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Abstract

Background: Many community-dwelling older adults (CDOAS) experiencing a noticeable decline in cognitive
ability may have mild cognitive impairment (MCI). It is important for health-care providers working in
dementia care and public health policy to understand local environments, including neighborhoods, because
older adults move between their own homes, friends’ homes, family members’ homes, shops, and various
formal care environments. Little is known about how much citizens and neighbors support CDOAs, such as by
alerting health-care professionals about needs for further support to optimize their health, safety, and quality of
life at home. Aims: This review sought to identify and analyze publications examining the barriers to and
facilitators of the detection and handling of behavioral problems in CDOAs with probable MCI or mild-to-
moderate dementia (as recognized by citizens, neighbors, and informal caregivers) and how health-care systems
deal with them. Methods: Existing publications were searched for in seven electronic databases with no date
limitations, from their inception until October 31, 2020. An additional search was conducted in Google Scholar.
Results: 3’810 records of all sorts, publication dates, and languages were identified. Only two studies were
retained for review. Analysis of the literature failed to identify the profiles of the citizens, neighbors, and
informal caregivers who are among the first in the community to be exposed to older adults’ behavioral
problems. Conclusion: No studies to date seem to have explored how citizens, neighbors, and non-family
informal caregivers are exposed to and deal with the behavioral problems presented by CDOAs. Because older
adults living alone in their own homes are frequently quite isolated, community life can become a determining
factor in the process of detecting and orienting older adults presenting with MCI or mild-to-moderate dementia.
As a result, it seems necessary and urgent to promote research in this field.

Keywords: Mild cognitive impairment, community-dwelling older adults, behavioral problems, local environments,
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Introduction . . o
The increasing number of cognitively impaired older adults ~ Million new cases [2]. The total number of people with dementia is

living in their own homes is arapidly growing, global public health projected to reach 82 million in 2030 and 152 million in 2050 [3]. The
problem [1]. Worldwide, there are currently more than 50 million relationship between aging and dementia has been well demonstrated
people with mild/moderate/major neurocognitive disorders(diagn- [4]. The detection of early symptoms of cognitive impairment among
-osed and undiagnosed dementia). Every year, there are nearly 10 older adult populations is recommended as early aspossible [5].
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Several definitions and classifications have been applied to early
cognitive impairment over the years. Mild cognitive impairment
(MCI) is currently the mostcommonly used concept and term [6,7].
Thus, this review uses the term MCI and focuses on MCI, the
progression from MCI to dementia, and ondementia.

Many community-dwelling older adults (CDOASs) who can still
carry out their activities of daily living but present with a noticeable
decline in cognitive ability may have MCI [8]. MCI is classified
into amnestic and non-amnestic types, which each have two
subtypes: single domain and multiple domain [9]. In amnestic MCI
the memory loss is the predominant symptom and is associated with
a high risk of conversion to Alzheimer’s disease [10]. Individuals
with non-amnestic MCI have impairments in domains other than
memory (language or executive function, disturbances of
attention/concentration, information processing and psychomotor
speed) and have a higher risk of conversion to other forms of
dementia, such as diffuse Lewy body dementia [11]. Multiple-
domain MCI denotes a greater extent of disease than singledomain
MCI and is more frequent [12-14]. Amnestic MCI is about twice as
common as non-amnestic MCI [15]. Prevalence estimates for MCI
among CDOAs are as high as 22% for those aged 71 years and
older, with prevalence among older adults cared for in memory
clinics estimated at nearly 40% [16]. Progression to any form of
dementiamay occur at a rate 3 to 5 times higher among older adults
with MCI than among those with normal cognition, which itself
progressesat an annual rate of 12% in the general populationand up
to 20% in high-risk populations [6]. As a transitional stage of early
cognitive impairment, much attention has focused on identifying
modifiable and unmodifiable risk factors to prevent or delay the
progression from MCI to dementia. The early detection of MCI
among CDOAs could be a crucial factor in helping them to remain
in their own homes for as long as possible, and this would require
follow-up treatment and care for the underlying causes of their
behavioral changes and optimal referral to health-care professionals
[17].

Most people with MCI live in the community with family;
however, a significant proportion lives at home alone [18]. Given
the typically progressive nature of cognitive impairment-the
hallmark of MCI and mild dementia-older adults living in the
community face many challenges, whether they live alone or with
their family. Living in the community can be beneficial for people
with MCI because some will probably have to cope with their
deteriorating cognitive function alone at home [19]. Behavioraland
psychological symptoms (BPS) may occur in MCI as well as any
form of dementia [18-20]. The onset and clinical manifestations of
the BPS associated with MCI and dementia are heterogeneous: they
can be affective, psychotic, or behavioral [21, 22]. Affective BPS
refer to anxiety, depression, emotionalism, irritability, or elation;
psychotic BPS referto delusions, hallucinations, and misidentificat-
-ion syndromes; and behavioral BPS refer to aggressiveness, eating
disorders, agitation, wandering, and hoarding. BPS are among the

most harmful features of dementia and reach a five-year prevalence
above 90% [21]. BPS also lead to individual suffering and dramatically
increase caregiver burden for both health-care professionals and
informal caregivers. They are thus often a reason for institutionalization
[23]. The etiopathogenesis of BPS is complex, with numerous
biological triggers interacting with psychological stress, personal
predisposition, and social aspects such as living environment [24-26].
The various combinations of these cognitive changes make living
independently complicated and risky [27]. Diagnosing cognitive
impairment is less likely among CDOAs although dementia-related
memory loss and behavior can significantly affect their independence
[28, 29].

Local environments, including neighborhoods, are important to
know for health-care providers working in dementia care and public
health policy because older adults move between their own homes,
friends’ homes, family members’ homes, shops, and various formal
care environments. Neighborhood support is often considered crucial
for enabling people to remain independent and active as they age [30,
31]. The early detection of behavioral changes among CDOAS,
secondary to acute onset delirium or to BPS, is an essential determinant
of rapid care enabling the elderly to remain at home [32,33].

Numerous studies highlight how individuals with dementia strive
not to make mistakesto avoid being placed in a nursing home [34, 35].
Others change their routines to minimize the risks associated with
cooking and cleaning their homes [18, 36]. The desire to keepcognitive
impairment hidden increases the difficulty of identifying those who can
no longer cope independently [18, 37]. Secrecy raises the risks of some
patients becoming invisible within their community, a subgroup hidden
from their fellow citizens. Some older adults have limited or no support
and are more likely to be isolated from formal sources of support,
including health-care [37]. As a result, friends and neighbors often
become informal caregivers. Thus, they are the first to recognize the
onset of behavioral changes. Home health-care services staff may not be
aware of changes or may miss any deterioration in the health of the
people they visit[38,39].

Little is known about how much citizens and neighbors support
CDOAs, such as by alerting health-care professionals for further
support to optimize their health, safety, and quality of life at home [40].
One study found that outcome-focused care interventions improved the
subjective well-being of people with dementia living alone [18, 41, 42].
Outcome-focused services were those that met the goals, aspirations, or
priorities of the older adults using those services. However, optimizing
health and providing care interventions for people with dementia are
complex activities. Although there is extensive information about
home-based dementia care, information about the implementation of
care in situations where older adults are living alone is still limited
[43]. Therefore, our review seeks to identify the challenges facing older
adults with MCI or mild-to-moderate dementia who live alone and to
explore some of the practical implications for community dementia
care.

Health Education and Public



Health Educ Public Health 2020, 4:1

362

Aims and Objectives of the Review

This review sought to identify and analyze publications
examining the barriers to and facilitators of the detection and
handling of behavioral problems in CDOAs with probable MCI or
mild-to-moderate dementia, as recognized by citizens, neighbors,
and informal caregivers and how the health-care system deals with
them.

Research questions

. Which citizens, neighbors, and informalcaregiversreport
on CDOAs’ challengingbehaviors?

. Do they reporton CDOAs’ abnormalbehaviors or
behavioralchanges?

. Whatkindof informationdo theyreport?

. To whom do they report the presence of abnormal behavior
or behavioralchange?

Methods
Design

An overview of existing publications was conducted. The
following components guided the review: populations, concepts,
and the contexts of the documentary search (44).

Populations
. Cognitively impaired community-dwellingolderadults
(CDOAS)

. Patients with mild cognitive impairment (MCI) or mild-to-
moderatedementia

. Informal  caregivers, citizens, neighbors, emergency
responders, administrative personnel, workers, policy
makers

Concepts

. Behavioral changes, abnormal behaviors, challenging
behaviors

. Behavioral andpsychological symptoms(BPS)

Contexts

. Older adults living inthecommunity

o Livingin an apartmentor house, with or without support
from social andhealth-careservices

Inclusion/exclusion criteria

Inclusion Criteria Exclusion Criteria

. Community context e Intra-hospital or

e Adults aged 65 years ormore institutional

context (homes,

Mil nitive impairment (MCI
. ild cognitive impairment (MCI) protected
or mild-to-moderate dementia
apartments,

- - nursing homes)
. Behavioral and psychological

symptoms and signs (BPS)

Outcomes of interest

. Profiles of the individuals reporting older adults’ challenging
behaviors

. Barriers to and facilitators of the detection and handling of
behavioral problems in older adults, as expressed by citizens,
neighbors, and informal caregivers, and how health-care
systems dealwiththem

. Difficultiesand needsexpressed by the reporters

. Information channels used for dealingwith an older adult with
cognitive or behavioralproblems
. Interventions andaddedvalue

. Recommendationsfor research, training,and practice

Literature Search Strategy

We conducted a review of published articles in the following
electronic databases, from their inception until October 31, 2020:
PubMed (from 1996), Web of Science Core Collection (WOS) (from
1900), the Francophone Public Health Database (Banque de données
francophone en santé publique, BDSP) (from 1993 to 2019), the
PASCAL and FRANCIS bibliographic databases (from 1972 to 2015),
SocINDEX — EBSCO (from 1895), ProQuest Dissertations & Theses
A&l (from 1939) and DART-Europe E-theses Portal (from 2005). An
additional search was conducted in Google Scholar.

Types of publications
Quantitative and qualitative publications, mixed-methods studies,
editorials, letters to editors, congress abstracts.

Language
No restriction.

Period
No restriction.

Concept keywords
Concepts Synonyms
. Informal/family e  Emergency responders, administrative
caregiver personnel, workers, citizens,neighbors,
policy makers
e  Cognitively e Dementia, mild cognitive impairment,
impaired behavioral and psychological symptoms
community- and signs (BPS), changing behavior,
dwelling older challenging behavior, abnormal behavior,
adults mental disorders, cognitive defects,
neurocognitive disorders
e Community e Public health, community health,
neighborhood

Search equation
The subject headings and keywords (title/abstract) used in the search
equations in the different databases are described in the annex.
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Result

A total of 3’810 potentially relevant records were identified
through our database literature search carried out between
October 9 and October 21, 2020. After screening the records
by examining their titles and abstracts, 3’790 were excluded,
and 20 studies were retained to be read in their entirety. In
the end, only 2 studies met our search criteria and were
retained for review (Figure 1).

Records identified through database searches
(Total n « 3'810) ‘

Additcnal recoeds identified
PubMed n = 1002 ugh oth
(o =0}

Web of Scence n = 1'104

Identification

BOSP n = 635
PASCAL and FRANCIS 1 = 697
SOCINDEX-EBSCO m = 220

ProQuest Dissertations & Theses ALin =80

DART-Europe E-theses Portaln =72

> Records excluded
(n = 3790}

in = 3810}

\
[

—
» .
s
§ Fuli-text articles assessed Full-text articles excluded
- for elgiblity —g (n=15)
n=20)
==L
§ Studies inchuded in the
renew
g in=2)

Figure 1: Flow chart summarizing the results of the research
strategy, based on the recommendations of the PRISMA
extension for scoping reviews (2018) (45).

However, our analysis of existing literature failed to identify
the profiles of the citizens, neighbors, and informal
caregivers who are among the first in the community to be
exposed to older adults’ behavioral problems. It also proved
impossible to identify the factors hindering or facilitating
these people when they are trying to detect symptoms,
manage disorders, and orient CDOAs presenting with MCI or
mild-to-moderate dementia. Finally, the difficulties and
needs expressed by these community actors in such
situations, the intervention strategies that can be put in place
to help them, as well as which information channels could or
should be used to orient CDOASs through health-care systems
have yet to be explored.

The two selected studies did give some useful insights. The
transversal descriptive survey by Streams et al. (46), carried
out in 2003 in Kentucky (USA), aimed to examine the
incidents that caused informal caregivers (n = 416) to ask for
a diagnostic assessment of their family member in a memory
clinic. They managed to identify 903 different incidents that
were suggestive of potential problems. The survey also
aimed to identify the caregivers who first suggested those
assessments.

Almost half of the informal caregivers who identified specific
changes in the older adults in their care underlined that there was
a combination of incidents rather than just one. Indeed, 85% of
informal caregivers identified at least one cognitive change,
whereas 40% identified at least one personality or behavioral
change. Among cognitive disorders, memory loss was the most
frequently noted trigger incident (45% of cognitive changes),
followed by disorientation (11%). Among personality and
behavioral changes, the most frequently noted trigger incidents
were symptoms of depression (12%), violence and attitude
problems (11%), a lack of personal initiative (11%), paranoia and
delirium (11%), and a drop-off in personal hygiene and
cleanliness (11%). The study found that it was family caregivers
themselves (35%) who most frequently oriented older adults
towards memory care practices, followed by attending physicians
(31%), other family members (19%), specialist physicians (10%),
non-physician health-care professionals (4%), and other people
neither family nor involved in health-care (4%). In only 3% of
cases, it was the older adults themselves. It is interesting to note
that cognitive disorders were more frequently identified by others
than behavioral changes and that 4% of cases were reported by
people who were neither a family member nor a health-care
professional.

The qualitative study by Peterson et al. (47), carried out in
2016 in California (USA), aimed to understand the family
caregivers’ perspectives (N = 27) by using semi-structured
interviews about the trigger incidents, which caused them to seek
out more information, the obstacles they encountered, their
training needs, and their preferences with regards to information
channels. Seventeen of those family caregivers had difficulties
identifying a specific trigger incident. They reported that they
became increasingly conscious that something “wasn’t quite
right” and that this prompted them to seek out more information
and ask for a medical assessment. For the nine other family
caregivers, the trigger incidents were memory loss, cognitive
decline, problematic behavioral symptoms, or diminished
functional capacity. The difficulties in finding pertinent
information frequently resulted in a lack of knowledge about what
they were dealing with rather than any reticence to take on the
role of family caregiver. The majority of family caregivers
reported having enough information at their disposal. They were
prepared to use numerous sources of information (printed
documentation, internet and community resources, and speaking
to health-care professionals). However, most family caregivers
insisted on the importance of their information channels being
valid and reliable sources, notably, being recommended by an
attending physician. This study revealed several interesting issues
because it recommended that community-based training programs
be organized to help family caregivers identify and describe the
various cognitive, functional, and behavioral symptoms they
encounter at an early stage.

Although these two papers present findings and
recommendations for the family caregivers of older adults
presenting with MCI or mild-to-moderate dementia, we conclude
that their diverse elements could be transferred to other key actors
in the community (citizens, neighbors, informal caregivers).

DISCUSSION AND CONCLUSION

Our analysis of the existing literature identified no studies that
fully matched or addressed particular our field of interest. The
only two studies coming close to our research aim enabled only a
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partial identification of the key civil society actors who are
the first to be exposed to incidents suggestive of MCI or
mild-to-moderate dementia in a CDOA. Both the studies
selected dealt mainly with close family caregivers. To the
best of our knowledge, no studies to date have explored how
citizens, neighbors, and non-family informal caregivers are
exposed to and deal with the behavioral problems presented
by CDOAs. However, because older adults living alone in
their own homes are frequently quite isolated, community life
can become a determining factor in the process of detecting
and orienting older adults presenting with MCI or mild-to-
moderate dementia. The early identification of behavioral
problems helps to ensure a rapid initiation of care. Early
treatment management enables not only effective treatment of
the underlying causes of these changes by health-care
professionals but also the possibility of home care and fewer
of the unnecessary hospitalizations that can be harmful to the
older adult and to health-care system budgets. As a result, it
seems necessary and urgent to promote research in this field
and a search for health-care promotion strategies that raise
awareness of the issues at stake.

In order to identify the key civil society actors who are

among the first to recognize MCI or mild-to-moderate dementia
through their interactions with CDOAs, it will be necessary to
carry out exploratory, longitudinal studies on this topic. Public
health authorities will subsequently be able to develop
intervention strategies based on these studies. It is essential to be
able to identify the difficulties and needs described by the key
actors in society who are among the first to detect symptoms,
manage treatments, and orient CDOAs with behavioral problems
along the right pathways. This will help to develop public
education or training initiatives to improve the public’s
knowledge and capacity to respond. Finally, the ability of key
societal actors to detect and respond early enough to CDOAs’
could have a positive effect on professional health-care responses,
through the fast, efficient implementation of optimal care. This
will favor more home care for older adults, lead to fewer
hospitalizations or institutionalizations, and reduce the number of
unnecessary interventions, thus saving on health-care costs.
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ANNEX

Search equations

("Aged"[Mesh] OR elder*[tiab] OR eldest[tiab] OR "old age*"[tiab] OR "older people"[tiab] OR "older
subject*"[tiab] OR "older age*"[tiab] OR "older adult*"[tiab] OR "older man"[tiab] OR "older men"[tiab] OR
"older woman"[tiab] OR "older women"[tiab] OR "older population*"[tiab] OR "older person*"[tiab] OR
aging[tiab] OR ageing[tiab] OR senior*[tiab] OR "late life"[tiab] OR "oldest old*"[tiab] OR "very old*"[tiab])
AND ("Cognitive Dysfunction"[Mesh:NoExp] OR "Memory Disorders"[Mesh] OR "Cognition Disorders"[Mesh]
OR "cognitive impair*"[tiab] OR "cognitive decline*"[tiab] OR "cognitive loss"[tiab] OR "memory
disorder*"[tiab] OR "memory loss"[tiab] OR "Cognitive Dysfunction*"[tiab] OR "Mild Neurocognitive
Disorder*"[tiab] OR "Mental Deterioration*"[tiab] OR "cognition disorder*"[tiab] OR "cognitive change*"[tiab])
AND ("Social Behavior Disorders"[Mesh:NoExp] OR "behavior disorder*"[tiab] OR "behaviour disorder*"[tiab]
OR "behavioral disorder*"[tiab] OR "behavioural disorder*"[tiab] OR "challenging behav*"[tiab] OR
"behavioural change*"[tiab] OR "behavioral change*"[tiab] OR "behavior change*"[tiab] OR "behaviour

TS=((elder* OR eldest OR "old age*" OR "older people™ OR "older subject*" OR "older age*" OR "older adult*"
OR "older man" OR "older men" OR "older woman" OR "older women" OR "older population*" OR "older
person*" OR aging OR ageing OR senior* OR "late life" OR "oldest old*" OR "very old*") AND ("cognitive
impair*" OR "cognitive decline*" OR "cognitive loss" OR "memory disorder*" OR "memory loss" OR "Cognitive
Dysfunction*" OR "Mild Neurocognitive Disorder*" OR "Mental Deterioration*" OR "cognition disorder*" OR
"cognitive change*") AND (“behavior disorder*" OR "behaviour disorder*" OR "behavioral disorder*" OR

"behavioural disorder*" OR "challenging behav*" OR "behavioural change*" OR "behavioral change*" OR

Database Equation
PubMed
change*"[tiab])
Web of Science
"behavior change*" OR "behaviour change*"))
BDSP A .
e (personne agée) AND (trouble du comportement) AND (communauté)
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(personne a&gée) AND (trouble du comportement) AND (société civile professionnelle) AND
(communauté)

(personne agée) AND (trouble du comportement) AND (communauté) AND (citoyen)

PASCAL A s )
FRiCNCIS and (trouble du comportement) AND (personne &gée) AND (communaute)
database (trouble du comportement) AND (personne agée) AND (communauté) AND (acteur social)
SocINDEX- older AND (behaviour problem or behavior disorder or behavioural problem or behavioral problem or
EBSCO behavior problem or behavior disturbance) AND community
older AND (behaviour problem or behavior disorder or behavioural problem or behavioral problem or
behavior problem or behavior disturbance) AND citizen
(elderly or aged or older or elder or geriatric ) AND behaviour challenges AND community
ProQuest (Old Age) AND (challenging behavior) AND citizen
Dissertations & . . .
Theses A&I (Old Age) AND (challenging behavior) AND community

(elderly) AND (challenging behavior) AND community

DART-Europe
E-theses Portal

old age citizen
challenging behavior community

elderly challenging behavior community

Abbreviations

MCI: mild cognitive impairment; CDOAsS:

7. Levy R. Aging-associated cognitive decline. Working Party of the
International Psychogeriatric Association in collaboration with the
World Health Organization. Int Psychogeriatr. 1994;6(1):63-8.

community- dwelling older adults; BPS: behavioral 8  Snyder PJ, Jackson CE, Petersen RC, et al. Assessment of cognition in

and psychological symptoms.
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