerland.
’Mont Champagnat Residence, CIO 7141 Royal Avenue Chateau-Richer,
Quebec GOA 1NO, Canada. 3Umversity of Paris, 13 Sorbonne Paris Cite,
Nursing Sciences Research chair, Laboratory Educations and Health Practices
(LEPS), (EA 3412), UFR SMBH, F-93017 Bobigny, France. 4Assistance Publique
- Hoépitaux de Paris, Nursing Sciences Research Chair Paris, Bobigny, France.

Received: 27 March 2018 Accepted: 9 October 2018
Published online: 22 November 2018

References

1. OMS. Dementia, a public health priority. United Kingdom: World Health
Organization; 2012. p. 1-112.

2. OMS. Draft global action plan on the public health response to dementia.
Geneva: World Health Organization; 2017.

3. Chevallier-Biderbost S. Aider les proches aidants. Esprit d'équipe. 2013,62:2-3.

4. Van Mierlo LD, Meiland FJ, Van der Roest HG, Droes RM. Personalised caregiver
support: effectiveness of psychosocial interventions in subgroups of caregivers
of people with dementia. Int J Geriatr Psychiatry. 2012,27(1):1-14.

5. Gendron M. Baluchon alzheimer : a respite care and home support service
for caregivers of Alzheimer’s patients. Can Alzheimer Dis Rev. 2001;7:4-7.

6. DGS. Direction générale de la santé - service de la planification et du réseau
de soins du canton de Geneve - Commission consultative pour le soutien
des proches aidants actifs a domicile. Dépatement des affaires régionales,
de I'économie et de la santé. 2012:1-47.

7. Tarlow B, Wisniewski S, Belle S, Rubert M, Ory M, Gallagher-Thompson D.
Positive aspects of caregiving : contributions of the REACH project to the
development of new measures for Alzheimer's caregiving. Research Aging.
2004;26(4):429-53.

8. ChoJ, Ory M, Stevens A. Socioecological factors and positive aspects of
caregiving: finding from the REACH Il intervention. Aging Ment Health.
2016;20(11):1190-201.

9. Pin 'S, Spini D, Pierrig-Chiello P. Rapport de recherche sur les proches
aidants : étude sur les proches aidants et les professionnels de l'institution
genevoise de maintien a domicile dans le canton de Genveéve : AGEneva
Care 2015 [01 janvier 2018]. Available from: https.//www.ge.ch/document/
proches-aidants-etude-agenevacare/telecharger.

10.  Wawrziczny E, Berna G, Ducharme F, Kergoat M, Pasquier F, Antoine P.
Modeling the distress of spousal caregivers of people with dementia. J
Alzheimers Dis. 2017;55(2):703-16.

11. Brousseau Y, Ouellet N. Description de la fatigue chez les proches aidants d'un
parent atteint de troubles cognitifs. L'infirmiére clinicienne. 2010;7(1):24-32.


https://doi.org/10.1186/s13690-018-0316-y
https://doi.org/10.1186/s13690-018-0316-y
http://mixedmethodsappraisaltoolpublic.pbworks.com
http://mixedmethodsappraisaltoolpublic.pbworks.com
http://www.webcitation.org/5tTRTc9yJ
https://doi.org/10.1186/s13690-018-0316-y
https://www.ge.ch/document/proches-aidants-etude-agenevacare/telecharger
https://www.ge.ch/document/proches-aidants-etude-agenevacare/telecharger

Leocadie et al. Archives of Public Health

20.

22.

23.

24.

25.

26.

27.

28.

29.

30.

31

32.

33.

34.

35.

36.

(2018) 76:72

Ferrara M, Langiano E, Di Brango T, De Vito E, Di Cioccio L, Bauco C.
Prevalence of stress, anxiety and depression in with Alzheimer caregivers.
Health Qual Life Outcomes. 2008;6:93.

Schulz R, Obrien AT, Bookwala J, Fleissner K. Psychiatric and physical
morbidity effects of dementia caregiving - prevalence, correlates, and
causes. Gerontologist. 1995;35(6):771-91.

Zarit SH, Reever KE, Bachpeterson J. Relatives of the impaired elderly -
correlates of feelings of burden. Gerontologist. 1980;20(6):649-55.

Zarit SH, Todd PA, Zarit JM. Subjective burden of husbands and wives as
caregivers - a longitudinal-study. Gerontologist. 1986;26(3):260-6.
Akkerman RL, Ostwald SK. Reducing anxiety in Alzheimer's disease family
caregivers: the effectiveness of a nine-week cognitive-behavioral
intervention. Am J Alzheimers Dis Other Demen. 2004;19(2):117-23.
Bocquet HA, Andrieu S. “Burden’, un indicateur spécifique pour les aidants
familiaux. Gérontologie et société. 1999;89:155-66.

van Exel J, Morée M, Koopmanschap M, Schreuder Goedheijt T, Brouwer W.
Respite care — an explorative study of demand and use in Dutch informal
caregivers. Health Policy. 2006;78:194-208.

Lamura G, Mnich E, Wojszel B, Nolan M, Krevers B, Mestheneos L, et al. The
experience of family carers of older people in the use of support services in
Europe: selected findings from the EUROFAMCARE project. Zeitschrift fur
Gerontologie und Geriatrie. 2006;39(6):429-42.

McNally S, Ben-Shlomo Y, Newman S. The effects of respite care on informal
carers’ well-being: a systematic review. Disabil Rehabil. 1999;21(1):1-14.
Mollard J. Aider les proches. Gérontologie et société. 2009;32(128-129):257-72.
Montgomery R, Rowe J. Dementia and Social Work Pratice. In: Carole BC,
editor. Research and interventions. New York: Springer Publiching Company
L, editor. Respite; 2007. p. 339-60.

Gottlieb BH, Johnson J. Respite programs for caregivers of persons with dementia :
a review with practice implications. Aging Ment Health. 20004(2):119-29.

Villez M, Ngatcha-Ribert L, Ariel Kenigsberg P, Guisset-Martinez MJ, Charras
K, Frémontier M, et al. Analyse et revue de la littérature francaise et
internationale sur 'offre de répit aux aidants de personnes atteintes de la
maladie d'Alzheimer ou de maladies apparentées. Fondation Médéric
Alzheimer. 2008;11:1-129.

Baumgarten M, Lebel P, Laprise H, Leclerc C, Quinn C. Adult day care for
the frail elderly: outcomes, satisfaction, and cost. J Aging Health. 2002;14(2):
237-59.

Schulz R, Martire LM. Family caregiving of persons with dementia -
prevalence, health effects, and support strategies. Am J Geriat Psychiat.
2004;12(3):240-9.

Vandepitte S, Van Den Noortgate N, Putman K, Verhaeghe S, Verdonck C,
Annemans L. Effectiveness of respite care in supporting informal caregivers
of persons with dementia: a systematic review. Int J Geriatr Psych. 2016;
31(12):1277-88.

Neville CC, Byrne GJA. The impact of residential respite care on the
behavior of older people. Int Psychogeriatr. 2006;18(1):163-70.

Wilz G, Fink-Heitz M. Assisted vacations for men with dementia and their
caregiving spouses : evaluation of health-related effects. Gerontologist.
2008;48:115-20.

O’ Shea E, Timmons S, OS E, Fox S, Irving K. Key stakeholders’ experiences of
respite services for people with dementia and their perspectives on respite
service development: a qualitative systematic review. BMC Geriatr. 2017;
17(282):1-14.

Phillipson L, Jones SC, Magee C. A review of the factors associated with the
non-use of respite services by carers of people with dementia: implications
for policy and practice. Health Soc Care Comm. 2014;22(1):1-12.

Neville C, Beattie E, Fielding E, MacAndrew M. Literature review: use of respite
by carers of people with dementia. Health Soc Care Comm. 2015;23(1):51-63.
Broome ME. Integrative literature reviews for the development of concepts.
In Concept Development in Nursing. In: Co. WBS, editor In Concept
Development in Nursing, 2nd edn (Rogers BL & Knafl KA, eds),. 2 ed.
Philadelphia 1993.

Pluye P, Robert E, Cargo M, Bartlett G, O'Cathanin A, Griffiths F, et al. A
mixed methods appraisal tool for systematic mixed studies reviews 2011 [1
janvier 2018]. Available from: http://mixedmethodsappraisaltoolpublic.
pbworks.com.

Tavares de Souza M, Dias da Silva M, De Cravalho R. Integrative review:
what is it? How to do it? Einstein. 2010;8(1):102-6.

Miles M, Huberman AM, Saldafa J. Qualitative data analysis : a methods
sourcebook, vol. xxiii. 3rd ed. Los Angeles: Sage Publ; 2014. p. 381.

37.

38.

39.

40.

42.

43.

44,

45.

46.

47.

48.

49.

50.

51.

52.

53.

55.

56.

57.

58.

59.

61.

62.

63.

64.

65.

66.

Page 10 of 11

Cox C. Findings from a statewide program of respite care: a comparison of
service users, stoppers, and nonusers. Gerontologist. 1997;37(4):511-7.
Vecchio N, Fitzgerald JA, Radford K, Fisher R. The association between
cognitive impairment and community service use patterns in older people
living in Australia. Health Soc Care Community. 2016;24(3):321-33.
Montgomery RJ, Marquis J, Schaefer JP, Kosloski K. Profiles of respite use.
Home Health Care Serv Q. 2002,21(3-4):33-63.

Montoro-Rodriguez J, Kosloski K, Montgomery RJ. Evaluating a practice-
oriented service model to increase the use of respite services among
minorities and rural caregivers. Gerontologist. 2003;43(6):916-24.

Kolsloski K, Schaefer JP, Allwardt D, Montgomery RJ, Karner TX. The role of
cultural factors on clients' attitudes toward caregiving, perceptions of service
delivery, and service utilization. Home Health Care Serv Q. 2002;21(3-4):65-88.
Lobb MO. Barriers to respite use: factors influencing use and non-use.
Atlanta: Georgia State University; 1992.

Cotrell V, Engel RJ. The role of secondary supports in mediating formal
services to dementia caregivers. J Gerontol Soc Work. 1998;30(3-4):117-32.
Striling C, Andrews S, Croft T, Vickers J, Turner P, Robinson A. Measuring
dementia carers’ unmet need for services--an exploratory mixed method
study. BMC Health Serv Res. 2010;10:122.

Galvin JE, Duda JE, Kaufer DI, Lippa CF, Taylor A, Zarit SH. Lewy body
dementia: caregiver burden and unmet needs. Alzheimer Dis Assoc Disord.
2010;,24(2):177-81.

Cotrell V. Respite use of dementia caregivers : preferences and reasons for
initial use. J Gerontol Soc Work. 1996,26(3-4):35-55.

Robinson KM, Buckwalter KC, Reed D. Predictors of use of services among
dementia caregivers. West J Nurs Res. 2005;27(2):126-40.

de la Cuesta-Benjumea C. The legitimacy of rest: conditions for the relief of
burden in advanced dementia care-giving. J Adv Nurs. 2010;66(5):988-98.
Phillipson L, Jones SC. Use of day centers for respite by help-seeking
caregivers of individuals with dementia. J Gerontol Nurs. 2012,38(4).24-34.
Robinson A, Lea E, Hemmings L, Vosper G, McCann a D. Seeking respite:
issues around the use of day respite care for the carers of people with
dementia. Ageing Society. 2012,32(2):196-218.

Bigony MD. Perceptions of the nurse-caregiver relationship and its influence
on the utilization of respite care services by spousal caregivers of patients
diagnosed with dementia. Washington: Catholic University of America; 2007.
Phillipson L, Magee C, Jones SC. Why carers of people with dementia do
not utilise out-of-home respite services. Health Soc Care Community. 2013;
21(4):411-22.

Hayes JM. Respite for caregivers. A community-based model in a rural
setting. J Gerontol Nurs. 1999;25(1):22-6.

Adler G, Kuskowski M, Mortimer J. Respite use in dementia patients. Clin
Gerontol. 1995;15(3):17-30.

Phillipson L, Jones SC. Residential respite care: the caregiver's last resort. J
Gerontol Soc Work. 2011;54(7):691-711.

Cotrell V. Respite use by dementia caregivers: preferences and reasons for
initial use. J Gerontol Soc Work. 1996,26(3-4):35-55.

Sorrell JM, Cangelosi PR. Caregiver burden or caregiver gain? J Psychosoc
Nurs Ment Health Serv. 2009;47(9):19-22.

Lucet F. In-home respite for the families of Alzheimer's patients. Soins
Gerontologie. 2015;115:24-9.

O'Connell B, Hawkins M, Ostaszkiewicz J, Millar L. Carers’ perspectives of respite
care in Australia: an evaluative study. Contemp Nurse. 2012;41(1):111-9.

Takai Y, Yamamoto-Mitani N, Okamoto Y, Fukahori H, Ko A, Tanaka M.
Family caregiver strategies to encourage older relatives with dementia to
use social services. J Adv Nurs. 2013:69(12):2675-85.

Strang VR, Haughey M. Factors influencing the caregiver's ability to
experience respite. J Fam Nurs. 1998,4(3):231-54.

Robinson KM, Buckwalter K, Reed D. Differences between dementia
caregivers who are users and nonusers of community services. Public
Health Nurs. 2013;30(6):501-10.

Clark M, Bond MJ. The effect on lifestyle activities of caring for a person
with dementia. Psychol Health Med. 2000;5(1):13-27.

Neville CC, Byrne GJ. Behaviour of older people admitted for residential
respite care. Aust J Adv Nurs. 2002;20(1):8-12.

McGrath WL, Meuller MM, Brown C, Teilelman J, Watts J. Caregivers of
persons with Alzheimer's disease: an exploratory study of occupational
performance and respite. Phys Occup Ther Geriatrics. 2000;18(2):51-69.
Beeber AS, Thorpe JM, Clipp EC. Community-based service use by elders with
dementia and their caregivers: a latent class analysis. Nurs Res. 2008,57(5):312-21.


http://mixedmethodsappraisaltoolpublic.pbworks.com
http://mixedmethodsappraisaltoolpublic.pbworks.com

Leocadie et al. Archives of Public Health

67.

68.

69.

70.

71.

72.

73.

74.

75.

76.
77.

78.

79.

80.

81.

82.

83.

84.

85.

86.

87.

88.

89.

90.

91

92.

93.

94.

95.

96.

(2018) 76:72

Lawton MP, Brody EM, Saperstein A, Grimes M. Respite services for
caregivers: research findings for service planning. Home Health Care Serv Q.
1989,10(1-2):5-32.

Butterworth M. Dementia: the family caregiver's perspective. J Ment Health.
1995/4(2):125-32.

Van Werkhooven M. Respite care in the long-term care continuum. J Long
Term Care Adm. 1991;19(4):36-9.

Blume L, Persily NA, Mirones M, Swaby-Thorne A, Albury S. Anatomy of the
Alzheimer's respite care program (ARCP). Home Health Care Serv Q. 1990;
11(3-4):75-90.

MaloneBeach EE, Zarit SH, Spore DL. Caregivers' perceptions of case
management and community-based services: barriers to service use. J Appl
Gerontol. 1992:11(2):146-59.

Ducharme F, Lévesque L, Ethier S, Lachance L. Masculine’ care: older
husband caregivers’ perceptions of the caregiver experience and services.
Can J Commun Ment Health. 2007;26(1):143-59.

Ehrlich P, White J. TOPS: a consumer approach to Alzheimer's respite
programs. Gerontologist. 1991,31(5):686-91.

Strang V. L'expérience des services de répit : aidants naturels et patients atteints
de démence. La revue canadienne de la maladie d’Alzheimer. 2000:14-20.
Townsend D, Kosloski K. Factors related to client satisfaction with community-
based respite services. Home Health Care Serv Q. 2002;21(3-4):89-106.
Koffman J, Taylor S. The needs of caregivers. Elderly care. 1997,9(6):16-9.
Gwyther LP. Overcoming barriers. Home care for dementia patients. Caring.
1989,8(8):12-6.

Ryan T, Noble R, Thorpe P, Nolan M. Out and about: a valued community
respite service. J Dementia Care. 2008;16(2):34-5.

Shanley C. Developing more flexible approaches to respite for people living with
dementia and their carers. Am J Alzheimers Dis Other Demen. 200621(4):234-41.
Bakker C, de Vugt ME, Vernooij-Dassen M, van Vliet D, Verhey FR, Koopmans
RT. Needs in early onset dementia: a qualitative case from the NeedYD
study. Am J Alzheimers Dis Other Demen. 2010;25(8):634-40.

Biegel DE, Bass DM, Schulz R, Morycz R. Predictors of in-home and out-of-home
service use by family caregivers of Alzheimer’s disease patients. J Aging Health.
1993,5(4):419-38.

Clark M. A little respite: essential bundle. Perspective Infirmiere. 2011;8(4):16-7.
Longshaw S, Perks A. Respite care innovations for carers of people with
dementia. Br J Nurs. 2000,9(16):1079-81.

Ham RJ. Evolving standards in patient and caregiver support. Alzheimer Dis
Assoc Disord. 1999;13(Suppl 2):527-35.

Gendron M, Adam E. Caregiving challenges. Baluchon Alzheimer©: an
innovative respite and support in the home of the family caregiver of a
person with Alzheimer's. Alzheim Care Q. 2005;6(3):249-61.

Strang VR. Caregiver respite: coming back after being away. Perspectives.
2000;24(4):10-20.

Perry J, Bontinen K. Evaluation of a weekend respite program for persons
with Alzheimer disease. Can J Nurs Res. 2001;33(1):81-95.

Strang V, Haughey M. Respite : a coping strategy for family caregivers. West
J Nurs Res. 1999,21:450-71.

Pomey MP, Flora L, Karazivan P, Dumez V, Lebel P, Vanier MC, et al. The
Montreal model : the challenges of a partnership relationship between
patients and healthcare professionals. Sante Publique. 2015;27:41-50.
Farinaa N, Pageb T, Daleya S, Brownb A, Bowlingc A, Bassetd T, et al. Factors
associated with the quality of life of family carers of people with dementia:
a systematic review. Alzheimers Dement. 2017;13:552-81.

Farran CJ, Mc Cann J, Fogg LG, Etkin CD. Developing a measurement
strategy for assessing family caregiver skills : conceptual issues. Alzheimers
Care Today. 2009;10(3):129-39.

Samitca S. La maladie d'Alzheimer vécue par les proches. Thése de doctorat
en Sciences sociales Université de Lausanne. 2006.

Ringuet JN. Protéger le proche aidant : une question d'éthique et de
politique, colloque de palli-aide 2006 [15 janvier 2018]. Available from:
http://pages.infinitnet/jnr/Textes_pers/Conference%20Palli-aide.pdf.

Nolan M, Grant G, Keady J, Lundh U. Partenships in family care : understanding
the caregiving career. Maindenhead: Open University Press; 2003.

Levesque L, Ducharme F, Caron C, Hanson E, Magnusson L, Nolan J, et al. A
partnership approach to service needs assessement with family caregivers
of an aging relative living at home: a qualitative analysis of the experiences
of cargivers and practitioners. Int J Nurs Stud. 2010,47:876-87.

DeCaporale L, Mensie L, Steffen A. Respite utilization and responses to loss
among family caregivers: relationship matters. Death Stud. 2013;37(5):483-92.

Page 11 of 11

Ready to submit your research? Choose BMC and benefit from:

e fast, convenient online submission

o thorough peer review by experienced researchers in your field

 rapid publication on acceptance

o support for research data, including large and complex data types

e gold Open Access which fosters wider collaboration and increased citations
e maximum visibility for your research: over 100M website views per year

K BMC

At BMC, research is always in progress.

Learn more biomedcentral.com/submissions



http://pages.infinit.net/jnr/Textes_pers/Conference%20Palli-aide.pdf

	Abstract
	Background
	Methods
	Results
	Conclusion

	Background
	Methods
	Search strategy
	Study inclusion and exclusion criteria
	Study quality assessment
	Data extraction strategy

	Results
	Study selection
	Synthesis
	The factors referred to as “immutable”
	The factors referred to as “changeable”
	Analysis of the recurrent themes


	Discussion
	Conclusion
	Additional files
	Abbreviations
	Acknowledgements
	Funding
	Availability of data and materials
	Authors’ contributions
	Ethics approval and consent to participate
	Consent for publication
	Competing interests
	Publisher’s Note
	Author details
	References

