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Abstract

Communication problems resulting from dementia have been extensively described by
clinicians, but little research has examined how these problems affect family caregivers. As
individuals with dementia (IWDs) experience decreasing communication capacity, caregivers
may develop feelings of burden. This study investigates different aspects of communication
behaviors and their effects on caregiver outcomes using cross-sectional and longitudinal
analyses. | identified scales for positive, aggressive, and depressive communication to test them
as predictors, and related them to caregiver outcomes: depression, anger, positive affect, and role
overload. This research will pave the way for interventions to improve communication between
IWDs and caregivers.

Introduction

A woman named Valerie describes her most frightening encounters with her husband,
Donald, as he struggles to communicate in the face of his severe dementia. In the following
quote, she expresses that the communication disorder sometimes provides a catalyst for violence.
“He’s attacked me three or four times. At first I thought he was trying to kill me, but he’s
expressing his anger...There’s times I’ve wanted to hit him” (Aneshensel, 1995, p. 116).
Researchers project that by 2050, there will be over 65 million cases of dementia worldwide
(Katzman and Fox, 1999). While affected individuals themselves command a great deal of
attention, research often neglects the syndrome’s severe impact on family caregivers of
individuals with dementia.

Caregivers experience a multitude of problems regarding their relationships with
Individuals With Dementia (IWDs) (Zarit, 1985). IWDs are typically older adults, who face
physical limitations that create communication difficulties, which may include: loss of hearing,
decreased visual acuity, and increased reaction and processing time (Nussbaum,

2000). Individuals with a compromised ability to communicate, such as IWDs, may be less likely
to receive help with communication that pertains to goals outside of simple wants and needs
(Light, 1997; Blackstone, 1996) For older adults, this issue is particularly problematic, since
their isolation inhibits their valued communication needs. In particular, this specific population
requires both social closeness(communicating to develop and maintain social relationships) and
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information transfer(sharing information with communication partners), but may experience
difficulty achieving such needs, further alienating the group from others (Blackstone, 1996).

As a response to the frustration and stress associated with the inability to communicate
effectively, an IWD may exhibit aggressive and/or depressive communicative behaviors. These
problems typically upset family caregivers because they represent changes in the relationship
with the IWD. Furthermore, additional issues such as caregiver burden, role overload, and
depression may contribute to communication problems with the IWD (Germain, 2009). Since
interactions between IWDs and caregivers are so strenuous, they likely affect caregiver well-
being in a severely negative way.

Although many studies acknowledge communication struggles between IWDs and
caregivers, few examine the emotional nature of these problems. This study analyzes the various
types of communication behaviors exhibited by IWDs and the corresponding effects on caregiver
burden and well-being. This project will benefit researchers because it proposes new, more
dyad-focused communication intervention strategies for both the demographic of IWD’s, as well
as their caregivers. Such interventions will help caregiver care-receiver dyads, such as Donald
and Valerie, to communicate more effectively and salvage their relationship in the midst of
dementia’s grasp.

Communication Issues for Older Adults

Several physical problems associated with aging create communication difficulties for the
majority of older people. In particular, sensation and perception play a primary role in
communication capacity and ability. For example, visual acuity decreases with age, making non-
verbal cues more difficult to perceive. This alteration has numerous consequences. First, context
cues gradually disappear from conversation. In addition, gestures and subtle facial expressions
become extremely hard to recognize. Meanwhile, progressive hearing loss and diminishing
sense of touch continue to affect sensation and perception. The former affects an older adult’s
ability to comprehend spoken language, and the latter hinders an individual’s ability to perceive
feelings of warmth and social closeness. Other neurological changes lead to increased processing
time and reaction time during conversation (Nussbaum, 2000).

The aforementioned changes in sensory ability tend to cause such persons to feel
stigmatized by others. When these issues combine, they result in an increased amount of anxiety
and decreased confidence for elderly people during conversation (Nussbaum, 2000). As a result,
an affected individual may avoid conversation altogether rather than face the anxiety associated
with constantly asking communication partners to repeat themselves. Alternatively, individuals
may demonstrate compensating behaviors, such as filling in the “blank” for unheard words to
maintain conversations, leading to further struggles with comprehension. The combination of
these phenomena results in an overall longer duration of conversation and higher frequency of
communication breakdown which may be exceeding frustrating to participants (Buller, 2005).

Communication and Dementia

The onset of dementia only intensifies the previously mentioned communication issues
for the elderly. Numerous researchers and clinicians have documented communication disorders
related to dementia and noted the escalation of their effects over time. In the early stages of

352



dementia, individuals may demonstrate a lack of certain semantic skills. For example,
individuals might have difficulty trying to generate as many words as possible within a category
(Lubinski, 1995). In this primary stage, the ability to comprehend abstract language may also
begin to suffer. Although individuals can still easily participate in social conversation, they may
struggle to comprehend complex syntax in speech. By the moderate stages of dementia, adults
experience difficulty remaining on topic, using pronouns correctly, and retrieving words during
conversation. In addition, affected individuals might struggle to understand directions in
sequence (Buller, 2005). Eventually the progression leads to the onset of paraphasia, making
spoken language extremely hard to interpret. At this advanced stage, individuals can no longer
participate in social interactions through communication due to their extreme impairments
(Lubinski, 1995). Thus, the countless changes in language ability over time vastly affect the
individual’s ability to communicate.

Effects of Communication Difficulties

The communication difficulties discussed in the previous section affect several distinct
aspects of the lives of IWDs. To illustrate these effects, Banerjee et al (2010) investigated several
factors related to quality of life for individuals with dementia. He pinpointed successful
communication as one of the most important mechanisms related to good quality of life for these
individuals.

Several explanations may account for these results. When unable to express wants and
needs through spoken language, individuals with dementia lose the ability to control their care.
At the same time, IWDs might begin to lose necessary receptive skills, making it harder for
caregivers to explain procedures during care. These dual losses inevitably lead to further
confusion for IWDs and may contribute to diminishing feelings of dignity (Nussbaum, 2000). In
addition, Banerjee et al (2010) argued power of choice as necessary for maintaining an adequate
quality of life. Without adequate ability to communicate, the IWD cannot exercise control over
his life to decide important choices such as what to eat for breakfast or whether or not to sell his
home. All in all, studies have concluded that IWDs who have difficulty with communication
likely experience a compromised quality of life as a result of these several contributing factors.

Other possible effects of communication loss include aggressive and depressive
behaviors, such as those demonstrated by Donald in the introductory vignette. Notably, the
Revised Memory and Behavior Checklist, a survey used for caregivers to document observable
behavioral patterns associated with dementia, identified several depressive and aggressive
behaviors commonly reported by caregivers of IWDs. Aggressive behaviors, such as arguing,
verbal aggression, and dangerous threats or actions, and depressive behaviors, such as crying,
comments about loneliness, and comments about death, name just a few of the numerous
problem behaviors associated with dementia (Teri et al, 1992). These challenging behaviors
indicate stress and frustration from the IWD and have a universally negative impact on family
caregivers (Robinson, Adkisson, and Weinrich, 2001). Likewise, these reported problem
behaviors may contribute to IWD’s inability to communicate effectively in other ways.

Similarly, Richter (1995) examined the direct experiences of family members
communicating with IWDs. The participants involved in his study reported that loved ones
exhibited feelings of anger and agitation, as well as suspicion and wandering behavior. In
response, caregivers felt that they needed to communicate with IWDs to reduce the behavior and
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provide adequate comfort, and in return they experienced angry and agitated communication
from their loved ones. Furthermore, some individuals reported that they felt as though they had
lost their loved ones to the disease (Richter, 1995). In essence, the study confirmed that the loss
of ability to communicate leads to increased behavior problems among IWDs. Therefore,
caregivers must adapt the environment and communication strategies used to prevent as many
behavior problems as possible.

The preceding studies provide a background for future research to explore the specific
effects of communication disorders on IWDs. More research will determine the particular
communication challenges that have the biggest impacts on these individuals. In addition, future
research should clarify the motives of problem behaviors and their possible relationships to
communication discrepancies. The psychological health and communication problems of IWDs
could be measured longitudinally to document changes related to the disease’s progression.
Future studies could use this information to measure the impact of communication disorders on
the psychological health of IWDs.

Caregiver Burden and Well-Being

Despite the independent effects of dementia on IWDs alone, communication difficulties
affect both members of an interactional dyad. An extensive amount of research on the concept of
caregiver burden describes the extreme psychological effects related to informal caregiving. To
clarify, Zarit (1985) describes caregiver burden as “the extent to which caregivers perceive their
emotional or physical health, social life, and financial status as suffering as a result of caring for
their relative” (p. 23). Communication struggles between IWDs and caregivers, due to the IWD’s
changes in personality and failing cognition, as well as limited social support for the dyad may
contribute to the intensity these feelings of burden and lead to an eventual burn-out in some
caregivers.

To illustrate this relationship, studies have investigated depression and anxiety in
caregivers as a result of the significant changes in the personalities of IWDs (Gallagher, 1989).
Pasporouvov et al (2007) found that aggressive and threatening behavior demonstrated by the
individual with dementia seemed to be positively related to caregiver burden. IWDs may act out
with these inappropriate behaviors as a result of anger and resentment. In response, caregivers
must manage these difficult behavior problems and work tirelessly to resolve them (Lubinski,
1995). Often, caregivers feel completely isolated when dealing with this burden, lending to
further psychological struggle.

Further, since IWDs struggle with communication problems, they cannot provide
understanding or comfort to their caregivers, undoubtedly increasing the amount of perceived
burden. As an illustration, Savundranayagam et al (2005) investigated the influence of
communication difficulties between caregivers and IWDs on caregiver burden. Communication
problems were assessed using a sixteen-item inventory, and caregivers identified which issues
affected their relationships. The scale included items that targeted both semantic and pragmatic
language difficulties. One item, for example, addressed whether the IWD paused often during
conversation. Another item considered whether the IWD tended to repeat questions over and
over again. Results showed increases in stress for both the caregiver and IWD, indicating that the
presence of language problems did increase caregiver burden. In addition to communication,
other known stressors that contribute to caregiver burden, such as financial difficulties, continue
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to mount as the disease progresses with the addition of extra care (Savundranayagam et al,
2005). Altogether, the combination of these stressors over time leads to an incredible amount of
caregiver burden.

Unfortunately, high feelings of caregiver burden can lead to an eventual “burnout” in
caregivers. (Zarit, 1985). According to Alden (2003), caregiver burnout can result in health
problems and corresponding behaviors associated with stress. Physical symptoms of burnout
include high blood pressure, stomach pain, and headaches. Further, attitudes and behaviors that
indicate caregiver burnout include insomnia, short-temperedness, crying spells, and neglect of
the care-receiver. For the health and safety of both the caregiver and IWD, at-risk individuals
must address stress before it progresses to burnout (Mili¢evi¢-Kalasi¢, 2009).

Alternatively, multiple studies have focused on the negative effects of caregiving on
mental health and well-being respectively. Most of these studies have reported that caregivers of
IWDs have an increased risk for both depressive symptoms and anxiety (Lubinski, 1995). In fact,
Zarit et al. (1985) declared caregivers as “hidden victims of Alzheimer’s disease.” Caregivers
regularly report anxiety and depression as a result of stress. A variety of sources—including
memory and behavior problems—Ilead to the eventual stress experienced by the individual with
dementia. Accordingly, in order to adequately assess the changes in caregiver well-being,
researchers must consider these several factors.

Numerous researchers have already taken the step to consider causes of stress and
depression in caregivers. For instance, Covinsky et al (2003) conducted a study to examine the
causes of depression in caregivers. They found that high dementia severity, low caregiver
income, and decreased function in IWDs positively correlated with caregiver depression,
suggesting that these issues are risk factors for caregivers. However, Covinsky et al (2003) did
not examine communication problems directly. Fortuitously, Rabins and colleagues (1982)
conducted a study that measured communication disorders as risks for stress. Although this
particular study did not specify the communication disorders prevalent among participants, it
suggested that these difficulties prevented the dyad to from exchanging information. They found
that seventy-five percent of caregivers who dealt with communication difficulties as a result of
dementia considered these issues “caregiving problems” (Rabins et al., 1982). Altogether, these
studies reinforce the consideration of communication problems as both stressful and damaging to
the caregiver-care receiver relationship.

Other research has considered the direct impact of memory and communication problems
on close family members of IWDs. For example, a phenomenon called disconfirmation may
occur between younger individuals and IWDs as a result of memory loss. Specifically,
individuals with dementia might forget conversations and, eventually, even the faces of their
loved ones. This development often devastates family members and makes communication less
and less fulfilling for both parties (Nussbaum, 2000). A study by Orange (1991) details family
perspectives on communication changes. Incidentally, he found that family members could
describe the negative shifts in pragmatic and discourse functioning in IWDs. In addition,
relatives spoke about the impact of the communication problems on their relationships
specifically. In particular, they discussed feelings of frustration, loneliness and social isolation
associated with caring for someone who had significant trouble with communication (Orange,
1991). To conclude, this research indicates that family caregivers are indeed aware of the
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personality and communication changes in IWDs as well as the emotional impact associated with
changes.

Similarly, a related study by Germain et al. (2009) investigated the specific influence of
cognitive difficulties on caregiver well-being. Some of the language skills assessed during the
study included ability to name object and carry out three step commands. Overall, this study
found that cognitive difficulties, particularly surrounding language impairments, intensify
caregiver burden. This finding indicates that deficits in language ability likely contribute to strain
in the relationship between the caregiver and care receiver. However, results also suggested that
caregivers who are more involved in social networks and have ample support from loved ones
tend to report decreased feelings of caregiver burden (Germain et al, 2009). Even more, this
conclusion suggests that caregivers might “make-up” the loss of social interaction with their
loved ones by maintaining other avenues of social support.

The stress associated with caregiver burden seriously impacts affected individuals.
Therefore, future research should determine the factors that lead to this phenomenon. Although,
current research has indicated that communication struggles do occur between IWDs and their
caregivers, but little has examined the clinical nature of these problems. More research should
measure the effects of communication difficulties on caregiver burden and well-being to pinpoint
the exact contributions of each type of problem. Above all, future studies should provide detailed
explanations of the particular communication difficulties experienced by each IWD to determine
the best form of intervention for the caregiver/care-receiver dyad.

Intervention

In response to the various communication problems identified, the literature has reported
several intervention strategies to promote successful communication. These strategies can
maintain and, in some cases, improve the quality of communication between caregivers and
IWDs, thereby enhancing the social experiences for both parties (Lubinski, 1995). Such
techniques make communication management possible for these individuals (Haberstroh, 2011).

Several proposed interventions focus on helping IWDs to improve communication
without much consideration for the caregiver. For instance, group therapy with IWDs has been
shown to improve receptive and expressive language. Another intervention might include
teaching the individual some new adaptive coping strategies to help promote successful
communication, such as encouraging the IWD to ask the communication partner to repeat or
modify messages for comprehension (Rau, 1993). In addition, cuing strategies may help IWDs
with word-retrieval problems in particular. This form of therapy encourages IWDs to use a
semantically related phrase in place of the intended word in hope of eventual retrieval.
Moreover, therapists might encourage using sequencing techniques or life experiences when
explaining stories and abstract ideas to avoid communication breakdowns (Lubinski, 1995).
Memory books as a form of augmentative and alternative communication have increased the
number of informative utterances demonstrated by IWDs in nursing homes (Bourgeois et al,
2001). Furthermore, these strategies can indeed lend to improvement in expressive and receptive
language abilities for IWD.

Other therapies focus on the caregiver rather than the IWD alone. For example, the
caregiver should increase opportunities for conversation and allow IWDs more control during
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interactions. Caregivers can also learn to enhance verbal interactions with IWDs by modifying
syntactic and lexical components of their speech (Small et al., 2003; Rau, 1993). To illustrate,
Small et al (2003) discovered that when caregivers simplified sentences, fewer breakdowns
occurred between the dyad. Nonetheless, interventions that incorporate forms of intervention for
both the caregiver and care-receiver rather than just the caregivers alone, such as through the use
of memory aids and caregiver training, yield successful results in increasing and enhancing
communicative interactions (Egan et al, 2010).

Caregivers can implement communication strategies even in the face of a behavioral
outburst. Aggarwal et al (2003) found that as a result of being unable to communicate, IWDs
became more depressed or aggressive. However, through the implementation of communication
strategies, such as asking more broad and open-ended questions to elicit more information during
conversation, and implementing person-centered care, interactions between caregivers and care
receivers will improve to enhance social competence and independence for the individuals with
dementia (Aggarwal et al, 2003).

As has been noted, several of the current interventions to improve communication focus
on either the IWD or caregiver alone to improve communicative behaviors. Most strategies for
caregivers focus on expressive rather than receptive communication (Rau, 1993). That is,
clinicians should give more clear instruction as to how to improve the caregiver’s speaking skills
to accommodate individuals with dementia, but seldom teach strategies for understanding the
communication of IWDs. Further research will clarify the need for strategies targeting both
members of the communication dyad. Interventions focused around this dyadic relationship
could improve outcomes for the caregiver and care-receiver

Summary & Implications

Current research has documented several changes in communication as a result of aging.
Consequently, when individuals who already face these changes begin to experience the effects
of dementia, communication becomes even more difficult. Unfortunately, each progressive stage
of the syndrome marks the development of additional communication problems for affected
individuals (Lubinski, 1995). The inability to communicate effectively has debilitating effects on
individuals with dementia, as they lose the ability to control decision making and care routines
(Banerjee et al, 2010). Just as the individuals themselves are negatively affected, dementia
impacts the lives of caregivers, too. In some cases, caregivers report feelings of burden (Zarit,
1985) and burnout (Alden, 2003). Communication difficulties between caregivers and IWDs
may relate to these consequences (Savundranayagam, 2005). Interventions to increase
communication between IWDs and caregivers have been effective for more frequent, quality
interactions with caregivers (Rau, 1993).

Despite the extensive research available on communication disorders and dementia, very
little has examined the exact psychological effects on the IWD and caregiver as a result of such
challenges. Likewise, very little literature details the impact of communication disorders
associated with dementia on caregiver burden and well-being. Another issue with the current
research on dementia and communication problems concerns the methods that studies employ.
More researchers should consider the methods of Aggarwal et al (2003) and adopt longitudinal
measures to examine the changes in communication of IWDs throughout the progression of the
disease. Because each stage involves different types of language and communication problems,
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researchers should consider different intervention strategies depending on each particular stage.
Future studies should also consider larger sample sizes of caregivers and IWDs to encompass a
wider range of cultural and socioeconomic backgrounds. The study conducted by
Savundranayagam et al (2005) found compelling evidence regarding the effects of
communication problems on caregiver burden. However, the study only included eighty-nine
participants—not generalizable to the entire population of caregivers. Therefore, past studies
have indicated several implications for alternative methods of future studies.

Further research will pave the way for new interventions to increase communication
between caregivers and care-receivers. With the help of this necessary research, clinicians will
employ more dyad-focused interventions and, thereby, lessen caregiver stress. Successful
intervention strategies will lead to increased quality of life for both the IWD and the caregiver,
yielding more positive outcomes for all who cope with this devastating syndrome.

Current Study
Purpose

To determine whether certain types of communication patterns are related to specific caregiver
outcomes

Hypotheses

1. Positive communication exhibited by the IWD will have a positive association with a
caregiver’s positive affect and a negative association with caregiver anger, depression,
and role overload.

2. Depressive communication exhibited by the IWD will have a negative association with a
caregiver’s positive affect and a positive association with caregiver anger, depression,
and role overload.

3. Aggressive communication exhibited by the IWD will have a negative association with a
caregiver’s positive affect and a positive association with caregiver anger, depression,
and role overload.

4. Increases in a caregiver’s anger, depression, and role overload over time will be
associated with increasing aggressive and depressive communication and decreasing
positive communication. Decreases in a caregiver’s anger, depression and role overload
over time will be associated with decreasing aggressive and depressive communication
and increasing positive communication exhibited by the IWD.

5. Increases in a caregiver’s positive affect over time will be associated with increasing
positive communication and decreasing aggressive and depressive communication
exhibited by the IWD. Decreases in a caregiver’s positive affect over time will be
associated with decreasing positive communication and increasing aggressive and
depressive communication exhibited by the IWD.
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Design and Methods
Participants

The present study is part of the Family Caregiving and Respite Evaluation Study (Family
CARES). The Family CARES study investigated the effects of adult day services (ADS) on
caregiver stress. The sample consisted of 214 dyads of IWDs and their family caregivers.
Participants included individuals enrolling a relative in ADS recruited by staff from various ADS
programs. In addition, the research team recruited a control group comprised of participants who
did not take advantage of ADS. Researchers recruited these individuals through various
community resources, such as the Alzheimer’s Association and local in-home respite programs.
In order to qualify for participation in the study, individuals had to have a valid dementia
diagnosis and live in the same household as the informal (family) caregiver. The majority of
participants resided in New Jersey, although the study also included one county from
Pennsylvania.

The current study utilized baseline data (collected before ADS began), second wave data
(collected three months after beginning ADS), third wave data (collected six months after
beginning ADS), and fifth wave data (collected one year after beginning ADS). The fourth wave
data (collected 9 months after beginning ADS) was used to gather information about health
utilization and did not include the communication or behavior items. Thus, the fourth wave of
data was not analyzed as part of the study.

The average age of the caregivers in the study was 62.79 years. There were more female
caregivers (79.5%) than male caregivers involved in this study. In addition, forty-six percent of
the sample included spouses of IWDs, while the latter fifty-four percent consisted of sons,
daughters, son/daughter in-laws, and others. Table 1 presents the precise demographic
information.

Table 1 Demographic Information

M SD Range
Treatment Group (ADS=1) 1.37 0.49 0-1
CG’s characteristics
Age 62.79 12.74 37-87
Education Level 13.51 2.24 0-17
Income 4.79 291 1-11
Duration of care (months) 33.47 31.50 1-192
Female (yes=1, no=0) 0.79 0.41 0-1
Spouse (yes=1, other=2) 1.54 0.50 1-2
White (yes=1, no=2) 1.14 0.34 1-2
Married (yes=1, no=2) 1.26 0.44 1-2
Employed (yes=1, no=0) 0.32 0.47 0-1
IWD’s characteristics
Age 80.08 8.12 51-101
Female (yes=1, no=0) 0.57 0.50 0-1
ADL impairment(0-39) 24.36 8.31 0-39

Note: CG=Caregiver, ADL=Activities of Daily Living, IWD=Individual with Dementia
Caregiver education ranged from no school (0) to post-graduate level (17)
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Caregiver Income ranged from less than $10,000 (1) to $100,000 and over (11)

Procedures

All procedures in the Family CARES study were previously approved by the Penn State
University Institutional Review Board (IRB). Trained research assistants interviewed caregivers
in their households. During these 90-minute, face-to-face interviews, caregivers disclosed
information about themselves and the IWD. Researchers only assessed IWDs to determine
cognitive status through the Mini-Mental State Exam (MMSE) (Folstein, Folstein & McHugh,
1975). Caregivers provided information for all other measures of the study.

Using the Weekly Record of Behavior (WRB), caregivers reported frequency of
behaviors demonstrated by the IWDs as well as the resulting stress (Son et al, 2007). Prior work
with the WRB suggests that the measure has both high stability and reliability (Fauth et al,
2006). The WRB assessed the frequency of fifty-three behaviors demonstrated by IWDs.
Caregivers were asked whether the behavior had occurred in the past week, how often it
occurred, and how stressful it was. The present study focused primarily on behaviors
surrounding aggressive, depressive, and positive communication. A set of twenty-nine items
from the WRB addressed communication between the caregiver and care receiver. A factor
analysis with varimax rotation using principal components extraction yielded three factors from
these twenty-nine items. Sixteen items did not load on any factor and were dropped from the
analysis. The three factors consisted of aggressive, depressive, and positive communication
items respectively. All three factors produced Eigenvalues over 1.4. The aggressive
communication items had factor loadings ranging from 0.44 to 0.77, positive communication
items had loadings from 0.69 to 0.82, and depressive communication items had loadings from
0.55t0 0.74. Table 2 presents the exact values produced by the factor analysis.

Table 2 Factor Analysis: Rotated Component Matrix

Depressive Positive Aggressive
# of times relative expressed feeling sad or hopeless 0.72 0.14 0.06
# of times relative cried and was tearful 0.55 -0.01 0.26
# of times relative commented on death of self or 0.74 -0.02 0.05
# of times relative talked about feeling lonely 0.64 0.12 0.10
# of times relative mentioned worthlessness, failure, 0.69 0.05 -0.13
# of times relative took part - showed interest in 0.03 0.69 -0.03
# of times relative took part - showed interest in 0.02 0.79 0.16
# of times relative talked about something with 0.06 0.82 0.02
# of times relative showed enjoyment or appreciation 0.08 0.70 -0.13
# of times relative argued, complained, or was 0.51 -0.11 0.52
# of times relative was verbally aggressive 0.12 0.03 0.72
# of times relative displayed jealousy 0.39 -0.05 0.44
# of times relative threatened to hurt others -0.10 0.05 0.77
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Notes: Extraction Method: Principal Component Analysis.

Communication Scales

Using the factors yielded during analysis, | constructed scales to determine three different
styles of verbal communication: positive, depressive, and aggressive. Although the WRB did not
specifically target communication disorders, | chose to look at aggressive and depressive
communication items, as these behaviors may indicate a lack of ability to communicate
effectively. In addition, | elected to examine behaviors indicating more positive communication
to represent successful communication elicited by IWDs. The positive communication measure
contained four items. Specifically, positive communication occurred when the IWD voluntarily
participated in activities, took part or showed interested in conversations, talked about something
with the caregiver, or showed enjoyment or appreciation. The aggressive communication
measure included four items as well. To illustrate, aggressive communication occurred when the
IWD argued or complained, was verbally aggressive, displayed jealousy, or threatened to hurt
others. Finally, the depressive communication scale contained five items. Examples of items
included times when the IWD expressed feelings of sadness and hopelessness, cried or was
tearful, commented about death of self or others, talked about feeling lonely, or mentioned
worthlessness, failure or being a burden. For all three of the communication measures,
caregivers reported whether or not each behavior occurred and the number of times each
behavior occurred in the past week. For the depressive and aggressive communication items,
caregivers also reported how stressful the behavior was on a scale ranging from 1 (indicating
“not at all”) to 5 (indicating “very stressful”).

| constructed the three previously mentioned scales by summing the number of times
each particular communication behavior occurred, respectively. To measure the stress associated
with the aggressive and depressive communication dimensions, | created additional weighted
scales. To construct these stress appraisal scores, | multiplied the number of times each behavior
occurred by the corresponding stress level and summed the results.

Outcomes

Caregiver outcomes included measures of depression, anger, positive affect, and role
overload. | selected these particular measures to document the negative as well as the positive
consequences associated with the various forms of communication experienced by caregivers. In
other words, | reasoned that depression and overload might be related to depressive
communication, anger to aggressive communication, and positive affect to positive
communication.

To assess the frequency of caregiver depression, | used the CES-D depression scale
(Radloff, 1977). This standard scale measures twenty different items to document the number
and intensity of depressive symptoms that have occurred over the past week. One example of an
item from this scale addressed whether caregivers felt lonely. To respond, caregivers indicated
the frequency of each symptom by choosing a response ranging from “rarely or never” (0) to
“most of the time” (3). | combined the twenty items to form a summary score, with higher scores
indicating increased depressive symptoms.
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Similarly, overload, which refers to the feelings of exhaustion and burnout experienced
by caregivers, was assessed using a 6-item scale (Pearlin et al., 1990; Zarit et al, 1998). Using the
provided instructions, caregivers reported how often they experienced various feelings associated
with overload (Kim et al, 2012). Some examples of questions from this scale include, “How
often do you have time for yourself,” and “How often do you feel you are able to relax?”
Participants answered from a response sheet listing choices from “none of the time”(0) to “all of
the time” (3). A summary score was calculated from these responses with a higher score
designating more feelings of overload. | measured caregiver anger using a scale consisting of
four items. Specifically, these items assessed how often a caregiver felt critical of others or
became angry easily. Participants indicated responses to these questions ranging from, “not at
all” (0) to “very much” (3) (Derogatis et al, 1973; Pearlin, et al, 1990). Once again, | combined
these responses to form a summary score; low score results indicated a lower amount of anger,
while higher scores demonstrated increased caregiver anger.

Finally, the positive affect scale was constructed from a 10-item scale that assessed the
frequency of caregivers’ positive emotions throughout the day (PANAS; Watson et al., 1988).
One question from the positive affect scale asked how often caregivers felt enthusiastic. In
response, participants chose answers ranging from, “not at all” (0) to “extremely” (4). In a
similar manner to the previous scales, | combined the responses to form a summary scale where
a higher score indicated more positive affect, and a lower score indicated less positive affect.

Covariates

To control for other possible factors related to the outcome measures, I included
demographic information as predictors. These specified control variables included the
caregiver’s education level and the kin relationship between the caregiver and IWD, and the
IWD’s ability to perform activities of daily living (ADLs). Caregiver education level was
measured by how many years of education the caregiver had received. Using these answer
choices, participants indicated whether they had completed elementary school, high school,
college, or graduate school. | evaluated the kin relationship variable by asking caregivers
whether they were spouses of the IWD. If the caregiver was not a spouse of the IWD, I identified
him/her as “other.” Finally, | measured the IWD’s ability to perform ADLs using a scale of
thirteen items. These specific items measured whether or not the individual was able to perform
daily tasks such as housework, shopping, and answering the telephone (IADL; Lawton, 1971)
and personal activities such as eating, dressing, and bathing (PADL,; Katz, et al., 1963).

Study 1: Cross-Sectional Analysis

For the first study, data was analyzed using version 20 of the SPSS statistical software. |
performed multiple linear regressions to assess the main hypotheses and determine the outcomes
related to each form of communication. In the regression models 1 to 4, caregiver depression,
positive emotions, caregiver anger, and caregiver overload were the outcome variables,
respectively For each of the four models, independent variables were entered simultaneously:
control variables (kin relationship between caregiver and IWD, caregiver education, and ability
to perform activities of daily living), aggressive communication, positive communication, and
depressive communication. This model served to determine the amount of depression, anger,
overload and positive emotions associated with each form of communication.
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Study 2: Longitudinal Analysis

For the second study, | performed growth curve modeling (also known as multilevel or
random coefficient modeling) using longitudinal data with four waves from the Family Cares
Study. The data was analyzed using version 9.3 of SAS statistical software, and | used SAS
PROC MIXED procedure (Littell, et al 1996) to examine the main effects of the predictors on
caregiver depression, overload, positive affect, and anger over time. Such multilevel models
include both a level-1submodel to describe intra-individual change, as well as a second level
model that demonstrates between-person differences in longitudinal change (Singer & Willett,
2003). Each of the multi-level models was based on measurements collected at the baseline,
second, third, and fifth waves of the study.

Three of the models tested the previously mentioned negative caregiver outcomes
(caregiver depression, anger, and overload) and one tested positive affect. For all four of the
models, | examined the main effects of time (baseline through wave five), and communication
dimensions (aggressive, depressive, and positive), controlling for other covariates that are known
to affect caregivers’ longitudinal affective well-being (IWD’s ability to perform ADLs, caregiver
education, and kin relationship).

| performed the growth curve analysis in two blocks. For the first block, I was primarily
interested in discovering whether or not there was a longitudinal effect for each outcome. For
each of the four models, | tested linear, quadratic, and cubic effects of time. Concerning Models
one and two (Depression and Anger), I did not find the time effect significant, prompting the
removal of this predictor. For these two models, | proceeded with a second set of analyses to
examine the within-person and between-person affective trajectories and covariation for both
outcomes without the time predictor.

In contrast, the linear time effect did show significance for models three and four
(Overload and Positive Affect). Thus, for these two models, | performed the second set of
analysis including the time effect to further analyze the within-person and between-person
trajectories of the outcomes. The growth curve model (levels 1 and 2) appears below. Each
caregiver (i)’s, individual outcome (depression, anger, positive affect, overload) at time t, y;;, iS
a function of B;, (the within-person intercept at baseline), f;; (the within-person slope of
depressive communication), 5;, (the within-person slope of aggressive communication), f;3
(within-person slope of positive communication), f;, (the individual-specific IWD ADL ability
level), and e;; (the individual-specific residual error). Since the time effect was significant in the
caregiver overload and positive affect models, a fifth parameter to represent linear time, B;s, was
added to the function. The Bs were then defined in the Level 2, between-person, equations. S;
was specified as a function of an intercept (y,,, the grand mean of affect), caregiver education
level (y10, When Kkin relationship is non-spouse,), and whether caregiver is spouse (y5q, When
caregiver has no formal education) as well the between-person random effect (u;,, between-
person differences in within-person intercept).

Level 1 Equation (Within-Person):

Yit = Bio + Bi1 (depressive communication;;) + B;;(aggressive communication;;) +
Bis(positive communication;;) + Bi4(ADL Total;;) +

[Bis (Time;;:(only included for positive af fect and caregiver overload, Models 3 and 4)] +
Eit
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Level 2 Equations (Between-Person):
Bio = Yoo + Yio(caregiver education;) + y,o(spouse;) + o

Bi1 = Yo1
Biz = Yoz
Biz = Yo3
Bia = Yoa

[Bis = yos(only included for positive affect and caregiver overload outcomes in Models 3 and

4)]
Results

Study 1: Cross-Sectional Analysis

| performed linear regressions to examine associations between the four measures of
caregiver outcomes (depression, anger, overload, and positive affect) and the three
communication patterns. In addition, | controlled for the caregiver’s level of education,
relationship to IWD (spouse or non-spouse), and the IWD’s ability to perform activities of daily
living as control variables. All four of the models produced significant “F” values, indicating that
the regression models fit the data well. | will examine each dependent measure and its
associations as determined by the regression analyses.

Caregiver depression as an outcome showed a significant, positive relationship with
aggressive (5= 0.157, p< 0.05) and depressive (5= 0.172, p< 0.05) communication as predictors.
Positive communication (= -0.195, p< 0.01) had a significant negative association with
caregiver depression. However, none of the covariates had significant associations with caregiver
depression.

Depressive communication also had a significant, positive relationship with caregiver
anger (= 0.271, p< 0.001), whereas positive communication had a significant, negative
association with caregiver anger ((f=-0.311, p< 0.001). Two of the covariates also had
significant associations with caregiver anger. The IWD’s ability to perform ADLs had a negative
relationship with caregiver anger; the more dependent the IWD was on the caregiver, the higher
the caregiver’s anger score. Kin relationship had a positive relationship with caregiver anger,
indicating that caregivers who were not spouses tended to report more anger.

The third outcome variable, caregiver overload, had a significant positive association
with aggressive communication (= 0.186, p< 0.05) and a significant negative association with
positive communication (5= -0.050, p< 0.01). In addition, kin relationship demonstrated a
significant positive relationship with this measure (= 0.146, p< 0.05); caregivers who were not
spouses reported higher feelings of anger.

For positive affect, none of the communication patterns showed significant associations.
However, the IWD’s ability to perform ADLs, did show a significant, negative association with
positive affect (5=-0.176, p< 0.05). That is, the less dependent an IWD was on a caregiver, the
less positive affect reported by the caregiver.
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In closing, | found that depressive communication had a significant positive association
with caregiver anger and depression, aggressive communication had a significant positive
association with caregiver depression and overload, and positive communication showed a
significant negative association with caregiver depression and anger.

Table 3 Multiple Linear Regressions

Depression Anger Overload Positive Affect
B (s.€) B (s.) B (s.€) B (s.)
Aggressive Communication 0.145* 0.007 0.059* -0. 046
(4.999) (0.019) (0.024) (0.052)
Depressive Communication 0.114* 0.050*** 0.034 -0.008
(0.051) (0.014) (0.017) (0.037)
Positive Communication -0.423** -0.186*** -0.050** 0.203
(0.152) (0.041) (0.052) (0.111)
Caregiver Education -0.108 0.028 -0.144 -0.264
(0.312) (0.084) (0.108) (0.229)
IWD ADL total 0.119 -0.051* 0.054 -0.156*
(0.084) (0.023) (0.029) (0.063)
Spouse vs. Other -0. 489 0. 848* 1.044* 0.927
(1.387) (0.373) (0.478) (1.020)
Model R-square 0.140 0.181 0.146 0.070
F 5.570*** 7.535*** 5.873*** 2.565*

Note: IWD= Individual with Dementia, ADL=Activities of Daily Living, Dyad N=214
*p<0.05; **p <0 .01; ***p<0.001

Study 2: Longitudinal Analysis

After determining these cross-sectional results, | opted to investigate the association of
changes in communication styles and change over time in the four outcome variables:
depression, anger, overload, and positive affect. | considered four waves of interviews: baseline,
3 months, 6 months and 12 months.

| used an auto regression (AR1) error structure (shown in Table 4) for every model in the
MLM analysis to control for changes from one wave to the next. This structure ensured that the
models fit the data well. The first column presented in Table 4 shows caregiver depression as the
outcome variable. Using MLM in a preliminary analysis, | modeled the possible time trends
(linear, quadratic, and cubic) in changes of depression. In this model, I did not find any general
time trend for between-person longitudinal change in levels of depression. Significant random
intercepts showed that caregivers differed individually in their overall levels of depression over
time (6°=45.905, p<.001). However, the between-person level of depression barely changed
over the four waves. That is, there was not a significant increasing or decreasing trend over time
for caregiver depression.

In the second set of analyses, | entered communication patterns over time to explain
within-person associations in depression over time. In this analysis, | also controlled for
caregivers’ education, kin relationship types, and IWDs’ functional dependency. The aggressive
communication variable yielded a significant positive relationship (6= .156, p< 0.01), and
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positive communication showed a significant negative relationship (f= - .199, p<0.05) as
predictors of caregiver depression over time. In other words, higher aggressive communication
and lower positive communication were both associated with higher caregiver depression.
Among the covariates, the IWD’s ability to perform ADLs also demonstrated a significant
positive association with within-person depression. Specifically, as the ADL score increased
over time, caregiver depression also increased. None of the other control variables were
significantly associated with caregiver depression.

The second column presented in Table 4 investigated caregiver anger over time as the
dependent variable. My preliminary analysis did not reveal a between-person longitudinal trend
using time as the within-person predictor. Nonetheless, the significant random intercept showed
that caregivers had significant between-person differences in their overall level of anger
(6°=3.773, p<.001). In the second set of analyses, using communication variables as predictors, |
found significant covariations between all three of the communication predictors and caregiver
anger. That is, aggressive and depressive communication as predictors showed significant
positive associations (5= .039, p< .001; A= .03, p< .01) and positive communication showed a
significant negative association (= -.08, p< .01) with caregiver anger. Thus, higher aggressive
and depressive communication were associated with more caregiver anger, whereas higher
positive communication was associated with lower caregiver anger over time. None of the
covariates (kin relationship, IWD’s ADLs dependency, or caregiver education) showed
significant associations with caregiver anger.

Next, | analyzed caregiver overload as a dependent variable (shown in Table 4). Unlike
the depression and anger analyses, this analysis revealed a linear time trend of longitudinal
change in overload. Time, as a within-person predictor, demonstrated a significant negative
relationship between caregiver overload, showing decreasing level of role overload over time (=
-.19, p=.013).

When | performed the second set of analyses (shown under “Overload, Model 2” in Table
4) by adding communication patterns into the model along with the linear time predictor, linear
time remained a significant predictor (f=-.16, p=.03). The random intercept indicated significant
between-person variations in overall levels of caregiver overload (¢°=5.558, p<.001).
Additionally, depressive and aggressive communication both displayed significant positive
relationships as predictors of changes in overload over time (5=.03, p=0.004; $=.05, p=0.0002).
These effects suggested that decreasing depressive and aggressive communication were
associated with decreasing overload over time. In addition, positive communication as a
predictor of caregiver overload showed a significant negative relationship, suggesting that as
caregiver overload decreased, positive communication increased. None of the other covariates
(kin relationship, IWD’s ADLs dependency, or caregiver education) were significant.

Positive affect (shown in table 4) as an outcome variable showed a borderline significant
linear time trend for longitudinal change in the preliminary analysis (5=-.32, p=.08). When the
communication pattern variables were added to the model as additional within-person predictors,
the linear time effect was no longer significant. The random intercept showed significant
between-person variability in caregivers’ general level of positive affect over time (6°=26.567,
p<.001). Positive communication showed a significant positive association with positive affect
(p=.17, p=.03). That is, lower positive communication was associated with lower positive affect
over time. As for the other covariates, the IWD’s ability to perform ADLs showed a significant
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negative effect. Thus, the IWD’s decreased ability to perform ADLs was related to increased

positive affect. The rest of covariates were not significant.

Table 4 Multilevel Modeling (MLM) Results

Depression Anger Role Overload Positive Affect
_ S (s.e) S (s.e) S (s.e) S (s.e)
Fixed effects Model 1 Model 2 Model 1 Model 2
Intercept 14.560*** 3.393**  11.750***  10.103***  22.306***  26.338***
(4.310) (1.110) (0.217) (1.3810) (0.486) (3.177)
Linear time -0.187* -0.157* -0.319 1 -0.254
(0.075) (0.074) (0.185) (0.183)
Aggressive Communication 0.156*** 0.039*** 0.051*** -0.016
(0.041) (0.012) (0.013) (0.033)
Depressive Communication 0.059 0.030** 0.032** -0.009
(0.034) (0.010) (0.011) (0.028)
Positive Communication -0.199* -0.083** -0.063 0.169*
(0.100) (0.028) (0.032) (0.078)
IWDs’ ADLs function 0.189** -0.001 0.0377 -0.157**
(0.062) 0.017 (0.021) (0.049)
Caregiver’s Education -0.297 -0.041 -0.059 -0.213
(0.274) (0.070) (0.088) 0.2)
Spouse vs. Other -0.295 0.641* 0.852* 0.947
(1.216) (0.310) (0.389) (0.885)
Random effects
Intercept VAR (c?) 45.,905*** 3.773***  5879%** 5.558***  22.013***  26.567***
(11.825) 0.562 (0.919) (0.751) (5.306) (3.901)
Residual VAR 64.3715***  4.219***  5.636*** 4.716***  36.734***  30.620***
(10.214) 0.350 (0.625) (0.346) (4.575) (2.216)
AR(1) 0.398*** 0.002 0.215* 0.295**
(0.100) (0.081) (0.096) (0.092)
—2LL 4520.200  2964.600 3070.700  2856.800  4184.500  3940.300
AIC 4526.200 2970.600  3076.700 2860.800 4190.500 3944.300

Note: Dyad N= 106-214, ADL= Activities of Daily Living
Tp< 0.1; *p< 0.05; **p <.01; ***p<.001

Cross-Sectional Study

| aimed to explore the various patterns of communication expressed by IWDs and their

Discussion

effects on caregiver well-being. The cross-sectional analysis revealed that communication

patterns indicating negative affect (aggressive and depressive communication) displayed by
IWDs resulted in similarly negative outcomes (caregiver depression, anger, and overload) for the
caregiver. Taken separately, | found that depressive communication patterns from IWDs
predicted higher depression and anger in caregivers. Likewise, more aggressive communication

was related to more caregiver depression and feelings of overload. On the other hand, positive
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communication patterns from IWDs were associated with less caregiver anger and depression.
Altogether, the analyses indicated that aggressive and depressive communication items lent to
more feelings of caregiver burden, and positive communication was associated with less of these
feelings, confirming the original hypotheses.

To my surprise, this cross-sectional analysis did not show a significant relationship
between positive communication and positive affect. This lack of significance could be related
to the relatively small sample size (only 214 dyads) as well as the complex relationship between
aspects of the caregiving relationship and positive outcomes. Current research suggests that
positive affect is associated with several factors, including presence of an adequate support
system (Farran, 1997). Perhaps for the caregivers in the current study, positive affect is more
strongly associated with factors such as support than with communication patterns.

As a follow-up cross-sectional study, researchers could investigate the correlation
between these dimensions of communication and positive affect, depression, and anger outcomes
among IWDs. If results similar to the current study could be replicated in the follow-up, there
would be sufficient evidence to conclude that the aggressive and depressive forms of
communication are related to negative outcomes for both caregivers and receivers. This
conclusion would further support the need for interventions to improve outcomes for both
caregivers as well as IWDs.

Longitudinal Study

All four of the longitudinal models showed significant between-person variability in
caregivers’ overall affective well-being, as estimated by the intercept variances. There were no
significant between-person time trends for depression and anger. Although the slopes for these
models were not significant, | attribute the between-person differences to the differing
communication patterns among the dyads. In both of these two models, | found within-person
associations between the communication patterns and caregivers affective well-being.

In contrast, role overload and positive affect as outcomes both showed negative time
trends. Specifically, role overload demonstrated significant within-person associations between
communication patterns and caregiver affect in tandem with the negative time trend. For positive
affect as an outcome, the within-person association with time disappeared after the
communication patterns were added as predictors. Nonetheless, positive affect had a significant
association with positive communication as predictor.

Results indicated that two of the four outcome variables (caregiver depression and anger)
did not have a significant relationship with time as a predictor. Several reasons could account
for the lack of significance in these patterns of affective change over time. For example,
between waves one and four, about half of the original sample dropped from the study. It is
possible that the most angry and depressed caregivers were more likely to be ineligible for the
study after placing their relatives in nursing facilities. Another important consideration concerns
the relatively short period of time (12 months) covered by waves one through four. If these
variables were measured over a longer period of time, more clear trends might emerge.

In addition, past research has noted that multiple factors are correlated with both
caregiver anger and depression measures. For example, background characteristics (age, race,
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financial income, hours spent caregiving) of both caregivers and IWDs are associated with
caregiver depression (Covinsky et al, 2003). Similarly, caregiver anger has been connected to
critical and hostile attitudes (Dunkin et al, 1998), among other sources of stress. These complex
relationships between possible confounds and my outcome variables could contribute to the lack
of a significant time trend. Nonetheless, the results from the MLM did confirm the cross-
sectional study’s findings about the associations between the various patterns of communication
and caregiver outcomes.

Role overload as a caregiver outcome, revealed a negative time trend along with
aggressive and depressive communication patterns. The items contained in the aggressive and
depressive communication measures (crying, verbal threats, and comments about death) would
logically contribute to the stress associated with caregiver overload and burnout, and so |
expected this outcome to increase over time. However, over the period of four waves, this
measure showed a steady decline. Past research has noted that overload correlates with a
caregiver’s sense of mastery (Aneshensel et al, 1993). Thus, if caregivers felt more able to
tackle the demands of their roles over time, a decline in feelings of overload would seem
reasonable. Although the opposite would normally be expected, the results indicate that
overload is positively associated with the IWD’s ability to perform ADLs. According to
previous literature, over time, caregivers may expect decreased ability of the IWD to perform
ADLs, allowing them to anticipate more dependency from the IWD. As a result, the caregiver
may gradually adapt to handling these changes in dependency, decreasing feelings of overload
(Aneshensel et al., 1993).

Finally, I confirmed a significant negative time trend for positive affect, but this trend
disappeared when other predictors were considered. The decrease in positive affect over time as
a result of caregiving seems logical, considering the declining health of the IWD and addition of
caregiving responsibilities. Still, as previously mentioned, the complex relationship between
various predictors and positive affect could lead to effects from confounding variables (Farran,
1997). These effects could explain the lack of a significant time trend with the communication
patterns.

As a future direction, a structural equation model could be constructed to further examine
the causal relationships between communication and caregiver overload, depression, anger, and
positive affect. Such a model would be able to more directly determine the causal effect of
communication predictors on the affective outcomes.

Overall Interpretation

Why do IWDs exhibit these aggressive and depressive communication behaviors in the
first place? Drawing from previous literature, these individuals likely experience difficulty
achieving simple wants and needs, as well as more complex communication goals (social
closeness and information transfer) (Light, 1988; Blackstone, 1996). Therefore, it is plausible
that the depressive and aggressive behaviors are related to the IWD’s decreased ability to
communicate. According to Smith and Buckwater (2005), behavioral symptoms such as those
analyzed in the current study are almost always attempts to communicate in spite of impaired
language ability.
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In this study, | found that positive communication was associated with decreased feelings
of caregiver burden. Therefore, to decrease overall caregiver burden, it is necessary to decrease
aggressive and depressive communication and increase positive communication as much as
possible. In order to increase such positive communication, IWDs must have the ability to
successfully communicate without resorting to such depressive and aggressive communication
behaviors. Thus, it is necessary to employ communication strategies for both caregivers and
receivers.

The positive communication exhibited by IWDs could relate to a caregiver's willingness
to encourage verbal communication from the IWD, in spite of deficits related to the relative's
dementia. Interventions constructed to increase such positive communication, should, according
to my findings, decrease aggressive and depressive communication, as well as overall caregiver
burden. The results of this study reinforce the importance of successful communication between
the IWD and caregiver, not just for the sake of the IWD himself, but also for the caregiver’s
well-being. Future research must focus on developing and employing interventions for IWDs to
communicate more successfully, so that they will not resort to these aggressive and depressive
compensating behaviors.

These findings support previous research regarding the behaviors of IWDs and their
effects on caregiver burden (Pasporouvov, 2011; Gallagher et al, 1989). Bourgeois et al (2010)
describe a number of AAC tools developed to assist IWDs to communicate successfully with
caregivers. For example, low-tech communication tools, including boards and memory books,
can alleviate memory and word-finding problems. Bourgeois suggests that AAC therapy for
IWDs may also require training for caregivers to learn how to guide interactions. In addition,
Orange (1998) notes the importance of teaching caregivers proper strategies to encourage
conversation with IWD.

Still, as described by Young et al (2011), information for caregivers and professionals
who work with IWDs regarding communication strategies is not always readily available.
According to Young’s study, professionals and caregivers reported that the communication
advice available was extremely general and lacked credibility (Young et al, 2011). Such
techniques encouraging positive communication could be incorporated into informal
interventions (such as in the form of presentations at Alzheimer’s Association meetings) and
should be readily available for both caregivers and IWDs. However, the previously mentioned
studies do not specifically suggest the possibility of combining IWD and caregiver
conversational strategies as a way to improve communication between the dyad. That is, many of
the studies focus on either the IWD or the caregiver to improve communication rather
considering both parties as responsible for successful interaction. Future research could focus on
ways to improve communication techniques between caregivers and individuals with dementia
as a dyad to reduce negative and improve positive outcomes.

Limitations

Several limitations exist within this study. First, attrition between the baseline and fifth
waves resulted in a much smaller final sample size. However, this type of attrition is practically
unavoidable considering the nature of the study. Many of the IWDs in the study were in a
compromised physical state due to dementia and old age. As a result, several participants
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transferred to a long-term care facility or passed away over the course of the year (Kim et al.,
2011).

Another limitation concerns the use of the WRB itself. Although the WRB contains
fifty-three dementia related behaviors, none of the twelve categories address communication
directly. Therefore, in order to use this dataset for the hypotheses, | had to construct my own
communication measures out of the behaviors assessed in the WRB. Future studies that wish to
investigate communication patterns between caregivers and IWDs should utilize questionnaires
that target communication needs more directly. Erder et al (2012), recently presented a new
measure of caregiver burden that examines communication patterns and social interactions
between caregivers and IWDs. The Caregiver Perceived-Burden Questionnaire (CPBQ) was
designed to measure these specific domains of function in IWDs and their effects on caregivers.
Such a scale would be ideal to use for a future longitudinal study considering communication
and caregiver burden.

Future studies might also consider observing caregivers and care-receivers to monitor
interactions more directly. Such an approach could be employed to determine how caregivers
respond to types of communication exhibited by IWDs. This method would also eliminate
reporting errors by caregivers regarding how frequently each communication item occurred.

Finally, the current study attempts to describe the aggressive and depressive
communication behaviors exhibited by IWDs and does not assess the presence of communication
disorders. Unfortunately, the Family CARES survey did not include information about the types
of rehabilitation services each IWD received during the study, and the WRB does not contain
information on IWD's communication disorders specifically. Thus, it proved difficult to assess
particular aspects of the IWDs ability to communicate and, thereby, determine the particular
therapy that would be most useful to IWDs in the study. Future studies of this nature should
seek to obtain information about the participants’ experience with speech therapy services.
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