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The worldwide prevalence of dementia has
exceeded historical predictions, having reached
46.8 million affected individuals in 2015 with
these numbers expected to double in the subse-
quent 20 years to come. Furthermore, incidence
rates of dementia significantly increase with
advancing age. Approximately 2% of those
affected are under the age of 65, with prevalence
rates doubling every 5 years thereafter (Prince,
Wimo, Guerchet, Ali, & Wu, 2015). There is also
well-documented financial and social costs for
the burgeoning population of Alzheimer’s dis-
ease and other forms of dementia, with predicted
estimates reaching $1 trillion in US dollars in
2018 (Wimo et al., 2017).

These neurodegenerative diseases are defined
by their varying cognitive, psychological, and
behavioral symptoms. The complexity in man-
agement of such issues is further confounded by
the evolution of dementia symptoms inherent
over the course of illness. Further challenges to
effective management of the behavioral and psy-
chological symptoms of dementia (BPSD)
include the heterogeneity of these factors that
span the course of illness. The psychological
issues inherent in the prodromal phases, includ-
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ing preclinical dementia (PCD) and mild
cognitive impairment (MCI), can encompass
symptoms of depression as well as variants of
anxiety (Caselli et al., 2018), which may evolve
to grief. There are also challenges of adjusting to
cognitive change in early-stage dementia. These
issues are distinct from those faced in mid- to
late-stage dementia (Cerejeira, Lagarto, &
Mukaetova-Ladinska, 2012;  Muller-Spahn,
2003), where behavioral issues such as agitation
and noncompliance with care or increased risk of
falls increases with the evolution of cognitive
decline. Consequently, the form of assessment
and the interventions required for BPSD must
evolve across the disease course. Although phar-
macological interventions may be effective in
managing some of the cognitive, psychological,
and behavioral symptoms of dementias and their
prodromes, greater focus upon non-pharmaco-
logical interventions including psychological and
behavioral is important in order to minimize the
limitations and negative side effects experienced
by utilizing only pharmacological treatments
(Oliveira et al., 2015). This chapter will focus
upon non-pharmacological interventions across
the course of dementia from prodromes to late-
stage illness.
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Psychological Factors of Dementia
Prodromes

The prodromes of various forms of dementia,
including preclinical dementia (PCD — prior to
the presence of objective evidence for cognitive
impairment) and mild cognitive impairment
(MCT - objective evidence for cognitive impair-
ment is present without meeting full diagnostic
criteria for dementia) may present with distinct
psychological issues that need to be distinguished
from future disease progression. For example,
symptoms of depressed mood and anxiety may
be in response to emerging cognitive issues. A
recent study of personality factors in PCD and
MCI suggests an increase in neuroticism and
decreasing openness along with subclinical indi-
ces of psychological factors including somatiza-
tion, depression, anxiety, irritability, and
aggression which were opined to be intrinsic to
emerging disease as these issues were identified
prior to the communication of change from PCD
to MCI status (Caselli et al., 2018). These authors
conclude that there may be a relationship between
such psychological factors and prior findings of
preclinical memory decline which precluded pre-
dicted diagnosis by 15-20 years.

Such findings affirm the need for comprehen-
sive non-pharmacological approaches of care for
this prodromal population. There is a growing
public access to information about dementia and
their risk factors, and although such information
can certainly be of benefit, lack of regulation
(e.g., online information) may place consumers
accessing the information at risk for increased
anxiety and/or misinterpretation of risk factors
(Lawless, Augoustinos, & LeCouteur, 2017).
Thus, it is important for clinicians addressing
PCD and/or MCI populations to query percep-
tions of cognitive status and risk, as well as to
provide evidenced-based psychoeducation in
order to mitigate the emergence of anxiety or
depression in anticipation of future dementia.

Regardless, in clinical practice, depression
and anxiety are significant confounds to the clini-
cal presentation of MCI populations. Although,
historically, depression has been the focus of pre-
clinical dementia care (McAllister, 1983), an

emerging literature (Rozzini et al., 2009)
supports the predominance of anxiety in this het-
erogeneous group. Anxiety is certainly known to
be prevalent in aging populations with estimates
of up to 15% of adults aged 60 and over experi-
encing symptoms meeting the criteria for anxiety
disorder (Tampi & Tampi, 2014), with subclini-
cal anxiety symptoms presenting in an additional
15-20%. Thus, it will also be important for clini-
cians to provide undiagnosed populations such as
those with PCD or MCI who are presenting with
concerns for cognitive change with information
about the other possible contributing factors,
including anxiety that may impact cognition,
apart from the neurodegenerative process.
Discussion of the cognitive impact of mood fac-
tors, as well as the normal course of aging upon
cognition, must become a component of clinical
care within the prodromes of dementia, along
with any discussion of dementia risk factors.

Complicating diagnostic specificity within the
prodromal phases of dementia is the relationship
of anxiety in later life, which can be associated
with some degree of cognitive impairment
(Beaudreau & O’Hara, 2008). As the profile of
cognitive performance is the criteria upon which
diagnosis of most forms of dementia depends, it is
critical to formally evaluate these psychological
factors in conjunction with the formal assessment
of cognitive function, which is more standard in
the diagnostic process of dementia care. Ideally,
this would take the form of a comprehensive neu-
ropsychological evaluation including objective
measurement of all aspects of cognition (e.g.,
overall intellect, attention, visual/verbal memory,
visual-spatial skills, executive functions), as well
as a full objective evaluation of mood and person-
ality (e.g., symptoms of depression, anxiety,
somatization, mood stability, personality traits).
Such an objective assessment, in conjunction with
a semi-structured clinical interview, provides
greater specificity of cognitive deficits in the con-
text of psychological factors.

One of the most clinically relevant distinctions
in the evaluation of mood issues within prodromal
populations is the differentiation of reactive anxi-
ety from primary form of anxiety. Reactive anxiety
is anxiety in response to or in anticipation of the
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consequence of measurable cognitive decline,
whereas primary form of anxiety is anxiety that
may be casually related to cognitive change.
However, the paucity of formal research on anxi-
ety within the PCD and MCI groups, as well as in
dementia in general, remains a barrier to further
understanding. Some studies suggest anxiety as a
risk factor for conversion to dementia (Gulpers
etal., 2016) and may represent the reactive anxiety
group cited above, with anxiety emerging most
often in response to specific cognitive change
experienced by the affected individual. Other stud-
ies have not replicated this finding (Devier et al.,
2009), suggesting a possible primary anxiety
group contained within MCI populations, where
the anxiety is contributing to perception of cogni-
tive change rather than in reaction to objective
cognitive decline. Such equivocal findings in the
area of anxiety in PCD and MCI reflect the com-
plexity of this psychological factor within this
population, which may simply reflect a diversity
of factors contributing to the presenting anxiety,
such as intolerance of uncertainty (i.e., as experi-
enced within the often prolonged diagnostic pro-
cess), intolerance for change (i.e., as experienced
with any change in cognition for MCI), or antici-
patory worry (i.e., related to expected consequence
of cognitive change and/or in anticipation of future
disability related to dementia).

Appropriate identification and treatment of
anxiety are required to improve diagnostic speci-
ficity in MCI, which may facilitate prediction of
conversion to dementia. Cognitive behavioral
therapy (CBT) has proven to be one of the most
effective means of managing anxiety both for
general and MCI populations. However, modifi-
cations to standard protocol approaches for such
treatment may be required to accommodate objec-
tive cognitive compromise present in MCI groups.
Such modifications would include the need for
increased repetition of information and exercises
conducted within this form of psychotherapy.
Such treatment modifications would ideally be
informed by the aforementioned comprehensive
neuropsychological evaluation of cognitive
strengths and weaknesses to ensure accurate com-
pensatory strategies embedded within any form of
psychological treatment are provided.

With such support, individuals within the MCI
group may be better able to cope with the uncer-
tainty of future diagnosis. In addition, stabiliza-
tion of anxiety symptoms would aid more
accurate cognitive evaluation for diagnostic pur-
poses. Unfortunately, formalized anxiety treat-
ment is not a common component in outpatient
dementia clinics. However, integration of psy-
chological treatment such as CBT interventions
into the standard practice of dementia care would
be more likely with further research into the effi-
cacy of such forms of treatment with focus upon
the potential for increased diagnostic specificity
and perhaps prediction of conversion.

It is important to note that increased use of
health-care resources and functional disability
are inherent in anxiety populations, in general
(Roy-Byrne, 1996). This would be no different
for those in the prodromes of dementia, which
only serve to increase health costs further in this
area. In the dementia field where diagnostic
uncertainty can remain for several years prior to
meeting formal criteria, it is essential that health
resources be more effectively utilized with indi-
viduals presenting with primary anxiety being
treated through different care pathways such as
via psychiatry or psychology resources rather
than through neurology.

In addition to addressing the psychological
issues noted above, the role of neurorehabilita-
tion in mitigating cognitive issues has been a sig-
nificant focus within the public domain for aging
populations, including dementia and their pro-
dromes. For PCD and MCI populations, com-
puter “brain games” based upon theories of
neuroplasticity ~ are  primarily  involved.
Neuroplasticity is a theory of generation of neu-
ral pathways through cognitive activities, thought
to improve neurological resilience. Although
there is evidence of the benefit of such programs
on targeted cognitive skills, there is no consistent
evidence of such skills being generalized to daily
function (Sherman, Mauser, Nuno, & Sherzai,
2017). Therefore, in discussing these neuroreha-
bilitation programs, which often have associated
costs such as through websites or clinicians pro-
viding such programs, it is important to empha-
size the lack of evidence for reversal of cognitive
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symptoms or disease. This informed approach to
such intervention is critical to ensuring the
engagement in such programs does not become
predatory or misleading for this vulnerable popu-
lation. Further research about the use of online
tests and quality of online articles about
Alzheimer’s disease is warranted as there are
ethical issues in the unregulated industry of neu-
rorehabilitation of dementia (Robillard & Feng,
2016; Robillard et al., 2015). Ongoing formal
review and psychoeducation are arranged within
clinical populations.

Behavioral and Psychological
Symptoms in Early-Stage Dementia

The psychological factors of early-stage demen-
tia may include continuation of anxiety symp-
toms present within the PCD and MCI groups.
However, following formal diagnosis, additional
psychological factors such as grief, frustration,
and anger may emerge and require distinct inter-
vention and/or support. These resulting psycho-
logical factors are often in response to greater
awareness of cognitive change and the conse-
quent challenges of functional capacities during
early-stage illness. In addition, for some individ-
uals, fear regarding anticipated future decline
(e.g., cognitive, functional) can result in exces-
sive preoccupation and/or rumination, which in
turn results in emotional discord or anxiety. Such
issues frequently respond well to direct discus-
sion regarding the nature of the fears and frustra-
tion within the context of an established clinical
relationship. It is critical for health-care provid-
ers to have sufficient evidenced-based education
and emotional support in addressing such con-
cerns early and directly, should the affected indi-
vidual express such forms of distress. This has
been somewhat formalized in the concept of
dementia care pathways, which provide frequent
review and involvement of psychosocial inter-
ventions to mitigate distress inherent in the
uncertainty of future care for affected individuals
and their families (Samsi & Manthorpe, 2014).
Clearly then, it is critical for these early-stage
dementia populations to have access to sufficient

and individualized psychoeducation and support
during the period of adjustment to diagnosis.
Standard care for this stage of illness includes
various forms of support groups for the individu-
als with early-stage dementia and their families
(Logsdon, McCurry, & Teri, 2007), with litera-
ture reflecting evidence of improved quality of
life and decreased family conflicts as a result of
interventions. In many areas, such support groups
are available through the Alzheimer Society
which appear to be an effective means for provi-
sion of necessary psychoeducation and support
required at this stage of illness. However, a pro-
portion of this early-stage dementia group expe-
rience psychological distress of a degree that
requires more directed treatment than can be pro-
vided in support group formats alone. Recent
review of psychotherapeutic interventions in this
group by Cheston and Ivanecka (2017) suggests
the most effective is short-term group psycho-
therapy following diagnosis of dementia which
affirms benefit for group psychological interven-
tion formats for these early-stage dementia
populations.

Nevertheless, there are certain affected indi-
viduals who are uncomfortable or unwilling to
engage in the group format of psychosocial inter-
ventions, and this may place such individuals at
risk for mood symptoms due to avoidance of sup-
port groups or group therapy formats. One recent
Norwegian study of adapted CBT for individuals
with early-stage dementia reflected benefit to
everyday living and life satisfaction (Saubo,
Misvaer, Tonga, Kvigne, & Ulsetin, 2017). Also,
there is evidence of efficacy for CBT in early-
stage dementia for such issues, which can be com-
bined with cognitive rehabilitation techniques.
Although the latter has not demonstrated signifi-
cant impact on everyday activities of the partici-
pants, positive impact on life satisfaction was
evident in one study (Kurz et al., 2012). Other
forms of psychotherapeutic intervention, includ-
ing validation therapy, reminiscence therapy, and
supportive psychotherapy, have also demonstrated
positive benefits although formal studies tend to
be based upon small sample groups to date
(Birtwell & Dubrow-Marshall, 2017; Gatz et al.,
1998). Certainly, the area of efficacy of a variety
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of psychotherapeutic interventions with early-
stage dementia requires further investigation.

In addition to various formats for intervention
for psychological factors in early-stage dementia,
this phase of dementia can result in behavioral
issues consequent to evolving cognitive change.
Consequently, it is critical for behavioral modifi-
cation and cognitive adaptation techniques to be
implemented with an understanding of the indi-
vidual’s cognitive profile including cognitive
strengths and weaknesses which can be identified
through formal neuropsychological assessment,
as discussed earlier. These behavioral interven-
tions may be further supported through the use of
assistive devices for symptom management,
which may be provided through occupational
therapy service, with evidence in literature of
demonstrated benefit for both patients and fami-
lies (Gitlin et al., 2010).

Evolving Behavioral Issues in Mid-
to Late-Stage Dementia

As dementia progresses, the affected individual’s
capacity for insight regarding the nature of their
condition tends to fade, which often results in
decreased identifiable psychological distress in
response to disease symptoms. Less demand for
psychotherapeutic interventions to address anxi-
ety or grief responses is created, requiring a shift
to management of the cognitive and behavioral
issues, which are directly impacting the provision
of care. However, the increase in objective cogni-
tive impairment, in turn, increases risk for behav-
ioral disturbance (see Fig. 22.1).

During these stages of dementia, psychoedu-
cation for caregivers regarding cognitive factors
that may be contributing to problem behaviors is
critical in formulating specific behavioral inter-

Fig.22.1 Contributors Forgetfulness
to behavioral .
disturbance in dementia Inattention

Mental Inflexibility

Visual-spatial Distortions

Language Deficits

ventions. For example, it would be helpful for
caregivers to understand behaviors typical of the
type of dementia experienced by the affected
individuals. Behavioral observation of the
affected individuals and of caregiver responses
in conjunction with administration of cognitive
screening measures (e.g., MMSE, 3MS, MoCA,
Severe Impairment Battery) to those that remain
accessible for such formalized testing may be
explored. Such an approach allows for under-
standing of the context of behavioral challenges,
including environmental triggers, which may be
contributing to behavioral issues. In this con-
text, it is critical to educate caregivers to distin-
guish affected individuals’ behavioral responses
to environment triggers and how they differ
from the psychological issues that were previ-
ously present in response to grief, anxiety, or
depression for earlier-stage illness. Examples of
possible behavioral responses triggered by cog-
nitive changes are provided below (see
Table 22.1). With greater understanding of these
triggers, individualized and appropriate behav-
ioral interventions may be provided in nursing
or caregiver settings.

At this stage of illness, there has also been
demonstrated positive benefit on behavior in
SOMC dementia populations from alternative
non-pharmacological treatments including inter-
ventions such as art or music therapies
(Svansdottir & Snaedal, 2006; Tucknott-Cohen
& Ehresman, 2016). It is important to recognize,
however, that once again, studies have been lim-
ited in this area. Also, for some forms of demen-
tia such as some variants of frontal-temporal
dementia, exposure to such interventions may
result in increased behavioral disturbances due to
overstimulation. Individualized review and treat-
ment planning are essential in determining the
outcome of such interventions.

Misinterpretation of

Environmental & Behavioral
Caregiver Disturbance
Cues
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Table 22.1 Behavioral
triggers

issues and their cognitive

Cognitive triggers Behavioral responses

Difficulty expressing  Frustration
needs verbally Aggression/agitation

Depression

Anxiety
Difficulty Rule noncompliance
comprehending Problems following care
instructions direction

Fear

Suspiciousness
Problems with Agitation
transitions/cognitive ~ Withdrawal

shifting Transient confusion
Sporadic forgetfulness
Forgetfulness Rule noncompliance

Repetitiveness

Lack of continuity in activities
of daily living
Overstimulation

Forgetfulness

Poor persistence

Fall risk

Getting lost

Misperception of visual cues

Attentional problems

Visual-perceptual
problems

Family Issues in Dementia Care

There is well-documented evidence of increased
risk for psychological issues in caregivers, which,
in turn, can have negative impacts on care pro-
vided to the affected individuals. Meta-analysis
of psychological interventions such as CBT with
unpaid caregivers has found to have significant
benefit for caregiver groups (Brodaty, Green, &
Koschera, 2003; Kwon, Ahn, Kim, & Park,
2017). Furthermore, support groups for families
and caregivers have demonstrated benefit as well
although the benefit for these various psychologi-
cal interventions tends to be domain specific,
addressing only components of psychological
needs inherent in caregiving (Sorensen &
Conwell, 2011). The research identified a need to
find at-risk caregivers with greater specificity, as
well as a need for understanding biological and
social contributors to the caregiving experience.
Clinicians must recognize the heterogeneity
of caregiver responses to those affected by
dementia in mid- to late-stage illness. The hetero-
geneity of responses results in additional chal-

lenges for the provision of appropriate and
effective interventions. Of considerable impor-
tance is the provision of psychoeducation regard-
ing the nature of symptoms experienced by their
loved ones. An individualized approach based
upon objective evidence of cognitive and/or
behavioral issues reflected in objective testing,
such as neuropsychological evaluation, cognitive
screening, and behavioral measurement, would
be most effective in increasing families’ under-
standing of dementia symptoms, associated inter-
ventions, and their functional limitations.
Providing evidenced-based education regarding
dementia and behavioral challenges and clinician
understanding of any misperceptions are
essential.

Future Research and Practice
Directions

Although this chapter certainly does not represent
a comprehensive review of all non-
pharmacological interventions for behavioral and
psychological issues in dementia, the primary
theme of this review suggests the need for coordi-
nated plans for psychological care to be integrated
into standard care practices for those with varying
stages of dementias and their prodromes. Formal
objective cognitive evaluation throughout the
course of the disease, as long as accessibility for
such testing remains, can take the form of com-
prehensive neuropsychological assessment in the
prodromal and early stages of illness. As demen-
tia progresses, formalized cognitive evaluation
may be limited to screening tasks and/or behav-
ioral observation. Regardless, information from
mapping cognitive skills for affected individuals
can inform non-pharmacological interventions
such as CBT and support-based therapies. These
therapies are aimed at decreasing emotional dis-
tress within the prodromal and early phases of
dementia and providing the required behavioral
interventions and cognitive compensatory strate-
gies as the disease progresses.

To support such integration of services, there
is a need for further exploration of the impact of
anxiety or other mood/personality factors within
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the prodromal phases of dementia (PCD & MCI)
to determine the relationship with future conver-
sion to dementia. Greater specificity of subtypes
of anxiety symptoms is also required in these
groups. Additional research, including longitudi-
nal methodologies into the efficacy of neuro- or
cognitive rehabilitation programming for demen-
tia and its prodromes, is required to ensure their
appropriate use with this vulnerable population.
Furthermore, ongoing investigation of ethical
issues within this unregulated industry is
required. Finally, longitudinal intervention stud-
ies to determine the impact of psychotherapeutic
treatments (e.g., CBT, behavioral interventions,
cognitive compensatory coaching) are required,
both independent of and in combination with
pharmacological treatments.
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