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Abstract

Background: Apathy has major consequences for older people (e.g., deconditioning), their
family care partners and formal caregivers. Although systematic reviews have been conducted,
they have focused on the effectiveness of interventions to reduce this behaviour. Furthermore,
they have not been specific to long-term care homes, despite studies conducted in that
setting. However, older people in this setting have very different characteristics and more
severe cognitive impairment than those in the community. For this reason, knowledge about
existing interventions, causes, associated factors, and consequences of apathy is needed to
choose or develop personalized interventions. Thus, this scoping review aims to map the state
of knowledge about apathy in older people living in long-term care homes to develop
personalized interventions. The Senses Framework, which provides a humanistic and relational
perspective to examine apathy, will guide this review.

Methods: Levac, Colquhoun, and O'Brien (2010) scoping review methods will be used. Eleven
databases (e.g., CINAHL, MedLine, PsycINFO, Web of Science, Grey Literature Report) will be
searched for literature using a combination of keywords and descriptors. Other data sources
will be used to identify non-indexed literature or unpublished results (e.g., article references,
journal tables of content, contact with key authors). The literature will be selected if it concerns
older people, aged 65 or older, with a major neurocognitive disorder who exhibit apathy and
live in long-term care homes. Data will be extracted using standardized extraction grids. A
quality assessment of the literature will be done to consider this aspect in the data synthesis.
A content analysis will be used to synthesize the results, as well as tables and graphs.

Discussion: No scoping review has been found on apathy in older people living with a major
neurocognitive disorder in long-term care homes. The results of this review will help identify
the needs for further research and clinical and training development on this problem from a
humanistic and relational perspective. It will also guide the development of personalized
interventions.

Keywords: Alzheimer's disease, behavioural and psychological symptoms, aged, geriatrics,
cognition disorders, dementia, systematic review, causes, factors, consequences, interventions



Background

Apathy is the most common behavioural symptom associated with a major neurocognitive
disorder (NCD). Based on a recent meta-analysis of 13 studies about the prevalence of
symptoms manifested by people living with an NCD, the pooled prevalence of apathy was
54%, with ranges across studies varying from 24% to 89% (Leung et al., 2021). This prevalence
also appears consistent across severity stages of an NCD, although some studies suggest that
apathy is more prevalent in moderate and severe stages (Fuh et al., 2005; Kazui et al., 2016;
Zhao et al., 2016).

Many definitions have been proposed, some presenting apathy as a behaviour (Landes et al.,
2001; Levy & Dubois, 2006; Massimo et al., 2018), a syndrome (Chow et al., 2009; Cipriani et
al., 2014; Marin, 1991; Pagonabarraga et al., 2015; Robert et al., 2009), or a symptom
(International Psychogeriatric Association, 2012). It is often defined as a lack of motivation that
has affective/emotional, behavioural and/or cognitive dimensions (Chow et al., 2009; Cipriani
et al., 2014; Lanctot et al., 2017; Robert et al., 2009). However, this definition can be
problematic as motivation is not directly observable, and apathy is itself a behaviour.
Therefore, we adopted Levy and Dubois's (2006) definition of apathy: “a quantitative reduction
of voluntary, goal-directed behaviours” (p. 916). These authors describe three subtypes of
apathy that are coherent with various dimensions mentioned in other definitions and are based
on the underlying mechanisms responsible for the behaviour, i.e., disruption of emotional-
affective, cognitive, and auto-activation processing. The subtype of emotional-affective apathy
is associated with emotional blunting or loss of interest. The cognitive subtype refers to apathy
associated with difficulty planning and slowness after stimulation. And the subtype of auto-
activation is related to a lack of activation of thoughts or behaviours unrelated to an emotional
or cognitive disruption (Levy & Dubois, 2006). Multiple concurrent subtypes are possible as
they have different underlying cerebral mechanisms. Also, apathy may or may not be
concurrent with depression, but it is clinically and pathologically considered distinct.

Regardless of the subtype, apathy has significant consequences for older people, their family
care partners and formal caregivers. For older people, it can lead to physical deconditioning,
decrease their capacity to participate in their activities of daily living, create social isolation or
trigger uncooperativeness (Massimo et al., 2018; Politis et al., 2004; Villar et al., 2021). It can
also increase their mortality (Ishii et al., 2009; Kolanowski et al., 2017; Massimo et al., 2018;
Nijsten et al., 2017; Villar et al., 2021), and it is associated with a reduced quality of life in the
ones with less cognitive impairment (Gerritsen et al., 2005; Ishii et al., 2009). Apathy can also
affect their nutritional status (Benoit et al., 2008; Ishii et al., 2009) and increase the number of
psychotropic prescriptions (Benoit et al., 2008). For family care partners, apathy is associated
with an increased burden (Benoit et al., 2008; Ishii et al., 2009; Kolanowski et al., 2017) and a
higher level of depression (Kolanowski et al., 2017). Finally, in formal caregivers, it exacerbates
work dissatisfaction and distress (Politis et al., 2004).



Systematic reviews have been conducted about apathy in people living with an NCD. They
focused on pharmacological (Drijgers et al., 2009; Harrison et al., 2016; Ruthirakuhan et al.,
2018; Sepehry et al., 2017) or non-pharmacological interventions to reduce apathy (Brodaty &
Burns, 2012; Goris et al., 2016; Theleritis et al., 2018; Verkaik et al., 2005). However, these
reviews were not specific to older people living in a long-term care home (LTCH), even though
they manifest more advanced NCD (Fagundes et al., 2021; Gonzalez-Colaco Harmand et al.,
2014) that may alter the prevalence of apathy. In addition, the findings do not distinguish
between interventions that can be implemented in LTCH from those in home care, despite
their significant differences. These reviews also did not consider factors influencing the
manifestation of apathy (i.e., something that contributes or is associated with apathy, for
example, environmental or relational aspects), its causes (i.e., something that directly brings
about apathy as an effect, for example, a biological mechanism), or its consequences on
people living with an NCD, their family care partners and formal caregivers.

Still, some studies have been found regarding interventions for apathy specific to LTCH (Leone
etal., 2013; Politis et al., 2004). Others are not specific about apathy but include this behaviour
as a secondary outcome in this same context (D'Cunha et al., 2021; Husebo et al., 2014, Tsoi
et al., 2018). Finally, few studies focused on factors associated with apathy in the context of
LTCHs (Ellis et al., 2016; Leontjevas et al., 2018; Mouriz-Corbelle et al., 2021; Volicer et al.,
2013).

To our knowledge, a review examining apathy in LTCHs has yet to be published despite some
recent studies. As such, it is unclear whether the interventions included in the published
reviews apply to LTCHs. Moreover, the causes, associated factors, and consequences of
apathy are not addressed in reviews regarding apathy, even in other settings, when these
should be considered in developing interventions.

To establish the current state of knowledge on apathy in LTCHs that could guide the
development of personalized interventions, our systematic scoping review will consider its
causes, associated factors, and consequences, as well as existing interventions specific to older
people living with an NCD in LTCHs. To this end, our scoping review will be conducted
systematically to map the state of knowledge of apathy in older adults with NCD living in this
setting. This type of review allows the extensive identification, analysis, and synthesis of
knowledge in a literature domain by considering many publication types and is not limited to
intervention studies (Paré et al., 2015). In this way, additional elements for developing
personalized interventions can be explored. Four questions will guide this scoping review
about apathy in older people living with an NCD in LTCH:

1) What is known about the factors associated with apathy?

2) What is known about the causes of apathy?

3) What is known about the consequences of apathy on the various stakeholders

involved (including older people, their family care partners and formal caregivers)?



4) What is known about interventions to prevent and/or manage apathy?

The Senses Framework will guide this review (Nolan et al., 2004). This framework describes the
importance of mutual relationships between older people, family care partners and formal
caregivers in providing humane care. It also indicates that everyone's needs must be
considered to promote collective well-being. It will be used to guide data extraction as each
publication will be examined to assess if and how the relationships between those stakeholders
are addressed. This will be done for the results of each research question. These data will allow
us to draw conclusions on which aspects should be considered in developing personalized
interventions.

Methods

The scoping review methods suggested by Levac, Colquhoun, and 'O'Brien (2010) will be used
to map the state of knowledge on apathy in older people living with an NCD in an LTCH.
These methods follow six stages: identify the review questions; identify the literature; select
the literature; extract the data; present the results; and consult knowledge users. The scoping
review will be conducted iteratively to adjust and refine the method throughout the study. This
protocol will therefore serve as a basis for highlighting and documenting the changes made.
It is consistent with the items proposed by the Preferred Reporting Items for Systematic Review
and Meta-Analysis Protocols (PRISMA-P) (Moher et al., 2016; Shamseer et al., 2015). Some
items (1b, 2, 4, 13, 14, 15a, 15b, 15¢, 16, 17) were not included as they are not adapted to a
scoping review or this project (Peters et al., 2022). This protocol is not registered since the
International Prospective Register of Systematic Review (PROSPERO) does not yet allow this
type of systematic review registration. However, the protocol will be made available on an
open-access online research platform to ensure transparency in our process (Allers et al., 2018;
Moher et al., 2009).

Identify the Literature

Information sources

As suggested by Cooper (2010), four categories of sources will be targeted to identify the
literature. First, many databases will be searched: Cumulative Index to Nursing and Allied
Health Literature (CINAHL Complete, EBSCOhost), MEDLINE (Ovid), Embase (Ovid), APA
PsycINFO (Ovid), EBM Reviews - Cochrane Database of Systematic Reviews (Ovid), Web of
Science, Trip, Dissertations & These Global (ProQuest), Epistemonikos, Social Services
Abstract (ProQuest), and Social Work Abstract (EBSCO). The reference list of included
literature will be examined, and a prospective citation search of key literature will be carried
out in Google Scholar. Second, governmental and organizational websites will be explored
(e.g., National Institute for Health and Care Excellence, Alzheimer's Society, Alzheimer's
Association, Registered Nurses and Gerontological Associations). Finally, key authors on
apathy will be contacted to identify non-indexed or additional relevant literature.



Search Strategy

For the database search, initial keywords and descriptors will be determined by a research
assistant and the principal investigator (Pl), with the help of a librarian, for the following four
concepts (see Table 1): 1) apathy; 2) older people; 3) neurocognitive disorder; and 4) long-
term care home. In collaboration with the librarian, the research assistant will do an initial round
of searching in CINAHL and MEDLINE to refine the keywords and descriptors iteratively. Once
the Pl and the librarian judge the search strategy as sensitive enough, a search with these
refined keywords and descriptors will be carried out in the other databases and websites
mentioned above.

Table 1. Major concepts and related initial keywords that will be used to build the search

strategy.

Concept 1 Concept 2 Concept 3 Concept 4
Apathy Older people Neurocognitive Long-term care
disorder home
Apath* Aged Alzheimer* Aged care
Elder* adult Cognit* afflict* establishment*

Elder* people
Elder* person
Elder patient
Elderly

elders
Geriatric*
Gerontolog*
Older adult*
Older people
Older person*
Older patient
Senior*
Centenarian*
Nonagenarian*
Octogenarian*

Cognit* condition*
Cognit* decline*
Cognit* disabilit*
Cognit* disease*
Cognit* disorder*
Cognit* dysfunction*
Cognit* handic*
Cognit* impairment*
Cognit* issue*
Cognit* limit*
Cognit* problem*
Cognit* syndrom*
Cognit* trouble*
Dementia

Lewy Bod*
Neurocognit* afflict*
Neurocognit*
condition*
Neurocognit*
decline*
Neurocognit*
disabilit*
Neurocognit*
disease*
Neurocognit*
disorder*

Aged care facilit*
Aged care home*
Aged care residence*
Extended care cent*
Extended care
establishment*
Extended care facilit*
Extended care home*
Extended care
residence*

Long term care cent*
Long term care
establishment*

Long term care facilit*
Long term care home*
Long term care
residence*

Nursing home*
Residential and long-
term care cent*
Residential care cent*
Residential care
establishment*
Residential care
facility*




Neurocognit* Residential care

dysfunction* home*

Neurocognit* handic*  Residential care
Neurocognit* residence*
impairment* Skilled nursing cent*
Neurocognit* issue* Skilled nursing
Neurocognit* limt* establishment*
Neurocognit* Skilled nursing facilit*
problem* Skilled nursing home*
Neurocognit* Skilled nursing
syndrom* residence*
Neurocognit*

trouble*

Data Management

The literature from the different data sources will be imported into EndNote™ 20. A research
assistant will remove duplicates using an automatic built-in function integrated into this
software, and the remaining ones will be removed manually. References will then be imported
into the Covidence web application for the literature selection and data extraction stages, both
conducted by two independent persons.

Select the Literature

Eligibility Criteria

To meet the aim of this scoping review, the literature that meets the following population-
concept-context (PCC) criteria will be included in the review.

Population. The review will include literature on humans aged 65 and older (or with an average
or median age of 65 and older) with a mild, moderate or severe NCD, as defined by the
Diagnostic and Statistical Manual of Mental Disorders (DSM-5-TR; American Psychiatric
Association, 2022). For example, this includes Alzheimer's disease, frontotemporal lobar
degeneration, Lewy body disease, vascular disease, and mixed disease. Based on the Senses
Framework (Nolan et al., 2004), literature about family care partners or formal caregivers of
that population will also be included if it answers the research questions. Literature on people
in a vegetative state or a coma will be excluded.

Concept. The core concept of this scoping review is apathy (defined in the background
section). Literature on a group of behaviours will be included if it allows us to clearly distinguish
the findings regarding apathy based on the title or abstract. Literature about factors associated
with the apathy of older people living with NCD, the causes of this behaviour, and its
consequences on different stakeholders (e.g., older persons, family care partners, formal
caregivers) will be included. Literature on interventions to prevent and/or manage apathy will
also be included.



Context. Literature concerning explicitly LTCH or similar settings (e.g., skilled nursing facilities)
will be included if they offer the presence of nurses 24h a day. Publication about other types
of settings offering mainly personal assistance (e.g., assisted living facilities) will be excluded.
In publications that include various types of settings, only the ones with most of the sample
being from an LTCH will be included. Literature from all countries will be included.

Type of Records. The search strategy will be limited to English, French or Spanish literature.
No year's limit will be used. All types of literature will be considered. This includes, for instance,
primary studies (e.g., quasi-experimental, experimental, qualitative, and mixed-method
designs), literature reviews (e.g., narrative reviews, meta-analysis, systematic reviews), grey
literature (e.g., governmental reports, theses), as well as theoretical articles. To focus on
scientific and clinical literature with sufficient content to help answer our questions, the
following will be excluded: conference abstracts or proceedings, protocols, editorials, expert
opinions, commentaries, letters, summaries of an article, book reviews, books, book chapters,
magazines, publications without an author, personal story, personal blogs, media, and social
media.

Screening Process

First, the literature will be screened based on the title and abstract of identified references
with the eligibility criteria and the review questions. The literature will be organized as relevant
(included) or non-relevant (excluded). The publications deemed relevant or of uncertain
relevancy at this stage will be read in full to validate their eligibility. Reasons for exclusions will
be documented at the full-text review stage. Two independent persons will carry out the
screening and full-text review in duplicate, one of them always being the research assistant
(CP) or the PI (AB). Conflicts between two screeners will be discussed between the research
assistant and the Pl to reach a consensus. The other research team members will be involved,
if needed, to resolve the remaining conflicts and iteratively adjust the protocol, as expected in
a scoping review (Levac et al., 2010).

Before starting the screening based on titles and abstracts and the one based on the full-text
review, a calibration process using at least 10 documents will be undertaken. The results of
the calibration processes will be discussed with all team members. After screening a certain
number of publications (100 for the screening with abstracts and 20 with full-text), the research
team will meet to discuss if adjustments are needed to the eligibility criteria. If needed, this
step will be repeated with another number of publications until the screening process is clear.

Extract the Data

Once the screening and full-text review processes are completed, two independent team
members will independently extract the data in duplicate. One of the extractors will resolve
the consensus with the research assistant or PI. If there are more than 20 documents to be



extracted, the first 20 will be extracted independently by two people in duplicate, and the
following ones will be done by only one person with uncertainties tagged for discussion and
resolution by consensus with the research assistant or PI. This is justified by the little additional
value of independent extraction after many documents have been extracted. As Levac et al.
(2010) recommend extracting only five to ten documents independently, our proposed
protocol is more stringent to ensure similar extraction between extractors. Also, a calibration
process using 4 documents will be undertaken before starting data extraction. The results of
the calibration processes will be discussed with all team members.

Using tables built in Covidence, the following data will be extracted from the selected literature
and will be influenced by the Senses Framework (Nolan et al., 2004) for the extracted data:

1. General data: title, year of study publication, first author surname, the discipline of
the first author, country of the first author's affiliation, type of literature (i.e., primary
study, literature review and its type, grey literature, theoretical article), aim/research
questions of the study;

2. Theoretical data: explicit use of a framework to identify relevant variables, guide the
design or development of an intervention, guide the conduct of the study, or explain
the relationship between variables, if mentioned;

3. Methodological data (if an empirical study): research design (i.e., randomized trial,
quasi-experimental study, cohort study, descriptive study, correlational study,
qualitative study, mixed-methods study, case study, case report, case series, case-
control study, action research, other), number of participants recruited, participants’
characteristics (i.e., mean, [and standard deviation] or median [and interquartile
range]) age of participants, the proportion of female participants (versus male),
frequency and proportion of neurocognitive disorder diagnosis in participants (i.e.,
Alzheimer's disease, frontotemporal lobar degeneration, Lewy body disease,
vascular disease, mixed disease, other), the severity of cognitive impairment as
measured in the study, name of data collection tools and measures timing;

4. Results data: results on factors, causes, consequences, or interventions (nature of
the intervention based on the following items of the TIDieR checklist, i.e., name,
procedure, provider, modes of delivery, number of times it was administered
[Hoffman et al., 2014], as well as its effects) associated with the apathy of older
people living with a neurocognitive disorder in a long-term care home, whether
these results consider the relationship between the older person, their family care
partners and formal caregivers and, if so, how.

Although it is not required in a scoping review (Levac et al., 2010), we will assess the quality of
the literature during the data extraction process and present the results. As the goal is to
consider the quality of the knowledge available, publications will not be excluded based on
this appraisal. Each publication will be judged as having good, moderate, or poor
methodological quality. The critical appraisal tools developed by the Joanna Briggs Institute



(JBI) will be used. These tools are based on the type of research design and were approved
by the JBI Scientific Committee following extensive peer review. They include questions
(between 6 and 13) that allow for an overall judgment on the quality. For each type of
document or study, the following critical appraisal checklists will be used:

e If randomized/experimental study: checklist for randomized controlled trials (Tufanaru

et al., 2020);

e If quasi-experimental or non-randomized quantitative intervention study: checklist for
quasi-experimental studies (Tufanaru et al., 2020);

o If qualitative study: checklist for qualitative research (Lockwood et al., 2015);

e If a review (with or without meta-analysis) : checklist for systematic reviews and research
synthesis (Aromataris et al., 2015);

e If cross-sectional, quantitative descriptive or correlational study: checklist for analytical
cross-sectional studies (Moola et al., 2020);

e If cohort or longitudinal study: checklist for cohort studies (Moola et al., 2020);

o |f case series (tracks subjects with a known exposure): checklist for case series (Munn et
al., 2020);

e If case reports or report of clinical case(s): checklist for case reports (Moola et al., 2020);

e If case-control study: checklist for case-control studies (Moola et al., 2020);

e If discussion, professional, clinical or other type of literature: checklist for text and
opinion (McArthur et al., 2015).

As the JBI does not offer a critical appraisal checklist for mixed studies, these studies will be
appraised using the checklist for qualitative research and the one corresponding to the
quantitative design in addition to the five questions specific to mixed studies (section 5) of the
Mixed Methods Appraisal Tool (MMAT) (Hong et al., 2018; Pace et al., 2012). If the study is a
action research, the checklist corresponding to the type of assessment will be chosen.

Results Presentation by Data Synthesis

Extracted data will be processed using content analysis techniques inspired by Miles et al.
(2014). This data analysis method involves three steps: 1) data condensation; 2) data display
of similarities and differences; and 3) drawing and verifying conclusions (noting themes and
subthemes). Based on the review questions, results will also be presented in a narrative form
with tables and graphs. They will be presented in adherence to the Preferred Reporting Items
for Systematic Review and Meta-Analysis extension for scoping reviews (PRISMA-ScR) (Tricco
et al., 2018).

Consult Knowledge Users
We will consult two clinicians (a psychogeriatrian and a geriatric psychologist) and a family care
partner/advocate with expertise on the topic for this scoping review. Based on the reference
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list of extracted data and the eligibility criteria that we will share to them, they will be invited
to propose additional literature that might be missing from the selected literature, especially
grey literature. Also, once a first version of the results and recommendations for research and
the development or implementation of personalized interventions is available, two clinicians
and one care partner/advocate, that were identified to act as consultants, will be invited to
comment on the results based on their experience to help us refine our findings and to identify
critical areas that should be discussed. A synthesis of the main results will be sent to them, and
they will be asked questions in writing or, if they prefer, by discussing with the research
assistant or the Pl. Those questions will focus on what the clinicians and care partner/advocate
perceive as being the most relevant results to guide the development or implementation of
personalized interventions in LTCH and the missing aspects that should be considered. Their
answers will guide the interpretation of the results and orient the discussion.

Discussion

The rationale for this project is the high prevalence of apathy in older people living with NCD
in LTCH. As those behaviours are less disruptive to staff than other behaviours (i.e., vocal or
aggressive behaviours), they might go unnoticed or not be prioritized even though they can
have important consequences for the well-being of older people and their family care partners.
So far, no systematic review seems to have determined the state of knowledge of the causes,
associated factors, consequences, and interventions for this type of behaviour in the context
of LTCHs. This scoping review will identify needs for further research by considering various
aspects that could influence the development of relevant interventions in the context of
LTCHs. By rigorously assessing the quality of the literature, the resulting research agenda will
also reflect the quality and relevance of existing knowledge. This assessment also remedies
some of the criticisms about the steps of scoping reviews that do not necessarily include
consideration for the quality of studies (Brien et al., 2010; Grant & Booth, 2009; Paré et al.,
2015). This additional step will also allow the findings from this scoping review to guide clinical
practice, continuing education, and care organizations in LTCHs. This is particularly important
since apathy is hardly ever discussed in the gerontology and mental health practice textbooks
that clinicians often refer to. Moreover, because this review is guided by the Senses Framework
(Nolan et al., 2004), it will allow describing the state of knowledge regarding the relationships
between older people, family care partners and formal caregivers and its implications for the
provision of humane care in the context of apathy. In conclusion, our scoping review will guide
the development of a research agenda, clinical knowledge, and training on the best practices
to assess, prevent, and intervene when older persons with NCD manifest apathy in LTCHs.

Acknowledgement

We would like to acknowledge the help of Assia Mourid, MSc, MSI, librarian, for her valuable
support in validating the search strategy. We applied the sequence-determined credit
approach for the sequence of authors.

10



Funding

This work is supported in part by the financial support of the Canada Research Chairs Program.
This funding body does not have any role in the protocol's design or the conduct of the
scoping review.

References
American Psychiatric Association. (2022). Diagnostic and statistical manual of mental

disorders fifth edition, text revision, DSM-5-TR. American Psychiatric Association.
https://doi.org/10.1176/appi.books.9780890425787

Aromataris, E., Fernandez, R., Godfrey, C. M., Holly, C., Khalil, H., & Tungpunkom, P. (2015).
Summarizing systematic reviews: Methodological development, conduct and
reporting of an umbrella review approach. International Journal of Evidence-Based
Healthcare, 13(3), 132-140. https://doi.org/10.1097/XEB.0000000000000055

Benoit, M., Andrieu, S., Lechowski, L., Gillette-Guyonnet, S., Robert, P. H., & Vellas, B.
(2008). Apathy and depression in Alzheimer's disease are associated with functional
deficit and psychotropic prescription. International Journal of Geriatric Psychiatry,
23(4), 409-414. https://doi.org/10.1002/gps.1895

Brien, S. E., Lorenzetti, D. L., Lewis, S., Kennedy, J., & Ghali, W. A. (2010). Overview of a
formal scoping review on health system report cards. Implementation Science, 5,
Article 2. https://doi.org/10.1186/1748-5908-5-2

Brodaty, H., & Burns, K. (2012). Nonpharmacological management of apathy in dementia: A
systematic review. American Journal of Geriatric Psychiatry, 20(7), 549-564.
https://doi.org/10.1097/JGP.0b013e31822be242

Chow, T. W., Binns, M. A., Cummings, J. L., Lam, I., Black, S. E., Miller, B. L., Freedman, M.,
Stuss, D. T., & van Reekum, R. (2009). Apathy symptom profile and behavioral
associations in frontotemporal dementia vs dementia of Alzheimer type. Archives of
Neurology, 66(7), 888-893. https://doi.org/10.1001/archneurol.2009.92

Cipriani, G., Lucetti, C., Danti, S., & Nuti, A. (2014). Apathy and dementia. Nosology,
assessment and management. The Journal of Nervous and Mental Disease, 202(10),
718-724. https://doi.org/10.1097/NMD.0000000000000190

11



Cooper, H. (2010). Research synthesis and meta-analysis: A step-by-step approach (4th ed.).
Sage Publications.

D'Cunha, N. M., Isbel, S. T., Frost, J., Fearon, A., McKune, A. J., Naumouvski, N., & Kellett, J.
(2021). Effects of a virtual group cycling experience on people living with dementia: A
mixed method pilot study. Dementia, 20(5), 1518-1535.
https://doi.org/10.1177/1471301220951328

Drijgers, R. L., Aalten, P., Winogrodzka, A., Verhey, F. R., & Leentjens, A. F. (2009).
Pharmacological treatment of apathy in neurodegenerative diseases: A systematic

review. Dementia and Geriatric Cognitive Disorders, 28(1), 13-22.
https://doi.org/10.1159/000228840

Ellis, J. M., Doyle, C. J., & Selvarajah, S. (2016). The relationship between apathy and
participation in therapeutic activities in nursing home residents with dementia:
Evidence for an association and directions for further research. Dementia, 15(4), 494-
509. https://doi.org/10.1177/1471301214527300

Fagundes, D. F., Costa, M. T., Alves, B., Carneiro, L. S. F., Nascimento, O. J. M., Leao, L. L,
Guimaraes, A. L. S., de Paula, A. M. B., & Monteiro-Junior, R. S. (2021). Dementia
among older adults living in long-term care facilities: An epidemiological study.
Dementia & Neuropsychologia, 15(4), 464-469. https://doi.org/10.1590/1980-
57642021dn15-040007

Fuh, J. L., Wang, S. J., & Cummings, J. L. (2005). Neuropsychiatric profiles in patients with
Alzheimer's disease and vascular dementia. Journal of Neurology, Neurosurgery and
Psychiatry, 76(10), 1337-1341. https://doi.org/10.1136/jnnp.2004.056408

Gerritsen, D. L., Jongenelis, K., Steverink, N., Ooms, M. E., & Ribbe, M. W. (2005). Down and
drowsy? Do apathetic nursing home residents experience low quality of life? Aging &
Mental Health, 9(2), 135-141. https://doi.org/10.1080/13607860412331336797

12



Gonzalez-Colaco Harmand, M., Meillon, C., Rullier, L., Avila-Funes, J. A., Bergua, V.,
Dartigues, J. F., & Amieva, H. (2014). Cognitive decline after entering a nursing home:
A 22-year follow-up study of institutionalized and noninstitutionalized elderly people.
Journal of the American Medical Directors Association, 15(7), 504-508.
https://doi.org/10.1016/j.jamda.2014.02.006

Goris, E. D., Ansel, K. N., & Schutte, D. L. (2016). Quantitative systematic review of the
effects of non-pharmacological interventions on reducing apathy in persons with
dementia. Journal of Advanced Nursing, 72(11), 2612-2628.
https://doi.org/10.1111/jan.13026

Grant, M. J., & Booth, A. (2009). A typology of reviews: An analysis of 14 review types and
associated methodologies. Health Information & Libraries Journal, 26(2), 91-108.
https://doi.org/10.1111/j.1471-1842.2009.00848.x

Harrison, F., Aerts, L., & Brodaty, H. (2016). Apathy in dementia: Systematic review of recent
evidence on pharmacological treatments. Current Psychiatry Reports, 18(11), 103.
https://doi.org/10.1007/s11920-016-0737-7

Hoffmann, T. C., Glasziou, P. P., Boutron, ., Milne, R., Perera, R., Moher, D., Altman, D. G.,
Barbour, V., Macdonald, H., Johnston, M., Lamb, S. E., Dixon-Woods, M., McCulloch,
P., Wyatt, J. C., Chan, A. W., & Michie, S. (2014). Better reporting of interventions:
Template for intervention description and replication (TIDieR) checklist and guide.
BMJ, 348, Article g1687. https://doi.org/10.1136/bmj.g1687

Hong, Q. N., Pluye, P., Fabregues, S., Bartlett, G., Boardman, F., Cargo, M., Dagenais, P.,
Gagnon, M.-P., Griffiths, F., Nicolau, B., O'Cathain, A., Rousseau, M.-C., & Vedel, I.
(2018). Mixed Methods Appraisal Tool (MMAT), version 2018. C. |. P. O. Registration
of Copyright (#1148552), Industry Canada.
http://mixedmethodsappraisaltoolpublic.pbworks.com/w/file/fetch/127916259/MMAT

2018 criteria-manual 2018-08-01 ENG.pdf

Husebo, B. S., Ballard, C., Fritze, F., Sandvik, R. K., & Aarsland, D. (2014). Efficacy of pain
treatment on mood syndrome in patients with dementia: A randomized clinical trial.
International Journal of Geriatric Psychiatry, 29(8), 828-836.
https://doi.org/10.1002/gps.4063

13



International Psychogeriatric Association. (2012). The IPA complete guides to behavioral and
psychological symptoms of dementia - Nurses' guide. International Psychogeriatric
Association.

Ishii, S., Weintraub, N., & Mervis, J. R. (2009). Apathy: A common psychiatric syndrome in the
elderly. Journal of American Medical Directors Association, 10(6), 381-393.
https://doi.org/10.1016/j.jamda.2009.03.007

Kazui, H., Yoshiyama, K., Kanemoto, H., Suzuki, Y., Sato, S., Hashimoto, M., lkeda, M.,
Tanaka, H., Hatada, Y., Matsushita, M., Nishio, Y., Mori, E., Tanimukai, S., Komori, K.,
Yoshida, T., Shimizu, H., Matsumoto, T., Mori, T., Kashibayashi, T., . . . Tanaka, T.
(2016). Differences of behavioral and psychological symptoms of dementia in disease
severity in four major dementias. PLoS ONE, 11(8), e0161092.
https://doi.org/10.1371/journal.pone.0161092

Kolanowski, A., Boltz, M., Galik, E., Gitlin, L. N., Kales, H. C., Resnick, B., Van Haitsma, K. S.,
Knehans, A., Sutterlin, J. E., Sefcik, J. S., Liu, W., Petrovsky, D. V., Massimo, L.,
Gilmore-Bykovskyi, A., MacAndrew, M., Brewster, G., Nalls, V., Jao, Y. L., Duffort, N., .
.. Scerpella, D. (2017). Determinants of behavioral and psychological symptoms of
dementia: A scoping review of the evidence. Nursing Outlook, 65(5), 515-529.
https://doi.org/10.1016/j.outlook.2017.06.006

Lanctot, K. L., Aguera-Ortiz, L., Brodaty, H., Francis, P. T., Geda, Y. E., Ismail, Z., Marshall, G.
A., Mortby, M. E., Onyike, C. U., Padala, P. R., Politis, A. M., Rosenberg, P. B., Siegel,
E., Sultzer, D. L., & Abraham, E. H. (2017). Apathy associated with neurocognitive
disorders: Recent progress and future directions. Alzheimers & Dementia, 13(1), 84-
100. https://doi.org/10.1016/j.jalz.2016.05.008

Landes, A. M., Sperry, S. D., Strauss, M. E., & Geldmacher, D. S. (2001). Apathy in
Alzheimer’s disease. Journal of American Geriatrics Society, 49, 1700-1707.
https://doi.org/10.1016/j.cobeha.2017.12.007

Leone, E., Deudon, A., Bauchet, M., Laye, M., Bordone, N., Lee, J. H., Piano, J., Friedman,
L., David, R., Delva, F., Brocker, P., Yesavage, J., & Robert, P. H. (2013). Management
of apathy in nursing homes using a teaching program for care staff: The STIM-EHPAD
study. International Journal of Geriatric Psychiatry, 28(4), 383-392.
https://doi.org/10.1002/gps.3836

14



Leontjevas, R., Fredrix, L., Smalbrugge, M., Koopmans, R., & Gerritsen, D. L. (2018). Bayesian
analyses showed more evidence for apathy than for depression being associated with
cognitive functioning in nursing home residents. Journal of the American Medical
Directors Association, 19(12), 1110-1117.
https://doi.org/10.1016/].jamda.2018.06.008

Leung, D. K. Y., Chan, W. C., Spector, A., & Wong, G. H. Y. (2021). Prevalence of depression,
anxiety, and apathy symptoms across dementia stages: A systematic review and meta-
analysis. International Journal of Geriatric Psychiatry, 36(9), 1330-1344.
https://doi.org/10.1002/gps.5556

Levac, D., Colquhoun, H., & O'Brien, K. K. (2010). Scoping studies: Advancing the
methodology. Implementation Science, 5, Article 69. https://doi.org/10.1186/1748-
5908-5-69

Levy, R., & Dubois, B. (2006). Apathy and the functional anatomy of the prefrontal cortex-
basal ganglia circuits. Cerebral Cortex, 16(7), 916-928.
https://doi.org/10.1093/cercor/bhj043

Lockwood, C., Munn, Z., & Porritt, K. (2015). Qualitative research synthesis: Methodological
guidance for systematic reviewers utilizing meta-aggregation. International Journal of
Evidence-Based Healthcare, 13(3), 179-187.
https://doi.org/10.1097/XEB.0000000000000062

Marin, R. S. (1991). Apathy: A neuropsychiatric syndrome. Journal of Neuropsychiatry and
Clinical Neurosciences, 3(3), 243-254. https://doi.org/10.1176/jnp.3.3.243

Massimo, L., Kales, H. C., & Kolanowski, A. (2018). State of the science: Apathy as a model
for investigating behavioral and psychological symptoms in dementia. Journal of
American Geriatrics Society, 66 (Suppl 1), S4-512. https://doi.org/10.1111/jgs.15343

McArthur, A., Klugarova, J., Yan, H., & Florescu, S. (2015). Innovations in the systematic
review of text and opinion. International Journal of Evidence-Based Healthcare, 13(3),
188-195. https://doi.org/10.1097/XEB.0000000000000060

15



Miles, M. B., Huberman, A. M., & Saldana, J. (2014). Qualitative data analysis: A methods
sourcebook (3rd ed.). Sage Publications.

Moher, D., Stewart, L., & Shekelle, P. (2016). Implementing PRISMA-P: Recommendations for
prospective authors. Systematic Reviews, 5, Article 15.
https://doi.org/10.1186/s13643-016-0191-y

Moola, S., Munn, Z., Tufanaru, C., Aromataris, E., Sears, K., Sfetcu, R., Currie, M., Qureshi, R.,
Mattis, P., Lisy, K., & Mu, P.-F. (2020). Chapter 7: Systematic reviews of etiology and
risk. In E. Aromataris & Z. Munn (Eds.), JBI Manual for Evidence Synthesis.
https://synthesismanual.jbi.global

Mouriz-Corbelle, R., Caamano-Ponte, J., Dosil, C., Picon, E., & Facal, D. (2021). Apathy and
agitation in institutionalized older adults: An empirically derived classification.
Psychogeriatrics, 21(3), 272-278. https://doi.org/10.1111/psyg.12659

Munn, Z., Barker, T., Moola, S., Tufanaru, C., Stern, C., McArthur, A., Stephenson, M., &
Aromataris, E. (2020). Methodological quality of case series studies. JBI Evidence
Synthesis, 18(10), 2127-2133. https://doi.org/10.11124/JBISRIR-D-19-00099

Nijsten, J. M. H., Leontjevas, R., Pat-El, R., Smalbrugge, M., Koopmans, R., & Gerritsen, D. L.
(2017). Apathy: Risk factor for mortality in nursing home patients. Journal of American
Geriatrics Society, 65(10), 2182-2189. https://doi.org/10.1111/jgs.15007

Nolan, M. R., Davies, S., Brown, J., Keady, J., & Nolan, J. (2004). Beyond 'person-centred'
care: A new vision for gerontological nursing. Journal of Clinical Nursing, 13(suppl. 1),
45-53. https://doi.org/10.1111/}.1365-2702.2004.00926.x

Pace, R., Pluye, P., Bartlett, G., Macaulay, A. C., Salsberg, J., Jagosh, J., & Seller, R. (2012).
Testing the reliability and efficiency of the pilot Mixed Methods Appraisal Tool
(MMAT) for systematic mixed studies review. International Journal of Nursing Studies,
49(1), 47-53. https://doi.org/10.1016/j.ijnurstu.2011.07.002

Pagonabarraga, J., Kulisevsky, J., Strafella, A. P., & Krack, P. (2015). Apathy in Parkinson's

disease: Clinical features, neural substrates, diagnosis, and treatment. The Lancet
Neurology, 14(5), 518-531. https://doi.org/10.1016/s1474-4422(15)00019-8

16



Paré, G., Trudel, M.-C., Jaana, M., & Kitsiou, S. (2015). Synthesizing information systems
knowledge: A typology of literature reviews. Information & Management, 52(2), 183-
199. https://doi.org/10.1016/}.im.2014.08.008

Peters, M. D. J., Godfrey, C., Mclnerney, P., Khalil, H., Larsen, P., Marnie, C., Pollock, D.,
Tricco, A. C., & Munn, Z. (2022). Best practice guidance and reporting items for the
development of scoping review protocols. JBI Evidence Synthesis, 20(4), 953-968.
https://doi.org/10.11124/JBIES-21-00242

Politis, A. M., Vozzella, S., Mayer, L. S., Onyike, C. U., Baker, A. S., & Lyketsos, C. G. (2004).
A randomized, controlled, clinical trial of activity therapy for apathy in patients with
dementia residing in long-term care. International Journal of Geriatric Psychiatry,
19(11), 1087-1094. https://doi.org/10.1002/gps.1215

Robert, P., Onyike, C. U., Leentjens, A. F., Dujardin, K., Aalten, P., Starkstein, S., Verhey, F.

R., Yessavage, J., Clement, J. P., Drapier, D., Bayle, F., Benoit, M., Boyer, P., Lorca, P.

M., Thibaut, F., Gauthier, S., Grossberg, G., Vellas, B., & Byrne, J. (2009). Proposed
diagnostic criteria for apathy in Alzheimer's disease and other neuropsychiatric
disorders. European Psychiatry: The Journal of the Association of European
Psychiatrists, 24(2), 98-104. https://doi.org/10.1016/].eurpsy.2008.09.001

Ruthirakuhan, M. T., Herrmann, N., Abraham, E. H., Chan, S., & Lanctot, K. L. (2018).
Pharmacological interventions for apathy in Alzheimer's disease. Cochrane Database
of Systematic Reviews, 5, CD012197.
https://doi.org/10.1002/14651858.CD012197.pub?2

Sepehry, A. A,, Sarai, M., & Hsiung, G. R. (2017). Pharmacological therapy for apathy in
Alzheimer's disease: A systematic review and meta-analysis. Canadian Journal of
Neurological Sciences, 44(3), 267-275. https://doi.org/10.1017/cjn.2016.426

Shamseer, L., Moher, D., Clarke, M., Ghersi, D., Liberati, A., Petticrew, M., Shekelle, P., &
Stewart, L. A. (2015). Preferred reporting items for systematic review and meta-
analysis protocols (PRISMA-P) 2015: Elaboration and explanation. BMJ, 349, Article
g7647. https://doi.org/10.1136/bmj.g7647

17



Theleritis, C., Siarkos, K., Politis, A. A., Katirtzoglou, E., & Politis, A. (2018). A systematic
review of non-pharmacological treatments for apathy in dementia. International
Journal of Geriatric Psychiatry, 33(2), e177-e192. https://doi.org/10.1002/gps.4783

Tricco, A. C., Lillie, E., Zarin, W., O'Brien, K. K., Colquhoun, H., Levac, D., Moher, D., Peters,
M. D. J., Horsley, T., Weeks, L., Hempel, S., Akl, E. A., Chang, C., McGowan, J.,
Stewart, L., Hartling, L., Aldcroft, A., Wilson, M. G., Garritty, C., . . . Straus, S. E.
(2018). PRISMA extension for scoping reviews (PRISMA-ScR): Checklist and
explanation. Annals of Internal Medicine, 169(7), 467-473.
https://doi.org/10.7326/M18-0850

Tsoi, K. K. F., Chan, J. Y. C., Ng, Y. M., Lee, M. M. Y., Kwok, T. C. Y., & Wong, S. Y. S. (2018).
Receptive music therapy is more effective than interactive music therapy to relieve
behavioral and psychological symptoms of dementia: A systematic review and meta-
analysis. Journal of the American Medical Directors Association, 19(7), 568-576.e563.
https://doi.org/10.1016/j.jamda.2017.12.009

Tufanaru, C., Munn, Z., Aromataris, E., Campbell, J., & Hopp, L. (2020). Chapter 3:
Systematic reviews of effectiveness. In E. Aromataris & Z. Munn (Eds.), JBI Manual for
Evidence Synthesis. Joanna Briggs Institute. https://doi.org/10.46658/JBIMES-20-04

Verkaik, R., van Weert, J. C., & Francke, A. L. (2005). The effects of psychosocial methods on
depressed, aggressive and apathetic behaviors of people with dementia: A systematic

review. International Journal of Geriatric Psychiatry, 20(4), 301-314.
https://doi.org/10.1002/gps.1279

Villar, F., Chacur, K., Celdran, M., & Serrat, R. (2021). Managing apathy among people with
dementia living in institutional settings: Staff's perceived gap between common and
best practices. Geriatric Nursing, 42(3), 613-620.
https://doi.org/10.1016/].gerinurse.2021.03.014

Volicer, L., Frijters, D. H., & van der Steen, J. T. (2013). Apathy and weight loss in nursing
home residents: Longitudinal study. Journal of the American Medical Directors
Association, 14(6), 417-420. https://doi.org/10.1016/.jamda.2012.12.004

18



Zhao, Q. F., Tan, L., Wang, H. F., Jiang, T., Tan, M. S, Tan, L., Xu, W., Li, J. Q., Wang, J., Lai,
T.J., &Yu, J. T. (2016). The prevalence of neuropsychiatric symptoms in Alzheimer's

disease: Systematic review and meta-analysis. Journal of Affective Disorders, 190,
264-271. https://doi.org/10.1016/j.jad.2015.09.069

19



