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Care for frail older adults in the community: an integrative review

Abstract

Odbjective: to identify scientific evidence regarding the care of frail older adults in the
community, from the perspective of the older adults themselves. Mezhod: a descriptive,
integrative review study was performed. The search for articles was carried out in the
Medline, Lilacs, Web of Science, Scopus and SciELO databases. The inclusion criteria
were complete available articles; published between 2014 and 2019; written in Portuguese,
English, Spanish or French; which had older adults as participants. Resu/ss: four categories
of analysis emerged from the results: frailty from the perspective of frail older adults;
priorities from the perspective of the older adults; the older adults’ perspectives on care by
services; and interpersonal relationships in the care of frail older adults. The perception of
the older adults has specific characteristics, has maintaining their independence as a focus
of care, signals the need to maintain interpersonal relationships, improve communication,
and for actions of health education and people-centered services. Conclusion: these points
demand the attention of care providers and policy services to improve care delivery and
provide actions that are welcomed by this public.
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Care for frail older adults

INTRODUCTION

The worldwide demographic phenomenon of
population aging is a complex and heterogeneous
process that, at an individual level, involves the
interaction of multiple aspects', including the
possibility of aging with or without frailty**. Frailty is
a polysemic, multidetermined and multidimensional
concept®” related to increased susceptibility to
unfavorable health outcomes: illness, functional
decline, falls, hospitalization and mortality”. In old
age, biomedical knowledge assumes frailty to be a
vulnerability to biopsychosocial and environmental

stressors®>>

, correlated with a decrease in functional
reserve, limitations in activities of daily living, an
increased need for care®, as well as lower satisfaction

with health and quality of life*.

Frail older adults make up the majority of those
in need of formal, informal and health service care®”.
Therefore, this syndrome is a public health concern,
as it requires integrated care?, and can be prevented
and recoverable through appropriate interventions®.
Care is a human condition that depends on the point
of view of the individual receiving it*” Furthermore,
care models centered on acute treatment are
inadequate for the frail older population, as they
usually disregard the specific configurations of this
phenomenon in the community, its support systems
and the individual involved®.

In addition, studies on this topic focus mainly
on the association between the frailty syndrome
and adverse outcomes'. Studies on the experience
of frail older adults are rare and limited*!!2
from the perspective of the population receiving
care® and at the community level”. Thus, while
fundamental, the perspective of frail older adults is
relatively unknown'®. Research that considers the
opinions, values, attitudes, understandings, and
coping strategies of frail older adults in planning
and defining resources, care and interventions in

the context of frailey>*"3

are relevant to improving
care and health care, and to adapting services and
policies to the demands of this public®'® to help

1617 Thus, the experience

achieve integrated care
of frail older adults in care is of vital importance to

improvements in care'®.
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Therefore, the present study seeks to identify the
scientific evidence regarding care for the frail older
person in the community, through the perception
of older adults via an integrative review. The article
aims to contribute to the synthesizing of evidence"

and improving the care of this population®-*'.

METHOD

To obtain a synthesis of current literature, an
integrative review was carried out. This method,
performed in a systematic, orderly and evidence-based
manner, allows the combination of several theoretical
and empirical methodologies (experimental and non-
experimental) regarding a particular phenomenon.
It starts with a guiding question, used to obtain
a comprehensive and relevant picture of health
care’”?. This integrative review was based on the
following steps: identification of the study problem;
establishment of the literature search strategy;
study selection based on inclusion and exclusion
criteria; critical reading; content evaluation and
categorization; analysis and interpretation of results;
and presentation of the review'’?’.

The guiding question was: what scientific evidence
is there about the care process for frail older adults in the
community, from the view of such individnals? The Medline,
Lilacs, Web of Science, Scopus and SciELO databases
were searched. The terms were matched with the use
of the Boolean operator “and”: frail elderly, standard of
care, culturally competent care, care; elderly, care, frailty; older
adults, care, frailty; frail older people, care; frailty, old, care.
It was decided to keep the descriptors and keywords
relevant to approximate the search to the researched
subject. The perception of frail older adults living
in the community about care was surveyed from
reading the abstracts. The survey, carried out by

three researchers, was performed in October and
November 2018 and updated in December 2019.

Inclusion criteria were: full and freely available
articles; publications from 2014 to 2019; works
in Portuguese, English, French or Spanish. The
flowchart of the article selection steps is shown in

Figure 1.
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Figure 1. Flowchart of article selection based on the Prisma model. Belo Horizonte, Minas Gerais, Brazil.

In the screening, carried out by two researchers,
articles that dealt with: validation of instruments
and protocols; prevalence, interventions/programs
and costs assessment; care models; association of
frailty with specific symptoms and studies that
dealt with the perception of the hospitalized or
institutionalized older person. Those that included
other participants, but where it was possible to
distinguish the perception of older adults person
in the community, were considered.

The selected articles were classified according
to the levels of scientific evidence as proposed by
Stetler et al.”, which comprise: level I - meta-analysis
of multiple controlled studies; level 11 - individual
experimental studies; level 111 - quasi-experimental
studies; level IV - non-experimental studies such as
descriptive correlational research, qualitative studies
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or case studies; level V - case reports and level VI -

opinion of recognized experts.

The articles were categorized by compiling: title;
authors; yeart; periodical; country; language; method;
sample; data collection and analysis procedure; key
words; objectives; recommendations; limitations
and the view of older people on care for frail older

adults living in the community.

RESULTS

After reading the 3,556 abstracts, 110 articles were
selected. After excluding the duplicate articles found
by the different search strategies, 78 articles were
found, which were read in full. Of these, 28 were

incorporated into this review. The selected articles
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were all written in English (n=28); mainly from
Europe (n=25). Fourteen articles exclusively studied
the perception of older adults, and 15 publications
included other participants.

Regarding the measurement of frailty, five
articles used the Clinical Frailty Scale''>**?*, four
used the Frailty Phenotype'**2>%¢ three used
the Tilburg Frailty Indicator”?, two used the
Comprehensive Frailty Assessment Instrument'",
tive defined frailty without an instrument or objective
measurement*'*** one article used Prisma-7° and
one the Edmonton Frailty Scale*. Of these, in two

1423 there was the combination of more than

articles
one instrument. In nine articles, the measurement

of frailty was not explicit'®#5.

The evaluated articles predominantly had an
evidence level of IV (27 articles), being qualitative,
descriptive and cross-sectional studies, and one
article corresponded to level 111, quasi-experimental.
Thus, the evidence level of the articles incorporated
in this review is considered reasonable. Among

the selected articles, 75% (0n=21) used qualitative
methodologies, listed in Chart 1. Of these,
90.48% used an interview as an instrument for
data collection; one article used observational data
and seven used a focus group. Explicitly thematic
analysis and category coding was the most recurrent
type of analysis (n=12), and the Nvivo (n=7) software
package was the most used in these qualitative
analyzes, followed by Atlas Ti (n=3).

The use of quantitative methodologies represented
17.86% (n=>5) of the articles, as summarized in
Chart 2. In general, the authors of these articles
used questionnaires, health screening instruments
and scales to collect data. Four studies were cross-
sectional and one quasi-experimental. The SPSS
software package was the statistical analysis tool
mentioned in all the studies analyzed.

Of the quantitative-qualitative articles (n=2), one
collected data on the association of interviews and
health screening instruments and one used a semi-
structured questionnaire, listed in Chart 3.

Chart 1. Qualitative articles analyzed, 2014-2019. Belo Horizonte, Minas Gerais, 2019.

Objective No.of | Sex Mean
older age
adults

Explore the influences on care preferences of frail older adults with recent acute 17 10W and | 84

illnesses®. ™

Explore the experiences of frail older adults with depression and anxiety and their views | 28 19W and | 80,71

on seeking help and ways in which services can be adapted to better meet theit needs. M

Explore opinions to determine whether there are effective daily strategies that can | 9 6Wand | 73-89

be adopted to reduce, reverse or prevent frailty*. 3M

Explore how slightly frail older people perceive health promotion and the factors 16 13Wand | 80

that affect behavior change®. 3M

Explore health, health management and behavioral factors that contribute to 21 19W and | 58-96

enabling high-risk patients to avoid unplanned hospitalizations™. 12M

Investigate how people have managed to remain resilient as they age in remote 14 Not 61-80

places, despite the gap in formal support services”. reporter

Explore the perceptions of behaviors undertaken by older adults with mild frailty | 14 8Wand | 75-94

and the components for new health promotion services at home*. 6M

Contrast the frail experiences of older adults with the perceptions of others about | 15 7Wand | 86

existential loneliness®. 8M

To explore how frail older patients experience daily life one week after discharge 14 7Wand | 80.6

from acute hospitalization®. ™

Explore the perceptions of older adults about frailty and their beliefs about its 29 17W and | 66-98

progression and consequences'’. 12M

to be continued
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Continuation of Table 1

Objective No.of | Sex Mean
older age
adults

Explore access to health and social care services for frail older adults to determine | 9 Not >2

the prospect of developing morte accessible services™. teported

Explore the experiences, understandings, meanings and malleability of frailty for | 25 16Wand | >2

individuals; and desctibe the development of viable interventions in clinical practice®. IM

Explore how older people with complex health problems experience frailty in their | 10 7Wand | 84

daily lives™. ™

Examine petceptions and knowledge about frailty among older adults™. 29 21Wand | 76.3

8M

Describe how existential loneliness was narrated by frail older adults®. 22 10W and | 76-101

12M

Examine how older people deal with frailty in a transitional care program and 20 13Wand | 80

discuss the implications for improving service delivery'. ™

Explore how older people living in disadvantaged neighborhoods deal with aging | 20 13Wand | 72.5

issues®. ™

To investigate the concept of perceived control related to health care from the 32 19Wand | 65-84 =

point of view of frail older adults'. 13M 17 285

=15

Explore the experience of frail older people and case managers in a complex case 14 10W and | 83

management intervention*'. 4AM

Develop an interpretative structure based on older adults’ understanding of 91 68Wand | 80.8

independence and autonomy for receiving specialized care®. 23M

Explore the experience of meaning in life, as well as the loss of meaning for 56 34Wand | 79.3

socially frail older adults®. 22M

W = women and M = men; * or age range, in years.

Chart 2. Qualitative articles analyzed, 2014-2019. Belo Horizonte, Minas Gerais, 2019.

" No. of older
Objective adults Sex Average age
Examine whether the perspectives of frail older adults living in the
community on the quality of primary care according to the dimensions 464 336W and 94
of the Chronic Care Model are associated with the productivity of 128M '
patient-professional intetactions”.
Examine loneliness, health-related quality of life and health complaints
. . L 102W and
regarding the use of outpatient health care among older adults living at 153 81.5
2 51M
home”.
Analyze the explanatory power of the variables that measure health
. . . 89W and
strengthening factors for self-rated health among frail older adults living | 161 7OM 82
in the community*.
Describe care needs perceived as met and not met by frail older adults
. . ; o . 760W and
using a multidimensional assessment tool and explore associations with 1,137 80.5
. . L 377M
sociodemographic and health-related characteristics®.
Examine the health needs of older residents in the community living in
Porto, Portugal, diagnosed with moderate or severe dementia, associated 55M and
. . .. L . 83 79.95
with functional dependence, cognitive decline, limitations in activities 28H
of daily living and levels of frailty*.

W = women and M = men; * or age range, in years.
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Chart 3. Quantitative-qualitative articles analyzed, 2014-2019. Belo Horizonte, Minas Gerais, 2019.

Objective No. of older | Sex Average age
adults
Obtain insights into the lived experiences of frailty among older people 121 76W and 788
to determine which forces can balance the deficits that affect frailty™. 45M '
Identify the risks that could threaten the independent life of frail older 22W and
P 29 83.6
adults®. ™

W = women and M = men; * or age range, in years.

DISCUSSION

In response to the guiding question: “what scientific
evidence is there about the care process for frail older adults
in the commmunity, from the view of such individuals”, it was
noted that the literature covers different areas and
dimensions of care. Self-, family, community, social
and intersectoral care is addressed. The results were
organized into four categories of analysis: frailty from
the perception of the frail older person; priorities
from the perception of older adults; perspectives of
older adults regarding care services; interpersonal
relationships in care for frail older adults.

Frailty from the perception of the frail older person

This category addresses how older adults perceive
frailty. The older adults’ view of frailty is recurrent
as a negative, harmful, rejected and associated
label, with worsening health conditions, reduced
patticipation and increased stigmatization'->*2, A
qualitative study on the perception and attitude of
older adults towards frailty identified a discrepancy
between operationalization in clinical contexts and
the understanding of older adults'. Older adults did
not identify themselves as frail even when they met
the objective diagnostic criteria, and this classification
did not always coincide with a feeling of frailty'.
For older adults, frailty was identified based on
health levels and participation in physical and social
activities, resulting from isolated events, temporary
disabilities, old age and physical limitations'".

Frailty was described as a negative physical and
psychological condition, close to disability, and
reflective of common stereotypes of old age''. For
many older adults, frailty was inevitable, permanent
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and irreversible due to aging, and composed not only
of physical elements proposed in the phenotypic
definition, but also mental and psychological
aspects®. Thus, for older adults, changes in health
could be the cause or result of self-identification as
frail, so that the diagnosis was not only information,
but also a determinant for their health". The most
frail participants accepted the diagnosis more easily,
as they lived with more symptoms than less frail
individuals®. Even among frail older adults, there
is a preference not to use the term to describe their
health condition, so programs should innovate to
find a form of communication that is acceptable®
and pay attention to the negative effects of the label
of frail for this population®.

It was also found in literature*>'" that the
malleability of frailty is little known among older
adults, requiring health education to raise awareness
of the reversibility of frailty and modify health
behaviors. Older adults, who live in deprived
neighborhoods, seemed to be resourceful when
dealing with adversities, and were happy with their
abilities. This behavior, for the authors, could mask
deficits in knowledge, revealing the potential of
health education to tackle the difficulties related
to aging®.

Another study addresses the understanding
of frailty by older adults as a dynamic state that
combines factors of balance within the scope of the
individual, the environment and macrosocial factors,
which influence the maintenance of a good quality
of life!®. Therefore, control in the area of health
is multidimensional, and external factors are just
as important as the active attitudes and cognitive
processes used by the subjects themselves'. In
contrast, there are also reports that being frail can
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facilitate obtaining assistance, care, support and
benefits from others, and may function as a means
to seeking improvements in cate and services'.

Priorities from the perception of older adults

Identifying evidence of the priorities perceived
by older adults is important™. This category shows
the interest of frail older adults in remaining
at home®® and as independent as possible, with
autonomy, quality of life and the ability to deal
with daily activities**®. From the perspective of
older adults, declining physical health is revealed
as an accepted aspect of the aging process™*’, with
the condition of remaining independent and not
disturbing others®. Preserving their capacity for
self-care, remaining active social networks, not
feeling lonely, manifesting fewer symptoms, as well
as maintaining their autonomy, participation in the
community and accessing essential services, are
listed as priorities™!*2%.

Even the most frail older adults display
engagement in daily activities as a subsidy for
building resilience against frailty’. The petspective
of frail older adults also demonstrates the experience
of anxiety, insecurity, uncertainty and fear regarding
frailty, when daily life becomes precarious and
challenging'®*. Thus, the sense of control is reduced,
and individuals seek support to adapt to their new
levels of frailty", to maintain their independence

and the continuance of their personality™.

Studies have shown that many frail older adults
are reluctant to ask for help or support from their
social network for fear of disturbing others or
concluding that receiving help is impossible®. After
experiencing an acute illness, the desire remains to
remain independent, to ‘return to normal’ and, if
necessary, to find one’s new normal according to

eferences in one’s own social context**.
ref i ’ 1al text?

From this perspective, priorities from the
perspective of the frail older person are not only
medical problems, but also include factors that
support the maintenance of the ability to take care
of oneself"*. Through a logistic regression, in the
bivariate analysis, frail older adults who were satistied
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with their ability to take care of themselves were
about eight times more likely to rate their health as
good than those who were not satisfied with their
ability to cate for themselves®.

Among the factors that modulate the perception
of control of health care among older adults,
the following stand out: self-confidence in the
organization of professional and/or informal care and
in health management in the home environment; the
clarity of the care available; as well as the perceived
support of the individual’s social network, health
professionals, health organizations, infrastructure
and services'*. In contrast, a lack of interest in self-
care can be a consequence of the loss of skills,
causing expectations to be lowered in this area'. The
petception of impaired independence is associated
with the clarification of its different dimensions:

relative, special and social®.

Perspectives of older adults regarding care services

From the perspectives of frail older adults living in
the community, important points can be made about
the care provided by health services, indicating the
need for mote heterogeneous responses'®. The atticles
reviewed highlight the focus on the independence
of the frail older person, person-centered care and
personalized assistance on topics important to the
daily life of each individual to maintain their autonomy,

despite their disabilities'>'®*%

. The integration of
services to minimize fragmentation in the provision
of services, improve communication, socialization
and mobility are necessary'>'®***, Emotional aspects
to produce comfort and well-being; the adoption
of psychosocial and spiritual approaches; and the
assessment of care needs and comprehensive geriatric

assessments are also essential®*.

The multidimensional concept of frailty requires
that the subjective perspectives of older adults be
considered. One article highlights the salutogenic
approach in care planning as beneficial to frail older
adults, based on the narratives of this population
group about their daily life, in order to support the
individual in their living context, allowing them
to remain in their social network and to maintain

satisfaction with their ability to manage everyday life”.




Care for frail older adults

Frail older adults need a wide range of services
over a long period of time due to the complex
health situation and changes they expetience™. In
Poland, the perspective of frail older adults revealed
the inadequacy of services for the needs of this
population. Among the difficulties encountered
when accessing health and social care were: the lack
of knowledge about the existence of some services;
shortages in the provision of care, lengthy waiting
times and the geographical location of the services;
the lack of an adequate and trained professional in
the area of older adult health, the low operational
level for the most vulnerable people, among others™.

The screening of frail older patients by
health services must be accompanied by support
interventions for older adults and their caregivers®. In
primary care, studies have shown the need to invest
in the interaction between patients and professionals
to improve the quality of care”. In this context, the
perception of the demand for care provides important
information about the real care needs of frail older
adults - however, more attention is often paid to
physical and environmental issues than those in
the psychosocial domain®. In the United Kingdom,
older people evaluated the care received positively,
affirmed their confidence in and the continuity of
health care to avoid unplanned hospitalization by
including medication, physical aids, adaptations to
the home, the adoption of a healthy lifestyle and
psychosocial practices™.

Scientific evidence suggests that interventions
should focus on the multidimensional perspectives
of frail older adults discharged from hospital, be
cautious during transition care and reorganize the
integration between the primary and secondary care
sectors®. The involvement of the frail older person
in their care, in decision making, in the transition
of care from the hospital to the home requires
improving communication and information®.
For patients, the type and amount of help, access
to and administration of medications, failures
in communication, fear of being sick alone and
concerns about activities of daily living are relevant®.
In transition care, the desire also emerges that the
care is individualized, integrated, centered on the
needs of the client, with the patient’s involvement
in decision-making so that they feel supported when
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dealing with increased levels of frailty'®. Conversely,
it can be seen that the transition of care can be
impaired due to fragmentation in the provision of
services, the loss of control over the process in a
scenario of reduced functionality, adaptation and
uncertainties surrounding future support'®.

For frail older adults, satisfaction with the ability
to take care of oneself, having ten or less symptoms
and not feeling lonely, had the best explanatory
power for the frail experiences of older adults in
good health due to the possibility of managing and
maintaining their daily lives.”. Frail older adults with
more limitations report more need of care, whether
received or not received, in all domains. One study
found that a younger age and a higher educational
level were associated with the presence of unmet
needs, a presumed cohort effect as this population is
likely to have a higher expectation of health services®.

Interpersonal relationships in care for frail older odults

This category introduces the various relational
aspects that modulate the care of the frail older
person in the community. Interpersonal relationships,
social contact, intervention in community contexts
were particularly valued by this group!*?**?1-3>-3¢
as fundamental for prevention, adherence to

interventions and the reduction of frailty®.

Having a goal in life, feeling useful and remaining
socially active can lead to fewer medical interventions
—a perspective desired by this public®. The studies
highlighted the importance of being interested in
the experiences of frail older adults; offering home
visits, listening and providing psychosocial support
in the community*; and recognizing the incidence of
anxiety and deptession in this population™. Similarly,
another study maintains that the family support
network, relatives, neighbors and friends reduced
anxiety, hospitalization, and were recognized as
fundamental to well-being®. There is a correlation
between social support and resilience, contributing
to a better quality of life for older adults™*". Social
and community life is expressed as a possibility
for compensating for losses*. Likewise, social
ties with family members, neighbors, caregivers,
local authorities emerge as an important source of
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meaning”. The social roles played by older adults
and their social networks change over time, with
frail older adults tending to maintain a small network
because of the difficulty of establishing a new
network due to frailty and being selective in the
search for relationships™.

Another factor is to recognize loneliness as a
potential clinical problem for the frail older adult,
who uses health services more often®. One study
addresses the perception of frail older adults
about existential loneliness based on the Emmy
van Deurzen theoretical model. In this model the
life of older adults is characterized by waiting,
experiencing different loss processes: in their social
environment, social roles, and in their body, among
others®. In this article, the scientific evidence on
the care process for the frail older adult indicates
that, in the older person’s view, being connected
through social relationships does not mean a great
number of contacts, but rather deep conversations
about significant issues, while, on the other hand,
a feeling of existential loneliness arises when the
choices made distegard the opinions of older adults™.
Similarly, the literature recognizes that a feeling of
depersonalization can occur when older people are
not involved in decisions?.

Another study shows that the significant union
with relatives, friends and the health team (through
person-centered care), as well as the experience of
living a meaningful life and of having their feelings
recognized, relieve existential loneliness and
contribute to the process of care®. The prevalence
of feelings of loneliness in the frail older population
is similar to that of other older adults. However,
more frail and lonelier older adults had worse general
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physical and psychosocial health conditions and used
health services more than non-lonely individuals®.

The meanings of life for frail older adults may
still be within the scope of their different needs. In
the light of Derkx’s theoretical model, the needs for
the frail older person were: to continue their daily
activities, to have a purpose for the future, to pursue
hobbies, to maintain a connection with their children
and grandchildren; to evaluate their way of life as
morally worthy; to maintain the level of control and
autonomy in their lives; to value themselves, to be
recognized and respected by others; to realize the
continuity of their identity; to maintain a connection
to relatives and friends as a support to others despite
being frail, or a connection in the spiritual realm;
feelings of excitement through transcendence via
art, culture, nature and the events of life’’. Thus,
the loss or scarcity of meaning manifests itself as a
result of aging or a restricted connection network,
which may occur due to a lack of purpose, coherence
or connection, thus, the importance of the social
environment is evident in maintaining the meaning
of life®. The results and discussion are summarized
in Figure 2.

Limitations of the present review include the fact
that it does not address the perspectives of other
actors involved in the care settings for frail older
adults in the community. However, it contributes
to considerations of the point of view of frail older
adults, which is little known'""® when planning health
actions and public policies aimed at such individuals.
Thus, considering the psychosocial needs of frail
older adults® provides insights into the risks that this
population group perceives as a priority™ and their
coping strategies*.
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Source: Prepared by the authors.

Figure 2. Scientific evidence about the process of care of frail older adults residing in the community, from the
perspective of the older adults. Belo Horizonte, Minas Gerais, 2019.

CONCLUSION

In this review, most studies revealed frailty from
the perspective of older adults with various specific
characteristics, ranging from clinical operations to
influence in care. Frailty appears as a predominantly
negative label for the frail older person with little
perception of reversibility. Scientific evidence on
care from the perspective of the frail older person
in the community shows that the focus of care
is to maintain their capacity, functionality and
participation in decisions. However, this condition
also depends on the availability of the support
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network, community resources and public policies.
Thus, the comprehensive care model, support for
older adults and their caregivers is necessary to
increase assistance for aging with more support and

security for the longest possible time.

The review revealed that services need to offer
personalized, person-centered assistance, which also
includes psychosocial aspects and the narratives and
life contexts of the older adults, with special attention
to transition care and preventing loneliness among
frail older adults. It was also observed that, for the

frail older person in the community, it is necessary
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to improve communication, considering the choices
based on the interests of this public. Thus, attention
should be paid to the fact that the meaning of life
for this population also focuses on communication,
and so an ethical posture in caring for the frail older

person involves listening to such individuals.

The articles examined in this study reflected
the lack of consensus regarding the measurement
of frailty. The publications are concentrated in
developed countries which have been experiencing
the aging process for a longer time, thus focusing
on the greater challenges in developing counttries.
The demand for care for the frail older population
is emphasized in the articles that comprised this

review, an increasingly important perspective in the
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