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The Communication Gap Between the Medical System
and Community Resources for Dementia-Related
Behavioral Symptom Management:

Family Caregiver Perspectives
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ABSTRACT

Objective: To examine family caregiver perspectives
on cooperative communication surrounding
pharmacologic and nonpharmacologic resources
for the treatment of dementia-related behavioral
symptoms.

Methods: Personal narrative interviews were
conducted by the primary investigator with 13
family caregivers from October 2014 to April 2015.
The recorded interviews were then transcribed and
coded. Models detailing the caregivers’ resource
utilization in regard to behavioral symptom
management were produced for each participant
and then summarized on the basis of recurring
themes.

Results: There is a significant gap in the coordination
and communication between physician services

and caregiver community resources to aid in the
behavioral management of family members with
dementia. Physicians tend to rely on pharmacologic
management independent of community resources
and did not seem to be integrated or involved with
recommendations from community resources.

Conclusions: Better integration of caregiver
resources is necessary to help caregivers in the
management of dementia-related behavioral
symptomes.
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he prevalence of dementia-related behavioral symptoms, also
known as neuropsychiatric symptoms, may be as high as 60%
in people with Alzheimer’s disease and other dementias living in
community settings? and more than 80% in people living in nursing
homes.** Neuropsychiatric symptoms have been shown to increase
caregiver burden and lead to earlier nursing home placement.>®
Nonpharmacologic interventions are considered first-line treatment
for dementia-related neuropsychiatric symptoms, except in emergency
situations.””!! However, the use of nonpharmacologic treatments has
gained little popularity in real-world settings.'? Instead, pharmacologic
treatment for neuropsychiatric symptoms, namely antipsychotic use,
ranges from 10%-40% depending on the setting!*~! despite US
Food and Drug Administration black box warnings.?’ Moreover,
antipsychotics are continually used to treat neuropsychiatric symptoms
despite increased risks of cardiac arrhythmias, cardiovascular disease,
pneumonia, and all-cause mortality.>!~24
Currently, there is a tremendous knowledge gap in translating
nonpharmacologic interventions and minimizing use of
pharmacologic treatment to manage dementia-related behavioral
symptoms.?> For example, one study found that those who lived with
their caregivers were significantly less likely to use antipsychotics than
those who lived alone and that caregiver input is highly important in
assessing effectiveness of dementia-related interventions.'> However,
there is little to no research detailing family caregiver accounts on
the relationship between pharmacologic and nonpharmacologic
resources for dementia-related behaviors. While nonpharmacologic
interventions have been shown to be effective in the management of
dementia-related neuropsychiatric symptoms,®~!! it is uncertain if
family caregivers are aware of such interventions. These interventions
include formal and informal caregiver support groups, online
resources, and spiritual resources. Thus, this study aims to understand
the communicative relationship, or lack thereof, among caregiver
resources for dementia-related behavioral symptoms via family
caregiver narratives.

METHODS

Participants

Participants within the surrounding Sacramento, California, area
were recruited from Alzheimer’s disease support groups; the University
of California, Davis Alzheimer’s Disease Center; caregiver support
groups; and adult day health centers. Participants were required to be
the primary caregivers making medical decisions for a family member
with dementia. The family member with dementia had to exhibit
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B There is a significant gap in the coordination and
communication between physician services and
caregiver community resources to aid in the behavioral
management of family members with dementia.

B Physicians tend to rely on pharmacologic management
independent of community resources and did not seem
to be integrated or involved with recommendations from
community resources.

B Having a single, region-specific resource to provide
direction to caregivers may prove to be extremely helpful
in the caregiver decision-making process, in tandem with
the physician’s role.

distressing behavioral symptoms that caused the caregiver
to seek medical or other outside help.

Of 35 people who responded to the study advertisement,
10 did not meet study entry criteria because the potential
participants did not take care of an individual with
dementia-related distressing behaviors. Five did not call
back to complete the screening, and 7 did not complete the
interview due to scheduling or other logistical reasons. A
total of 13 caregivers, 12 female and 1 male, completed the
interview process. A total of 10 participants were caring for
a parent, 2 were caring for a spouse, and 1 was caring for
a sibling. A summary of participant demographics can be
found in Table 1. Participants were compensated with a gift
card for their participation in the study.

Materials

A standardized interview guide was used by researchers
to examine caregiver perspectives on the communicative
relationship between physician services and community
resources for dementia-related behavioral management.
Interview questions were based on a predetermined
interview guide developed by 5 members of the research
team. The interview guide covered the following 4 domains:
(1) description of the behavioral problems, including the
caregiver’s understanding of the nature and seriousness
of the symptoms (ie, their explanatory model); (2)
narrative of how the decision to either accept or decline

(nonpharmacologic vs pharmacologie) treatment unfolded,
including the nature of and satisfaction with discussions
with the primary care provider and the role of other factors
(eg, social resources); (3) understanding of the risks and
benefits of pharmacologic treatment, namely antipsychotic
use; and (4) caregiver description of therapeutic choices and
their perceived outcomes.

Procedures

From October 2014 to April 2015, family caregiver
interviews were conducted by the principal investigator
(G.L.X.) both in-home and at the office at the University
of California, Davis. All interviews were conducted in
English, and no translation was necessary. These single-
visit, audiotaped sessions typically lasted 30 minutes to an
hour, wherein the principal investigator asked questions
from the predetermined interview guide. Once complete,
participant interviews were transcribed into text, which were
subsequently qualitatively coded.

Qualitative analysis of the narrative transcription data
included both coding and charting. Each transcription was
reviewed by at least 2 authors, who then identified recurrent
and definitive themes around resource utilization and
communication for dementia-related behavioral symptom
management. The qualitative data software package Dedoose
version 5.0.11 (Dedoose, Manhattan Beach, California)
was used to assign codes, analyze data, and find recurrent
patterns.

RESULTS

Our results include an analysis of the communicative
relationship among various resources utilized by caregivers
to aid in the behavioral symptom management of the care
recipient and a description of the significant themes that
emerged from participant narratives. Using an iterative
comparison and review process, we arrived at a caregiver
resource utilization model (Figure 1) that details the
resources caregivers described to help them manage
dementia-related behavioral problems. While participant
resource utilization and caregiving approach varied, each

Table 1. Participant Demographics and Characteristics

Age of Age of Care Length of Care
Participant Caretaker, y Receiver,y Form of Dementia Provided, y
1 68 90 Dementia 5
2 79 82 Probable Alzheimer’s with possible 3

Lewy body dementia

3 58 92 Alzheimer’s 3
4 62 82 Alzheimer’s 8
5 60 87 Dementia 6
6 68 90 Dementia 2
7 58 92 Dementia 1.5
8 60 94 Alzheimer’s 7
9 62 87 Lewy body dementia 1.5
10 76 78 Alzheimer’s 7
1 49 83 Alzheimer’s 2
12 65 60 Dementia 4
13 54 84 Alzheimer’s 5
Total, mean+SD 63.0+8.3 84.7+8.8 42+23
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Figure 1. Model of Impactful Resources on Caretaker Decision Making to Manage

Dementia-Related Behavioral Symptoms
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participant used at least 1 resource, be that medical or social,
to aid in the behavioral management of a loved one with
dementia.

Most nonpharmacologic treatment communication
and discussion came from family and friends, community
resources such as caretaker support groups, hired caregivers,
educational resources, and miscellaneous resources and
forms of support, while pharmacologic recommendations
from physicians were independent and did not seem
to interact or connect with social recommendations.
Overall, there was a lack of coordination and integration
of community resources and physician recommendations.
Participants frequently described having nonoverlapping
and 1-sided conversations about treatment options with
physicians, while having open discussions about behavioral
treatment through community resources. Moreover, despite
probing, participants did not describe any formal, evidence-
based nonpharmacologic approaches that they learned from
physicians or other medical resources.

DISCUSSION

The goal of this study was to better understand
the experiences and perspectives of caregivers on the
communication gap between physician services and caregiver
resources for the treatment of dementia-related behavioral
symptoms. After examining participant narratives, it was
apparent that behavioral symptom management consisted of
atrial-and-error process that lacked a necessary coordination
between medical and community caregiver resources,
leading to consistently high levels of caregiver confusion
and frustration.

While many themes emerged from participant narratives,
the most definitive pattern found was the near-constant

frustration of caregivers from trying to manage their loved
one’s dementia-related behavioral symptoms, as well as from
attempting to coordinate communication among the available
resources. Participants often utilized national websites as
a reference to care management but maintained that the
abundance of resources made it hard to discern those that
were reliable. Most often, participants discussed behavioral
management options with social and community resources
but not with physicians or medical professionals. Caregiver
narratives suggest that a lack of general knowledge about
dementia and treatment options is inhibiting discussion
between caregivers and physicians. This communication
gap in caregiver resources for dementia-related behavioral
symptom management undoubtedly leads to a lack of care
coordination, which puts more pressure and burden onto
stressed family caregivers.

To ameliorate this issue, a single, region-specific resource
to provide direction to caregivers may prove to be extremely
helpful in the caregiver decision-making process, in tandem
with the physicians’ role. With such a resource, caregivers
could connect with each other, share advice and local
resources, and, ultimately, better educate themselves so that
further discussion between caregiver and physician can be
had. Clearly, more structured and available resources are
desperately needed by family caregivers to help empower
them to make more informed decisions and play a more
active role in the caregiving process.

This study provides nascent information and insight
into the communication gap between physician services
and dementia-related behavioral symptom management
resources for family caregivers. Although the small
participant group may not be representative of the entire
caregiver population, it is very likely that their struggles with
lack of information, as well as with the communication gap,
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are reflective of caregiversat large. Another limitation of this
study is that the participants were all informal caregivers
caring for a family member and already connected to 1 or
more caregiving resources. The needs of family caregivers
not connected to some sort of caregiving resource may be
different from the needs of this particular population. Future
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