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Abstract: The objective of this review was to understand how participants experience the decision-
making process regarding the place of care for the elderly. Therefore, we conducted a systematic
review of qualitative studies. The articles were included if they were original studies with qualita-
tive/mixed methodology, written in English/Spanish, and that approached the decision-making
process regarding the place of care for the elderly, already experienced by the participants. Forty-four
articles were included, identifying experiences, both negative and positive. Negative experiences
have been the most frequently reported experiences by all population groups; fear was the most
relevant experience for the elderly, whereas concern was the most relevant for family members and
professionals. This review has not only found a great variability of experiences, but also, it has
deepened the differences between groups and the situations motivating/generating these experi-
ences. This review highlights a wide range of experiences of those directly involved in the entire
decision-making process on the place of care for the elderly. In future research it would be interesting
to carry out qualitative primary studies conducted with professionals and other relevant people
involved in this decision-making process, in order to know first-hand how they experience this
process.

Keywords: decision-making; place of care; location of care; elders; aged; experiences; systematic re-

view

1. Introduction

The perspective of the United Nations indicates that the worldwide population con-
tinues to increase today, although at a slower pace, with an expectation that it will continue
growing in the coming years, reaching 8.5 billion people by 2030, 9.7 billion by 2050, and
10.9 billion by 2100 [1]. The same report also estimates that there will be a worldwide
increase in life expectancy at birth, from 72.6 years in 2019, to 77.1 years in 2050 [1].

Thus, the United Nations indicates that, traditionally, the ageing of the population
occurs due to an increase in longevity and decrease in fertility [1]. Anticipating the
aforementioned report, the proportion of older people worldwide will reach almost 12%
by 2030, 16% by 2050, and 23% by 2100 [1].

This is important, because, as the World Health Organization points out in the World
Report on Ageing and Health, care dependence increases as age increases, which con-
sequently will cause the ageing of the population to lead to a significant increase in the
number of people requiring social assistance, which will affect countries of all levels of
development [2]. A few years ago, in a report on long-term care, the United States Depart-
ment of Health and Human Services reported that the demand for long-term care for the
elderly, whether in community or institutional care settings, was expected to increase [3].
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However, most health systems are not ready to offer the comprehensive care necessary
to be able to treat the multimorbidity of the elderly [2]. In addition, the different needs and
personal preferences of older people who have functional problems and chronic diseases
are not considered [4].

In this sense, the elderly usually prefer to stay in their local community, being able,
whenever possible, to maintain their social networks [2], an aspect that is supported by
the United Nations in its principles for the elderly, according to which, the elderly must be
able to live in environments that are not only safe, but also adaptable to their individual
preferences and to their changing capacities, with it also being important that the elders
can live at home for as long as possible [5].

However, one should bear in mind that long-term care for the elderly can be offered in
a multitude of settings and in all of them the intensity and scope of the provided support
and care can differ [2]. These places can be their own home, nursing homes, assisted living
facilities, hospitals, community centers, and even other health facilities [2].

Therefore, due to the problems described above, and the diversity of existing care
options, making a decision regarding the place of care for the elderly becomes necessary.

In general, as Schumacher and Meleis (2009) [6] point out, transitions have become
a topic of great interest for nursing due to their effects on health. Thus, these authors
highlight four types of transition, within which there are different subtypes, such as
transitions between different levels of healthcare within the health system (throughout
the course of a disease), as well as changes in family conditions, being the transition of
an older person from home to a nursing home, an example studied by different authors
throughout the literature as noted by Schumacher and Meleis (2009) [6] in their review [6].

The aforementioned authors also point out that transitions are linked to a wide variety
of emotions, which, normally, are responsible for showing the different problems arising
throughout the transition. The understanding of the transition from the point of view of
the people who experience it is essential [6].

In fact, regarding residential decision making, Hays (2002) [7] indicates in her review
of the literature that the evidence suggests that older people often have past experiences
and ideas of with whom they plan to live and where they will do so. However, this author
points out that sometimes these personal preferences and opinions are not considered
in clinical planning or evaluations, which can cause nurses to make mistakes regarding
patient preferences and knowledge about a patients’ options. This review also notes that
when the conditions of life preferred by the patient are not achieved, some may feel grief
or regret, thus being affected in an important way their emotional quality of life [7].

Furthermore, Oswald and Rowles (2017) [8] note that in order to fully address the
relocation decision, it is necessary to study and contrast the way that people make this
decision, that is, it is necessary to compare those who decide to relocate with those who, de-
spite the family environment potentially being an inappropriate setting, decide to continue
living in it and not relocate. However, these authors reported that, despite the benefits and
opportunities that this type of study would bring (such as a greater understanding of the
decision-making process, the comparison of risk factors, and an increase in knowledge
about the resources used to make decisions), only a few studies have taken into account
these two groups [8].

Finally, the literature highlights that decision making may be influenced by both
positive and negative emotions [9]. More research is needed on how older people make
health decisions [10]. Due to all of the factors mentioned above, our aim was to understand
how participants experience the decision-making process regarding the place of care of the
elderly.

It is necessary to mention that this review is part of a broader review on this topic,
which focuses on three main aspects: “participants”, “experiences”, and “reasons”. The
protocol for this broader systematic review was recorded in PROSPERO (registration
number: CRD42018084826), and subsequently published [11]. Regarding the first of the
three aspects, that is, the participants, a study approaching this thoroughly has been
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published recently [12]. In relation to the third of the three aspects, that is, the reasons,
a study addressing this issue in depth has recently been published [13]. Therefore, the
present study deals with the second of these three aspects.

2. Methods
2.1. Design

A systematic review of qualitative studies was performed.

This review has been written following the Enhancing transparency in reporting the
synthesis of qualitative research (ENTREQ) statement [14] and the Preferred Reporting
Items for Systematic Reviews and Meta-Analyses (PRISMA) statement [15] (see Supple-
mentary Materials file 1, PRISMA Checklist).

2.2. Sampling

Systematic searches were conducted in several databases of interest: CINAHL Com-
plete (through EBSCOhost), MEDLINE (through PubMed), PsycInfo (through ProQUEST),
SciELO Citation Index (through Web of Science), Scopus and Web of Science (core collection
of Web of Science).

The search strategies were made up of five key concepts: four focused on elements
of interest and a fifth concept focused on aspects that were far from the objective of the
review. These concepts were: (1) the elderly; (2) the place of care/relocation; (3) different
generic options of places of care; (4) decision making; and (5) elements far from the main
objective of the review: substance abuse, intellectual disability, place to die, the end of life,
palliative care, advance directives, advance care planning, and terminal patient care. Each
of these concepts was, in turn, composed of multiple specific search terms.

The terms made reference to each concept and were connected using “OR”. Later,
the concepts 1, 2, 3, and 4 were connected using “AND”; meanwhile, “NOT” was used to
connect the fifth one with the other four concepts.

In order to perform the search in the different databases of interest, it was necessary to
adapt the search strategy to each database, although always maintaining the structure and
key concepts. The specific search strategies used, which were adapted to each database,
can be consulted in the systematic review protocol [11]. The searches identified relevant
articles from the outset until 29 November 2017.

Besides, and in order to ensure that we gathered all the important literature on this
subject, the reference list of the articles finally included in this review was also reviewed.

2.3. Inclusion/Exclusion Criteria

The articles eligible to be included in this review were: original studies with qualitative
or mixed-methods, written in Spanish or English, and dealing with the decision-making
process on the place of care of the elderly (persons aged 65 or above) already experienced
by the participants.

However, the articles excluded were those dealing with other decisions, such as:
deciding about the place to die, advanced directives, terminal patient care, advanced care
planning, palliative care, and/or the end of life; temporary locations of care, specific health
problems (such as psychiatric inpatient care), and/or decisions on acute care; decisions on
the place of care linked to intellectual disabilities or substance abuse. Moreover, studies
where relocation started in an institutional environment were excluded. Studies that did
not specifically address the main objective of this review were also excluded. Finally,
studies whose complete text was not accessible, as well as doctoral theses and conference
proceedings (conference abstracts), were excluded too.

More details about the inclusion/exclusion criteria can be consulted in the review
protocol [11].
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2.4. Data Collection Process

The studies obtained by our search strategy were screened by tittle and abstract, and
then, the full-texts were reviewed. This process was performed by two reviewers, a third

reviewer helped them when needed. Figure 1 shows a flow diagram of this process.
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Figure 1. Modification of the Preferred Reporting Items for Systematic Reviews and Meta-Analyses (PRISMA) 2009
flow diagram [15]. Source: own elaboration following the information obtained. (More detailed information about “the

identification” can be found in Serrano-Gemes et al. [11]).

2.5. Data Abstraction

Two authors were independently responsible for extracting the relevant information
from the studies finally included in the review, asking a third author when needed. A tool
designed for this purpose was used, information regarding the descriptive aspects of the
studies and the aspects of interest related to the objective of the review was collected using
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this tool. This tool was piloted with a sample of four articles to verify that its functioning
was correct.

2.6. Synthesis

The method of analysis used was the constant comparative method [16] from Glaser
and Strauss’ grounded theory [17]. Two authors read the articles included in the systematic
review several times in order to understand the studies in depth. At the same time,
they identified the information related to the objective of the study. Later these authors
compared the information applicable to each category and classified the information of
interest, obtaining different categories and subcategories, asking the third author in case
of disagreement. Finally, all authors reviewed, checked, and discussed the final results in
order to guarantee that they suit the original information and the internal coherence of the
results.

According to Lockwood et al. [18], it is important to note that throughout the entire
analysis process, the identification of information of interest did not focus solely on the
similarity in wording, but, due to the conceptual complexity of many terms, key concepts
related to the objective of the review were also identified, which, as described in Noblit and
Hare’s method, can always be expressed with the same words or with different ones [19].
Thus, as a result of repeated reading and a detailed analysis process, new knowledge has
been created, which, as the aforementioned authors point out, deepens and goes beyond
the content of the original studies [19].

2.7. Quality Appraisal

The quality assessment was conducted with the studies included in this systematic
review. This evaluation was developed by two authors, with the third author mediating
only in cases of disagreement. For this purpose, a template to help understand a qualitative
study designed by the Critical Appraisal Skills Programme Espafiol (CASPe) [20] was used.
This tool is composed of 10 questions, which are intended to help assess the quality of
qualitative studies. These questions have three answer options: “YES”, “NO”, and “NOT
SURE” [20].

To rate the quality levels of the studies included, we used the classification suggested
by Butler et al. [21]. This categorization scores the “YES” response with 1 points, the “NOT
SURE” with 0.5, and the “NO” with 0. Subsequently, these authors classified these scores
into four categories: scores of high-quality (9-10), scores of moderate-quality (7.5-9), scores
of low-quality (less than 7.5), excluding those studies with less than 6 points [21]. However,
in our review, only the first three categories have been used, including in the low-quality
category all those studies scoring below 7.5 points and no studies have been excluded
based on their quality.

In addition, and with the objective of performing some kind of sensitivity analysis [22],
a study of the relative contribution of the studies according to their quality has been
performed, considering a process previously suggested by other authors [19]. Thus, this
review has considered the information provided by the different studies to the results of
our review as a relative contribution. Therefore, when a study is scored with a relative
contribution, for example, of 5, it means that this study has provided information to the
results on 5 occasions.

3. Results
3.1. Search Results

This systematic review finally included forty-four studies (published in English).
Regarding the participants of the included studies, the participants were older people
in 27 studies, 22 studies included relatives, 5 studies included healthcare professionals,
2 studies focused on the personal experience of the researcher as a relative of an elder, and
1 study used patient records. These studies were mainly conducted in the United States
(18) (see Supplementary Materials file 2, “Characteristics of the included studies”).
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In summary;, in relation to the methodological quality of the included studies, 8 out
of the 44 articles included have had a low-quality (L), 15 a high-quality (H), and 21 a
moderate-quality (M). Furthermore, there seems to be no relationship between the relative
contribution of the included studies to the results obtained and the quality of the studies.
This occurs because there are some articles that despite having a low contribution to the
review show high quality, at the same time some studies with a large contribution showed
low quality (see Supplementary Materials file 2, “Characteristics of the included studies”).

3.2. Synthesis Results

The main result of our review is the collection of information regarding a wide range
of experiences occurring throughout the entire decision-making process. These experiences
can be positive and/or negative, they occur in different population groups, and they may
or may not coincide with each other, both in the experiences themselves and in how they
originate.

Therefore, for the purpose of clarity, this section of results has been divided into
two main sections: experiences and differences between groups; the first of these being
subdivided, in turn, according to the different groups of participants found, following the
classification proposed in another recently published article: the elderly, family members,
healthcare and social service professionals, and other relevant participants [12].

Participants have used various methods to express their experiences in relation to
this process, whether that be thoughts, memories, desires, valuations, emotions, feelings,
sensations, and even actions and behaviors. Therefore, throughout this review, the concept
“experience” will be used to combine all these terms, which, in one way or another, describe
how the participants lived and experienced this process.

Finally, a relationship has also been established between the reported experiences
and the situations in which they were referred, in an attempt to describe and understand
the experience in greater depth and detail. This information, in conjunction with some
examples of quotations, are shown in Tables 1-5.

3.3. Experiences
- Theelderly

Older people refer to various experiences, both positive and negative, which have
been classified in turn, in a wide variety of subcategories. The positive experiences are
composed of 28 subcategories, while the negative subcategories are almost double this
number, giving a total of 61 different subcategories. All of these subcategories are shown
in the Supplementary Materials file 3, “List of experiences”, ordered from highest to lowest
frequency of mention. Furthermore, Tables 1 and 2 show the most frequently reported
experiences (positive and negative, respectively) and the situations to which they refer.
Original quotations (Q) can be found in the Supplementary Materials file 4, “Original
Quotations”.

- Family members

Similar to the older people, family members report both positive and negative ex-
periences, the latter being much more abundant, in both quantity and variety. Thus, 31
positive subcategories were obtained in contrast with 63 negative subcategories. The full
list of experiences (positive and negative), ordered from the highest to lowest frequency
of reference, can be found in Supplementary Materials file 3, “List of experiences”. In
turn, Tables 3 and 4 show the different situations in which the most frequently reported
experiences (positive and negative) are referred; some quotations obtained can be found in
Supplementary Materials file 4, “Original Quotations”.
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Table 1. Relevant positive experiences of the elderly 2.

Situations to Which This Experience Refers

Population: Type of Experience Experience
Crave for the location They were ready for it [24,25,30,31,33,36,39] Q1 [36]
[24,25,30,31,33,36,39,45] After having participated in the decision together with their family [45] Q2 [45]
. . 3 Due to experiences in relation to the care and/or relocation of a known relative [27-31] Q3 [30]
Previous experiences [25,27-31] Previous personal relocation experiences (of the elderly person himself/herself) [25]

Elders: positive experiences [23-45]

From other people [32,35,38,39]:
-Practical and emotional support from family and/or friends [32,35,38]

-Professional support [32,38,39]

Feeling support [32,33,35,38,39] For themselves [33,38]:
-Their way of thinking [33]
-Their way of being [38]
-Their faith [38]

2 Source: own elaboration following the information obtained from the articles on which this systematic review is based.
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Table 2. Relevant negative experiences of the elderly 2.

Population: Type of Experience Experience

Situations to Which This Experience Refers

Fear [24,27,28,30,32,34,39,42,49,51-54]

At the mere mention of the possibility of relocation [52]
To their future [28]
Of being a burden to their family [30] Q4 [30]

Of having to rely on support or use places of care that they thought they could not afford [27] Q5 [27]

Of the loss of autonomy/to dependence [42,51] Q6 [42]
For their safety and other matters [34,39,49,54]:

With special attention to falls [39,49]

Of isolation/loneliness [32,53] Q7 [32]

Elders: negative experiences [23-54]

Concern [23,25,27,31,34,39-42,48,51]

For their future [27,31]

For the home itself [27,34]

For relocation [39,41]

For the new place of care [51]

For the organization/costs [23,27,40,42]

For their family [27,48]

For losing autonomy/for dependence [25,27,40]
With regards to their safety [34,39]

Difficulty, in relation to several aspects.
[24,25,27,30,35,39,40,43,44,54]

To the relocation [24,30,39,54] Q8 [24]

To their home [24,30,43,44] Q9 [24]

To the organization and costs [27,40]

To the little time within which the decision was made [35]
Not knowing what to choose [25,27]

To the stigmas associated with age [43]

Being a problematic decision [27,43]

2 Source: own elaboration following the information obtained from the articles on which this systematic review is based.
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Table 3. Relevant positive experiences of family members 2.

Population: Type of Experience Experience Situations to Which This Experience Refers

In the care [37,55]

With positive interactions and/or feelings between family and professionals [37,47,52,55]
Taking care of family dynamics, improving communication between family members [47]
Regarding the operation of the system [37,47]

In the decision itself [26,37,47,55] Q10 [47]

In the care experience [55] Q11 [55]
Helping to confirm if the current environment meets the needs of the elderly person [26]
In the search for help and solutions [61]

The support of the professionals
[26,37,47,52,55]

Family: positive experiences [23,25,26,32,34-37,40,47,52,54-63] Informal network support

[26,55,56,61,62] Being supported in their decision by other relatives [62]
Validating the decisions made recognizing the appropriateness of the decision [56] Q12 [56]
By keeping the elderly person at home by activating external help [37]
Relief [37,57,58,62] For having a nursing home placement offer [58]

For family support for the decision [62]
For the admission decision [57]

2 Source: own elaboration following the information obtained from the articles on which this systematic review is based.
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Table 4. Relevant negative experiences of family members 2.

Population: Type of Experience Experience Situations to Which This Experience Refers

About the decision of their elderly people to relocate [25]
About the relocation process [38]
About the elder [24,26,30,36,39,47,50,55,58,60,62,63,65]
About the carer’s situation [26,49,58,62,66]
Concern About the family [62,64]

[23-26,30,35,36,38,39,47,49,50,55,57-66| About others who face the location situation [63] Q13 [63]
About the different costs [23,35,57,58,61-65] Q14 [35]
About the opinions of others [62,64] Q15 [62]
About the new location of the elderly person [57,58,60,63,64]
About other people (outside the family) caring for the elder [49,59] Q16 [49]

Regarding the care [24,26,49,56,59-62,66]

Because the older person does not see the need for relocation [55] Q17 [55]

Because the carers do not understand what was happening [57]

In accepting the need for location [56,57] Q18 [56]

Due to lack of time in the decision-making process [56,63]

Famﬂy; negative experiences With the fact that it is a difficult decision [37,47,64,65]
[23-27,30,32,34-39,47,49,50,52,54—66] In the decision making itself [57,64]
e In deciding for the elderly person and/or feeling responsible for the elderly person [26,52]
Difficulty [24,26,37,47,49,52,55-57,59-66] In incorpo%ating the valqupof the elderly in the %iecis?on making [65] .

In balancing the needs of those involved [62]
Because of family dynamics [47,62-64]
In navigating through the health system (if collaboration with professionals is not optimal) [47]
Due to lack of information and financial concerns [57]
In related matters: how to sell/get rid of the elderly person’s house, or due to transportation [57]
In finding the right place [63]
In the placement process itself [57,60,63]

Due to the safety and independence of the elderly [34,60] Q19 [60]
Within the family [50,57,62-65] Q20 [50]
With the marriage vows [61]
Conflict [32,34,50,54,57,59-66] With the care [54]
With the expectations of society [66]
Between the needs of the elderly and their own needs [34,59,65,66] Q21 [66]
With other responsibilities [32,59,62]

@ Source: own elaboration following the information obtained from the articles on which this systematic review is based.
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Table 5. Unique relevant experiences by population group 2.

Population: Type of Experience Experience Situations to Which This Experience Refers

Because of how the location process was developed [39]
Elders: unique positive experience Happiness [30,37,39,40] When talking about having exchanged space for security reasons [40]
For being able to take their pet to the new place of care [37]

To keep the elderly person at home while possible [58]
Duty/Responsibility [34,58-63] Feel care/attention as a duty or responsibility [34,59-62] Q22 [59]
Feeling of responsibility for the elderly [63]

Family: unique negative experience For reasons related to the care of the elderly [26,32,37,47,54,55,57-59,61,62,64]
Q23 [55], Q24 [47], Q25 [26], Q26 [61]:

-Making them feel unable to continue caring due to the harmful effects of care on
their own health, family life, or employment [57].

Exhaustion/feeling drained [26,32,37,47,54,55,57-59,61,62,64]

2 Source: own elaboration following the information obtained from the articles on which this systematic review is based.
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- Professionals

Despite not having found many studies addressing the experiences of healthcare
and social service professionals who are involved in the decision-making process, posi-
tive experiences [54,58,61] and negative experiences [34,36,47,54,58,66] have been found;
obtaining thus 3 positive subcategories: satisfaction [58], successful experience [61], and
being neutral and non-directive [54]; and 7 negative subcategories: frustration [58], ethical
dilemmas [58], reluctance [34], conflict [34], tension [34], fear [34], and concern (the most
mentioned) [34,36,47,54,58,66].

- Other relevant participants

Despite being a population group reported in different studies as involved in the
decision-making process [12], no mention of positive or negative experiences has been
found.

3.4. Differences between Groups

Another of the most relevant results of this study has been the discovery of exclusive
experiences for each population group. These are experiences that, despite their importance,
are not found in the other groups analyzed. Table 5 shows some examples of the most
important experiences.

Furthermore, another relevant aspect found in this review has been the discovery of
experiences that, despite being reported by the different population groups, are sometimes
very different regarding their content, the situations to which they refer, or the reasons that
cause them.

This occurs, for example, in the case of fear, concern, difficulty, or feeling of conflict.

Fear and concern were highlighted as extremely negative experiences, both for the
elderly people and for family members and professionals. However, the motivations were
different for the various groups, and the frequency with which it was reported was also
different.

Fear was the most relevant negative experience for the elderly, while concern was the
most relevant for family members and professionals.

Regarding concern, despite agreeing in multiple aspects in a general way, such as
the concern for costs, the safety of the elderly, for carers/family members, etc., there are
certain differences, the concern for the opinions that others may have being one of the most
relevant, which only affects family members.

A similar situation occurs with fear, family members fear the opinions of others, lack
of information or lack of control, while older people fear relocation, the future, the burden
on their family, or the loss of autonomy/fear of dependence.

In the case of difficulty, this was reported by the elderly and family members as being
an important negative experience. However, despite having many similarities, family
members focus on the difficulties more related to care, to practical organizational aspects,
to the health system or to the difficulties surrounding the decision making itself, while
older people focus more on the time of relocation, what relocation implies, or the stigmas
associated with age.

Finally, although the reasons that lead to the feeling of conflict is quite consistent
between the groups, the frequency with which it is reported does not coincide amongst
the elderly, professionals, and family members. Conflict is among the most negative
experiences only for family members.

4. Discussion

The most important result of this systematic review of qualitative studies is the
identification of a large number of experiences that occur during the entire decision-making
process involved in deciding the place of care in old age and in the different population
groups involved.
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These experiences are both positive and negative. Negative experiences are much
more predominant, not only in quantity, but also in variability.

Regarding the different population groups involved in the process, the elderly and
family members are those who have contributed a larger number of experiences in relation
to this process, followed by the professionals, with much less. In contrast, the other relevant
group has not contributed any experience in relation to this process.

Within the group of the elderly, our results have shown how they experience more
negative experiences than positive ones. This is consistent with a review of the literature on
the experiences of older people with residential care placement, which states that it is not
uncommon that less positive than negative experiences are identified, because residential
care placement for the elderly is a fact that is often associated, quite frequently, with
crisis [67].

Among the negative experiences, fear appears in our study as the negative experience
most often reported by older people, reflected by multiple situations, such as fear of
isolation/loneliness. This aspect is supported by a review of the previously published
literature [68], which is consistent in a certain way with our results, since they mention
that older people are afraid of being alone because of the insecurity of not knowing if the
caregiver will go or not.

However, our results also show how older people experience positive experiences,
which again is consistent with the report by Lee et al. [67], who reported that there are older
people who make a positive description of their experiences, expressing usually feelings of
safety and relief.

Therefore, relocation is not always seen negatively, as older people even mention
that they crave for the location. This aspect of our results seems to be consistent with a
quantitative study about the wellbeing of women after relocating to independent living
communities, which shows how the total quality of life index score improved significantly
for women after moving, with most of the participants feeling a greater satisfaction of life
in general [69].

However, in contrast with our results showing previous experience as a positive
aspect for the elderly, a study conducted by Maust et al. [70] shows that prior experience
helping make decisions in the field of health for other adults as surrogates did not influence
treatment decisions.

Regarding carers, the systematic review of the literature of Jacobson et al. [71], high-
lights how carers experience a mixture of different feelings simultaneously, including
sadness, guilt, loss of control, and even relief. Which, in a certain way, is consistent with
our results, because the relatives and the elderly reported both positive and negative
experiences, the latter being much more abundant in both groups.

Regarding the positive experiences most often reported by family members, our results
find both consistencies and inconsistencies with other systematic reviews of the literature on
the subject. Specifically, our results highlight the importance of professional and informal
support, and the feeling of relief as part of the positive experiences of family members.
The review of Jacobson et al. [71] is consistent in a certain way with our results, because
it describes that one of the feelings expressed by the carers is the relief. Nevertheless,
Jacobson et al. [71] refers to the relief in relation to the burden of physical care, while
our review reports other causes, such as having a nursing home placement offer [58]. In
contrast, in relation to the support received, the study of Jacobson et al. [71] differs from
ours in highlighting how carers normally did not receive support in an appropriate manner,
neither from care providers, nor from the family, in order to continue with care at home,
despite having sought this support.

Moreover, regarding negative experiences, family members highlight the feeling of
concern, followed closely by the feelings of difficulty and conflict. These data from our
results are consistent with a recent review on dementia in which, among other aspects, the
decision-making of family carers is addressed [72]. The review of Livingston et al. [72]
shows how families helping people with dementia highlight, that as representatives,
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making the decision on where that person should live or having to make plans for the
person with dementia when their carer cannot continue to perform the care are some of the
most difficult decisions to make [72].

With regard to the group of healthcare and social service professionals, although we
have found few studies addressing their experiences in relation to this decision-making
process, it is interesting to see how the results obtained do not differ too much from those
obtained by other population groups. This can be found in our results in two main aspects.
Firstly, the professionals report both positive and negative experiences, the latter being
the most frequently reported and, secondly, within these negative experiences, the feeling
most frequently reported was concern, similar to family members. However, it would
be interesting to specifically address these experiences in future research on the subject,
in order to understand in greater depth how professionals and other groups of relevant
people involved in the decision experience this decision-making process.

Regarding the exclusive experiences of each population group found in this study,
both the feelings of duty/responsibility and the feelings of exhaustion/feeling drained
should be highlighted in the family members group. The latter is reflected in another
review of the literature, which describes how admission to a facility is quite frequent
because carers feel exhausted and no longer feel able to continue caring [71]. These are
understandable and, in some ways, predictable situations, if we take into account that the
people who usually perform the tasks of caring for the elderly are their closest relatives.

This review also indicates that although there are similar experiences that are evoked
by the different population groups involved in the process, the participants often experi-
ence them differently, with different motivations or causations appearing in the different
population groups. This is revealed in our results through different experiences, such as
fear or concern. These experiences show how, despite having common elements, such as
concern about costs, each population group experiences the process differently, focusing
on the aspects that a priori seem to affect them the most. This highlights the importance
of continuing to study this decision-making process from the points of view of the dif-
ferent people involved, because the perspectives of only one of the population groups
studied will not be able to provide a complete understanding about the experience of this
decision-making process for all involved.

Furthermore, it is interesting to highlight that this review is part of a broad review of
the literature [11], which focused on the participants [12], motives [13], and experiences in
decision-making process about the place of care for the elderly (informed review in this
article). In these articles, valuable information has been obtained on each of these aspects,
always providing a unique approach, which has taken into account the different types
of participants involved in the process. This approach has helped us to understand in
depth how this decision-making process takes place and the differences that exist between
population groups. However, for future research it would be interesting to address this
decision-making process for each of the possible places of care options, taking into account
our multi-participant approach.

Finally, it is important to point out the importance of replicating this review in the
coming years due to the health situation caused by the COVID-19 virus, which already
has 88,828,387 confirmed cases and 1,926,625 deaths worldwide (as reported by the WHO
as of 10 January 2021) [73]. Because of this, the authors of this review believe that in
the coming years there will probably be an increase in scientific literature focused on
the elderly and their care, since this population group is the one with the highest risk of
severe complications, hospitalization, and death due to this virus [74]. Therefore, it would
be extremely interesting for our review to be replicated once there are enough primary
studies on this subject, in order to compare the experiences of the people involved in this
decision-making process, taking into account the serious health crisis we have experienced.
In doing so it would be possible to know if these experiences will continue or if a health
crisis such as the one that COVID-19 has created will have a significant influence on them.
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Limitations

One of the most important limitations in the studies reviewed is that there is a lack
of studies which focused on the experiences of professionals and other relevant people
and this limits the understanding of the phenomenon from the perspective of all those
involved.

In addjition, it is important to highlight that on certain occasions the studies reviewed
collected experiences reported by other direct participants of the process, but not by the
person who directly experienced it (experiences that have been taken into account in the
analysis), which implies a limitation in the understanding of the subjective and unique
experience of the individual.

Regarding the limitations derived from the performance of this review, it should be
taken into account that, due to the large amount of information analysed and the diversity
in which the information was collected, in order to facilitate the synthesis work we decided
to analyze the interpretations made by the authors of the included studies. However,
certain quotations have also been synthesised and extracted on some occasions, due to
their greater importance and precision for the purposes of this review.

Finally, due to the fact that the authors’ mother tongue is different from English, the
classification, analysis, and interpretation of the results was conducted in Spanish, which
has meant that the some of the experiences found have been translated and subsequently
grouped under different categories simultaneously. However, it should be noted that, in
these cases, a thorough reflexivity process has been performed to ensure consistency of the
translation of these terms.

5. Conclusions

This review highlights a wide range of experiences, positive and negative, of those
directly involved in the entire decision-making process on the place of care for the elderly.

These experiences have been studied in three main groups of the population involved:
the elderly, family members, and professionals. A subsequent classification was made in
each of these population groups, according to whether these experiences were positive or
negative.

The negative experiences were expressed in a majority way in all the population
groups studied. The number of negative experiences expressed was almost double that of
the positive experiences mentioned by the participants.

Thus, in relation to the two most important population groups in our review, the
elderly and family members, it is important to point out some aspects of interest. Within
the group of the elderly, craving for the location, having previous experiences, and feel-
ing support were the most relevant positive experiences. Conversely, the most frequent
negative experiences are fear, concern, and difficulty.

With respect to family members, the feeling of professional and informal support and
the feeling of relief were the most commonly mentioned positive experiences. While the
concern, difficulty, and conflict were the most frequently mentioned negative experiences.

An important aspect found in this review has been the existence of experiences lived
in a unique way by some of the population groups studied, as is the case of the elderly
experiencing happiness or the family members feeling a sense of duty/responsibility. These
experiences, despite being frequently commented on by these population groups, are not
even mentioned by the rest of the population groups studied.

On the contrary, another aspect of interest in our review is the experiences expressed
simultaneously by several population groups. However, these a priori common experiences,
when studied in depth, are not experienced in the same way by the different population
groups studied. This means that even though the experiences can be classified in the
same way, it is very important to know what generates and provokes these experiences,
since it varies according to the population group. Finally, we believe that more qualitative
primary studies conducted with professionals and other relevant people involved in this
decision-making process are needed, to know first-hand how they experience this process.
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Thus, achieving a much more complete theoretical corpus will facilitate the approach of the
decision-making process to the services, professionals, and those affected by the decision.
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