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Abstract

This study describes an evaluation of a community-based psychoeducational intervention, called The Family Series Workshop, for
caregivers of community-dwelling persons with Alzheimer’s disease or related dementias (ADRD). In a one-group pretest—
posttest design, participants (n = 35) attended six weekly sessions. Caregiver stress, coping, and caregiving competence were
evaluated along with demographic characteristics of participants. There was a significant improvement found for caregiving
competence, and a marginally significant increase in coping with humor. Using regression analysis we also found that coping with
humor, along with stress, were significant predictors of caregiving competence. These findings indicate that it is possible to
increase caregiving competence utilizing a “grassroots” approach and that it is feasible to hold educational, group discussions on a

plethora of challenging caregiving topics.
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Introduction

The number of persons with Alzheimer’s disease (AD) is
expected to almost triple by the year 2050 to 13.8 million
people, causing a silver tsunami that will have a drastic socio-
economic impact on the US national health care system.' Cur-
rently, AD affects more than 5 million people in the United
States, which accounts for 60% to 80% of those with progres-
sive dementia.' Dementia is a cognitive disorder character-
ized by the loss of, or decline in memory, word recall and
other cognitive abilities to the point of interfering with daily
activity.”> The most common type of dementia is AD." As the
number of people with AD and related dementias (ADRD)
increases, the number of people caring for them will also
increase. Because unpaid caregivers of persons with dementia
provide 60% to 70% of care in the community, ADRD
impacts millions of family members and friends.'

Caring for a person with ADRD can be an overwhelming
experience.®’ Caregiving can be severely taxing and affect
coping abilities and the well-being of the caregivers.®® Provid-
ing continuous care for a person with ADRD has been associ-
ated with chronic fatigue, depression, deteriorating health, and
emotional problems.'®!! Past research has found that chronic
stress, such as the stress associated with caregiving, can slow
wound healing, diminish the strength of immune responses to

vaccines, enhance susceptibility to infectious agents, and reac-
tivate latent viruses.'>'® These pathophysiological adaptations
are likely related to prolonged chronic stress response, and can,
in itself, be detrimental.'* Stress results in the release of inflam-
matory molecules such as C-reactive protein (CRP), interleukin
(IL), and tumor necrosis factor (TNF) that can cause further
organ dysfunction if unchecked.®'>

In spite of the negative consequences of caregiving for per-
sons with ADRD, recent studies have documented the benefits
of caregiving.'”' Positive aspects of the caregiving experi-
ence may buffer caregivers from negative emotional and
physical consequences of caregiving.18 Caregivers who feel
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competent or self-efficacious in caring for the person with
ADRD have also experienced positive thinking, improved con-
trol of negative effect, and enhanced motivation in association
with self-efficacy.'® Personal fulfillment, satisfaction from help-
ing a family member, development of new skills and competen-
cies regarding caregiving, and improved family relationships
have also been noted in the caregiving literature.'

A number of interventions’>%>* have been published that use
psychoeducation as a means to help caregivers with their care-
giving situation. Psychoeducation, as described by Lukens and
McFarlane,?* is a training method to build skills in family care-
givers of persons with psychiatric or mental illness. This type of
intervention has been implemented with ADRD caregivers in
various settings.®?%#>2%>2° These interventions have been found
to significantly improve caregiver well-being, thereby reducing
caregivers’ levels of clinical depression.”®*!*>?7 A large multi-
component intervention that included psychoeducation as part of
the intervention was the Resources for Enhancing Alzheimer’s
Caregiver Health IT (REACH 1I) study.?® Results revealed that
caregiver burden or stress decreased, and their quality of life
increased significantly due to the intervention.?® Considering the
number of psychoeducational interventions currently available
for caregivers, the authors evaluated the impact of an ongoing
community-based psychoeducational intervention that targets
ADRD caregivers, called the Family Series.

The aim of this study was to evaluate the impact of a
““grassroots” community-based psychoeducational interven-
tion, named the Family Series, on caregivers of community-
dwelling persons with ADRD. The study sought to determine
whether caregivers who attended this intervention (Family
Series) would report improved levels in caregiving compe-
tence, stress, and coping. This study also sought to examine
the impact of this intervention on the relationship between
caregiving competence, stress, and coping.

Methods

Caregiving for a person with ADRD is complex. Both negative
and positive consequences of caregiving can have an effect on
caregiver’s health or well-being as well as their care of the per-
son with ADRD. Given this, the authors chose to use the term
caregiver “stress” rather than burden, as it is commonly labeled
in the literature. Some caregivers may not perceive caregiving as
a burden, but rather as stressful life event.”® Therefore, “care-
giver stress” was used to refer to the negative consequences
associated with providing care to a person with ADRD.

Theoretical Framework

The Stress Process Model of Alzheimer’s Caregiving was used as
a framework to guide this study. Derived by Pearlin et al,'" this
model postulates that caregiver stress is a consequence of a
process, which involves 4 interrelated domains including one’s
(1) caregiving background and context of stress, (2) stressors,
(3) mediators of stress, and (4) the outcomes or manifestations
of stress. Coping is considered a mediator in which individuals

employ strategies on their own behalf to help them deal with their
caregiving situation. Caregiving competence measures adequacy
of the caregiver’s performance as caregivers. Conditions, experi-
ences, and activities that create stress in caregivers are those that
threaten them, thwart their efforts, and fatigue them. Overtime,
stressors from caregiving can have a negative effect on caregiving
and lead to the preinstitutionalization of the person with ADRD
and yielding of the caregiving role by the caregiver.'"*

Community-Based Collaborative Research

The conceptual framework that guided the evaluation of the
Family Series workshop intervention, which was synthesized
with the current state of the science based on a literature review
regarding psychoeducational interventions for caregivers, iden-
tified some important concepts. The concepts applied to the
aims of the intervention (Family Series) of helping caregivers
cope with their caregiving situation, as well as reducing stress
(burden) related to caregiving and providing caregivers with
the skills needed to adequately care for and avoid preinstitutio-
nalization of the person with ADRD. Interdisciplinary team
members of health care professionals from an Alzheimer’s
nonprofit organization collaborated with the principal investi-
gator (PI; Llanque) and agreed that these constructs would be
the most appropriate constructs to evaluate for the intervention.
No other additional measures were employed.

Program inception and subsequent development. The Alzheimer’s
nonprofit organization had a long history of providing demen-
tia education to caregivers. This was largely confined to gen-
eral education provided in either 1 or 2 session workshops
that vacillated between overloading caregivers with too much
information or reducing information to fit limited time frames
and leaving caregivers less prepared. The Family Series
intervention breaks up the information provided in reasonable
topic-specific doses and expands the amount of time of the
intervention and was developed to address those challenges.
Moreover, breaking the information up into 6 topic areas
enables caregivers to be in more control of what information
caregivers’ need or information they are ready to hear. Care-
givers have the option of attending only those sessions that relate
to their needs. Additionally, the extended series allows rapport
building and strengthens support between the participants. Fur-
ther development of the Family Series workshop’s curriculum
development was shaped by clinical experiences of the staff at the
Alzheimer’s nonprofit organization and past published studies of
evidenced-based programs for caregivers of persons with ADRD.

Participants

Participants for this study were recruited through convenience
sampling from caregivers who were interested in attending the
Family Series, psychoeducational intervention. The intervention
was open to all nonpaid family, friends, and significant others,
who self-identified as caregivers of persons with ADRD and who
met inclusion criteria for the study. Inclusion criteria limited
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Table 1. The Family Series Workshop Curriculum.?

Session Topic Content

| What can | expect?
Il | don’t need any help

An overview of dementia including diagnosis, stages, and family experiences.
A discussion of managing activities of daily living including task breakdown, provision of care,

and other issues associated with bathing, toileting, dressing, taking medication, and feeding.

I} He/she just sits around all day

Explores the role of activities and structure for the person with Alzheimer’s disease including

suggestions on activities and options to maximize strengths.

Discusses the concerns and appropriate benefits of commonly prescribed medications in the

care of the person with dementia.

Discusses the dilemma and issues around the placement decision. Covers options, resources,

and the decision-making process.

v Is he/she on too many medications?
\ | can’t do this anymore
Vi | should, | ought, | have to ...

caregiving.

Covers the guilt that typically goes along with the role of caregiver and the impact of guilt on

*This table shows the curriculum of the Family Series Workshop psychoeducational intervention as it applies to the key concepts: coping, caregiving competence,
and stress. Topics and content covered under each session were written and described by Michelle Niedens, Director of Education, Programs, and Public Policy, at
the Alzheimer’s Association, Heart of America Chapter. Adapted with permission (2014) from Michelle Niedens.

participation to caregivers who were 18 years of age or older.
Caregivers did not have to reside with the person with ADRD;
however, they must have provided some support with ADLs or
IADLs for a person with ADRD. Exclusion criteria involved
inability to read or write English. An Alzheimer’s community ser-
vice agency advertised the workshop with flyers, an educational
calendar, and personal contacts with caregivers during home/
office visits with care consultants.

Design and Procedures

Intervention. The Family Series workshop consisted of 6
weekly, 90-minute psychoeducational sessions designed for
caregivers of persons with ADRD. Table 1 presents an over-
view of the workshop curriculum. Table 2 provides details with
regard to how each outcome measure was tied to the sessions of
this intervention. A health care professional with a minimum of
a bachelor’s degree in the area of social work, nursing, geron-
tology, pharmacy, psychology, or related fields delivered the
information and coordinated the sessions. Knowledge of the
disease process as well as experience working with persons
with ADRD and their caregivers were required of the health
care professional. Each session of the Family Series workshop
included a lecture with Power Point, discussions, educational
handouts, and an open question and answer period at the end.
A consulting geriatric pharmacist provided educational infor-
mation and handouts for the session on medications. The series
was adapted from work developed by a local social worker who
used methods of community-based participatory research with
staff from an Alzheimer’s community service agency. How-
ever, the impact of the Family Series workshop had not been
formally evaluated.

Recruitment. Recruitment flyers were created and disseminated
at support groups and other educational programs. The flyers
invited and encouraged caregivers to attend the intervention.
A notice of the intervention was placed in an annually disse-
minated education calendar, which advertised upcoming

workshops and conference meetings hosted by the Alzhei-
mer’s community agency. Caregivers who met the inclusion
criteria and planned to attend the workshop for at least 4 of the
6 sessions were invited to join the study. Study participants
completed questionnaires on the first and last day they
attended the workshop. In addition, caregivers were asked
to add a unique identifier on the pre- and posttests so that the
researchers could pair each participant’s data from both
assessments. Data for this study were collected March
through August 2011.

Retention strategies. Caregivers received reminders regarding
upcoming sessions, returning the study questionnaires, and the
content that would be covered during each sessions. Another
strategy used to increase retention and to express appreciation
for participation was to provide caregivers with a voucher for a
free book from a library that provided books on dementia.

Human subjects protection. Approval for this study was obtained
from the University of Missouri-Kansas City Social Science
institutional review board (IRB). A nonprofit Alzheimer’s
community service agency served as a community partner for
the study and provided a letter of support to the IRB.

Measures

Demographics. A demographic questionnaire was developed to
obtain background information from the caregiver about their
relationship to the person with ADRD, length of time providing
care, living situation, race and ethnicity, age, gender, employ-
ment, and education level. Often participants are reluctant to
answer questions with regard to personal finances,” thus the
questionnaire posed the question: “Are you experiencing finan-
cial strain?” in order to assess economic status.

Coping. The Brief COPE scale, a 28-item, Likert-type scale, uti-
lized for this study, consists of 14 subscales, with 2 questions
for each subscale. Subscales measured self-distraction, active
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Table 2. Integration of the Stress Process Model With the Family Series Workshop Intervention.

Session Coping

Competence

Caregiver Stress

| Cognitive reframing will help caregiver in
their understanding of behavior and
memory changes that occur as the
disease progresses and will help
caregivers cope with impairments caused
by dementia.

Il Caregivers are able to utilize problem-
solving skills while assisting the person
with the disease with activities of daily
living.

Caregivers are able to understand cognitive
processes that affect communication
skills of the person with dementia.

I Engaging in failure-free activities and struc-
turing each day with a routine helps
caregivers cope with the disease
progression.

\ Discussion on whether long-term care
placement is right for the person with
dementia and the caregiver. Addresses
the management of the caregiving situa-
tion, leading to the need for additional
care such as in-home respite, assisted
living, or nursing home placement.

Vi Caregivers are able to manage the meaning
of their caregiving situation such that
feelings of guilt are reduced.

Provides information regarding
pathophysiology of dementia, diagnosis,
stages of dementia, prognosis, genetics,
risk factors of getting dementia,
Alzheimer’s Association’s services, and
online resources to help caregivers.

Caregiving skills discussed regarding
techniques in assisting with personal
care, bathing, perineal care, pain,
psychosis, boredom, paranoia,
depression, visual-spatial problems, and
communication.

Home and community-based resources are
discussed.

Information regarding activity/structure for
the person with dementia that caregivers
can do during various stages of dementia.

Resources such as Adult Day Programs and
In-Home Respite are discussed.

Caregivers learns about medications
typically prescribed to persons with
dementia, as well as the benefits vs
negative effects of psychotropic
medications prescribed for behavioral
problems as dementia progresses.

Information regarding the placement of the
care receiver in a long-term care facility
is discussed. Options for aging in place
are covered.

A facilitated group discussion about
caregiver guilt will take place.
Information about how support groups,
counseling, or talking with a trusted
person about caregiver guilt will be
discussed.

Caregivers are able to maintain their
physical health and stress level (ie,
feelings of tiredness, sleep deprivation,
feeling sick, and perceived health).

Persons with dementia experience slower
progression of certain cognitive
functions dementia and are able to share
memories with the caregiver as they
engage in activities. Resources can
decrease caregiver stress via respite
care, so that the caregiver gets reprieve.

Topics related to reducing caregiver stress

and using cognitive reframing in relation
to the contextual caregiving situation and
cognitive status of the care receiver.

coping, denial, substance abuse, use of emotional support, use
of instrumental support, behavioral disengagement, venting,
positive reframing, planning, humor, acceptance, religion, and
self-blame.*® Cronbach’s o coefficient is used as a test of inter-
nal consistency. A value of .7 to .8 is considered acceptable
value for Cronbach’s o.>!*? Cronbach’s o scores for the 14
subscales ranged from .57 to .90. Participants rated their fre-
quency of using a particular coping style on a scale ranging
from 1 (I haven’t been doing this at all) to 4 (I’ve been doing
this a lot). Possible scores on this instrument range between
28 points (lowest score) and 112 points (highest score).

Caregiving competence. Caregiving competence was evaluated
using the 4-item caregiving competence scale.'' The items
in the scale inquired into one’s confidence in their ability to
address the demands of caregiving. The responses to each

item ranged from 1 (not at all) to 4 (very much) that are
summed for a possible total score that can range from 4 to
16, where a higher score indicates greater competence. Inter-
nal consistency for this instrument was o = .74 after psycho-
metric testing.''

Caregiver Burden Inventory. The modified Caregiver Burden
Inventory (CBI) assessed the multidimensional aspects of
caregiver stress.>>** Participants” CBI scores may range from
0 to 96 points. Scores near or above 36 points appear to reflect
caregiver burnout and the need for assistance. Psychometric
testing has shown that the Cronbach’s o for this measure
ranged from .69 to .87.° The scores for this instrument were
reverse coded. Higher score for an item would reflect a low
level of stress, and a low score would reflect a high level of
stress.
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Table 3. Participants’ Demographic Characteristics by Recruitment Site.

Variable f (%)
Sample size N =35
Average age (SD) 62.7 (13.6)
Ethnicity
Hispanic 1 (2.9)
Non-Hispanic 34 (97.1)
Race
Caucasian 35 (100)
Gender
Male 12 (34.3)
Female 23 (65.7)
Employment
Full-time 11 (31.4)
Part-time 3 (8.6)
As needed 3 (8.6)
Not employed 18 (51.4)
Caregiver relationship to care receiver
Spouse 18 (51.4)
Parent 2 (5.7)
Child 9 (25.7)
In-law 2 (5.7)
Friend 3 (8.6)
Other relative 1 (2.9)
Length of caregiving
Less than 6 months 7 (20.0)
6 months to | year 4 (11.4)
1-2 years 3 (8.6)
Over 2 years 21 (60.0)
Residence of person with dementia
Living with the caregiver 22 (62.9)
Living with other family members 4 (11.4)
Living with other persons 4 (11.4)
Live alone 5(14.3)
Education level
High school/GED 6 (17.1)
Some college 10 (28.6)
College graduate 11 (31.4)
Graduate education 8 (22.9)
Caregivers experiencing financial strain
Yes 8 (22.9)
No 24 (68.6)
Preferred not to answer the question 3 (8.6)
Dementia type
Alzheimer’s disease 26 (74.3)
Mild cognitive impairment 1 (2.9)
Parkinson’s disease dementia 1 (2.9)
Traumatic brain injury 2 (5.7)
Normal pressure hydrocephalus 1 (2.9)
Unknown 4 (11.4)
Stage of dementia
Early 14 (40.0)
Middle 14 (40.0)
Late 6 (17.1)
Unknown 1 (2.9)

Abbreviations: GED, general equivalency diploma; SD, standard deviation.

Statistical Analysis

Data analyses were performed using the SPSS 18.0 for Win-
dows and Statistical Analysis System (SAS) 9.2.°>>° The o

level for significance tests was set at .05. Paired ¢ tests with
random effect assessed caregiving competence, stress, and
coping, from baseline to postintervention. Random effect was
used to account for any differences on outcome measures due
to site (ie, the 3 different recruitment sites). Missing data were
imputed through mean substitution. Minimal data collected
were missing, which included 2 participant cases. According
to Munro,?’ mean substitution has the advantage of being eas-
ily implemented and provides all cases with complete data.
An a priori power analysis determined that a power of .80,
with a moderate effect size of .50 and a 1-sided, paired ¢
test required a minimum of 34 participants for this study.?’
Additionally, regression analysis with random effect for site
differences was utilized to examine the impact of the inter-
vention on the relationship between caregiving competence,
stress, and coping.

Results

Table 3 displays the demographic characteristics of the study
participants. A total of 35 caregivers of persons with ADRD
completed the baseline and postintervention questionnaires
from the 3 workshop sites. The majority of participants were
female (n = 23, 65.7%), caucasian (N = 35), middle aged
(M = 62.7 years old), and had been caregiving for over 2 years
(n = 21; 60%). Many of the participants self-reported exp-
eriencing no financial strain (68.6%, n = 24). Overall, the
majority of participants were well-educated, wherein 83% had
at least some college background, including more than half
who were college graduates (terminal bachelor’s degree,
n = 11, 31.4%; postgraduate, n = 8, 22.9%). Caregivers were
asked to identify the current stage of dementia they believed
the care receiver was at during the time of the study. This
information was important to demonstrate that caregiver’s
caring for a person with ADRD at any phase of dementia
living in the community could benefit from this intervention.
Caregivers rated the care receiver as follows: early (40%, n =
14), middle (40%, n = 14), late (17.1%, n = 6), and unknown
(2.9%, n = 1), refer to Table 3. Adherence to the intervention
by caregivers is depicted in Table 4. Over 82% of participants
attended all 6 sessions of the intervention.

The mean scores of all measures (ie, caregiving compe-
tence, stress, and coping levels) changed in the clinically
desired direction from baseline to postintervention are repre-
sented in Figure 1. Paired ¢ test with random effect for all
recruitment sites was used to examine mean changes in
measures of caregiving competence and stress levels from
baseline to postintervention found in Table 5. Caregiving
competence scores significantly improved (P = .0358; ¢ =
5.14) by 3 points, from an average of 11.6 at baseline to
14.6 (standard deviation [SD] = 1.9) postintervention. The
mean scores of caregiver stress improved slightly from base-
line at 20.7 points to 21.2 at postintervention. In spite of a 0.5
improvement in stress scores from baseline to postintervention,
this improvement was not significant (P = .7081; t = 0.43).
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Table 4. Participation of Caregivers by Group in Each Workshop Session.

Groups Session | Session 2 Session 3 Session 4 Session 5 Session 6
Group | (n = 14) 12 12 3 I3 3 9
Group 2 (n = 10) 9 10 10 9 10 9
Group 3 (n=11) 9 10 I 9 10 8
. o Table 5. Summary for Paired t Tests With Random Effect Analysis
Measures in Outcomes from Baseline (Time 1) to Post- R Its.?
intervention (Time 2) esults.
% 212 Measures Estimate SE df t P
207 :
20 Caregiving competence 29429 05724 2 514 0358°
Stress 0.5294 12267 2 043 .708I
15 14.6 —4— Coping with Humor*
= 11‘/ Abbreviation: SE, standard error.
S : ~— Stress °N = 35.
10 °p < .05.
== Caregiving
5 4.1 Competence* . . . .
LT _— competence, and stress. Since the intervention had a marginally
0 significant effect on coping with humor subscale mean scores,
Time 1 Time 2 the authors analyzed stress and the coping with humor sub-
scale, separately, to see whether both stress and coping with

Figure I. Change in mean outcome score of coping subscale humor,
stress, and caregiving competence levels.

Additionally, 14 subscales of the Brief COPE instrument
were analyzed separately as recommended by Carver.>® Using
an aggregate coping mean score of all the subscales is not rec-
ommended, since there is no particular way of generating a
dominant coping style for participants.>** The coping with
humor subscale consisted of a total of 2 items. For each item,
the responses ranged from 1 (I haven’t been doing this at all)
to 4 (I've been doing this a lot). Ergo, for this particular sub-
scale, the range of possible points were from 2 to 8 points. The
authors found that the coping subscale of humor produced
mean scores from an average baseline of 2.6 (SD = 1.0) to
4.1 (SD = 2.2) at postintervention (P = .0493; t = 4.34).
Although a change in mean total scores on the humor subscale
ranged from 2.6 to 4.1 with a P value of .0493 may be statisti-
cally significant, this may not be clinically significant. Since
this is a pilot study with small sample size, Bonferroni correc-
tion for multiple tests was not conducted.***° Bonferroni cor-
rection is known for being conservative and reduces statistical
power.>” However, this finding may be worth studying in future
studies with a larger sample size to see whether humor does
play a greater role in easing the encumbrance of caregiving.
The following coping subscales approached significance:
positive reframing (P = .0575; ¢t = 3.99), religion (P =
.0802; t = 3.32), self-distracting (P = .0613; ¢t = 3.85), and
venting (P = .0941; t = 3.03). Table 5 provides a visual
depiction of the significant and nonsignificant changes for
the outcome measures of the coping subscales.

As shown in Table 6, separate regression analyses were used
to account for site differences and to analyze the relationship
between the measures coping with humor subscale, caregiving

humor were predictors of caregiving competence. As seen in
Table 7, the coping subscale with humor (P = .0015; ¢ =
3.51) in conjunction with stress (P = .0062; f = 2.95) were sig-
nificant predictors of caregiving competence. Figure 2 depicts
the final model illustrating intervention’s effect on caregiving
competence, stress, and coping.

Discussion

The aim of this study was to examine the impact of a
community-based psychoeducational intervention, the Family
Series workshop, involving caregivers of persons with demen-
tia. The intervention had a significant positive effect on care-
giving competence. Caregivers’ understanding of information
and knowledge regarding how to provide care for the person
with ADRD improved after participating in the intervention
(P = .0358). Past studies that evaluated the impact of psychoe-
ducational interventions on caregiving competence have shown
mixed results as to whether caregiving competence improved
postintervention.*'*2

The intervention had a marginal, positive impact on coping
with humor levels of caregivers. Past findings from other car-
egiving interventions*>™ have shown mixed results with
regard to whether coping significantly increased among care-
givers of persons with ADRD. Moreover, further regression
analysis showed that positive reframing, religion, and self-
distracting and venting subscales approached significance in
this study. However, since the sample size was small (N =
35), the authors were unable to determine whether these sub-
scales for coping had a significant impact on caregiver’s coping
style after participating in the intervention. Future studies
should include larger samples to better determine the nature
of these relationships.
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Table 6. Significant Values for Coping Subscales From Baseline to Postintervention.?

Coping Subscale Estimate Standard Error df t Value P Value
I. Self-distraction 1.2000 03117 2 3.85 0613
2. Active coping 1.1272 0.3908 2 2.88 .1021
3. Denial 0.9339 0.3347 2 2.79 .1080
4. Substance use —0.2286 0.1302 2 —1.76 2212
5. Emotional support 1.5170 0.6310 2 240 .1381
6. Behavioral disengagement 0.3143 0.2160 2 1.45 .2830
7. Venting 1.5258 0.5043 2 3.03 .0941
8. Use of instrumental support 1.4557 0.5827 2 2.50 .1298
9. Positive reframing 1.4286 0.3581 2 3.99 .0575

10. Self-blame 0.1447 0.2812 2 0.51 .658l

I'l. Planning 1.0936 0.4107 2 2.66 1168

12. Humor 1.5429 0.3558 2 4.34 .0493

13. Acceptance 0.8000 0.2893 2 2.77 .1097

14. Religion 1.4086 0.4248 2 3.32 .0802

N = 35.

Table 7. Caregiving Competence as Related to Caregiver Stress and
Coping With Humor Subscale.?

Effect Estimate Standard Error df t Value P Value
Intercept 1.5933 06111 2 261 1210
Caregiver stress 0.2038 0.06905 29 295 .0062°
Coping with humor 0.8177 0.2331 29 351 .00I5°
*N = 35.

®p < .05.

Caregiver stress levels (as assessed by the CBI) did not
appear to appreciably change from baseline to postintervention,
based on the statistical analyses. This finding is not surprising,
given that caring for a person with a chronic and incurable ill-
ness such as dementia can lead not only to acute but also to
chronic stress. Although the activation of the stress response,
in most cases, is a beneficial process that helps to preserve
organ integrity,*® it is now established that chronic stress leads
to the accumulation of inflammatory molecules (ie, CRP, ILs,
and TNF) that lead to negative physiological consequences
such as hypertension, depressed immune system, and abdom-
inal obesity, just to name a few.*’*®

The relationship between coping with humor and stress
on caregiving competence was examined in this study. The
authors analyzed stress and the coping subscale humor, sepa-
rately, to see whether both stress and coping with humor were
predictors of caregiving competence. Coping with humor, in
conjunction with improved stress levels, was significant pre-
dictors of caregiving competence. This means that as stress
improves by 1 point (lower stress), caregiving competence will
improve (increased) by 0.2038 points. Similarly, as coping
with humor improves by 1 point, caregiving competence will
improve by 0.8177 points.

These findings may suggest that coping with humor and
stress could be important components of the caregiving pro-
cess. In hindsight, having a qualitative portion to this study
would have provided more insights as to why “coping using

humor” significantly improved based on this intervention
study. Although there have been psychoeducation interventions
studies, which have evaluated coping,**** findings have not
specifically evaluated coping with humor. Other studies*’?
have indicated that humor may be beneficial for caregiving
coping with the stress of caregiving. Further research in this area
could provide researchers and clinicians with an evidenced-
based intervention such as using humor to assist caregivers to
cope with caring for the person with ADRD.

The authors utilized Pearlin et al’s Stress Process Model
of Alzheimer’s Caregiving'' to guide this study, which pur-
ports that coping represents behaviors and practices which
caregivers use in response to life’s problems. A function of
coping is managing stressful caregiving situations as well
as the symptoms that may rise from the situation. Coping,
in this study, was considered a mediator of caregiver compe-
tence. The intervention appears to have a nominal or modest
influence on 1 form of coping (using humor) on caregiving
competence as seen in Figure 2. Although, the results of this
study did not show a significant correlation between coping
and stress, findings did suggest that improved caregiver stress
levels was positively associated with an increase in caregiv-
ing competence of caregivers.

The study sample mainly consisted of caucasian, non-
Hispanic caregivers. According to the Administration on
Aging,” the number of minority elders is expected to increase
exponentially, which places them at risk (due to age) of ADRD.
With this increase, a greater number of minority caregivers can
also be expected. Henceforward, future research should include
a larger sample size that is diverse and inclusive of individuals
from minority, underrepresented populations.

Caregivers in this study benefited from an intervention
that provided psychoeducation about caregiving for a person
with ADRD at various stages of the disease. Tailoring this
community-based intervention for caregivers of those having
other chronic illnesses could yield positive outcomes. Using
a community-based participatory research (CBPR) methodol-
ogy has been helpful in community-based and grassroots
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Figure 2. Final model.

studies in implementing intervention in the community, creat-
ing community capacity, and empowering participants to take
ownership of the intervention so it may continue on after
researchers leave the setting.>* Additionally, both the National
Institutes of Health/National Institute of Nursing Research and
the Patient Centered Outcomes Research Institute are encoura-
ging community engagement in intervention research studies
they sponsor to reduce health disparities in populations.>>>¢

Limitations

Although the results of this study were encouraging, there were
limitations. The study used a 1-group, pretest—posttest study
design with no comparison group or long-term follow-up.
Additional considerations of this study concern time con-
straints of participants, which may have affected participation
in this study. More specifically, if there were fewer time con-
straints for the caregivers; more sessions may have been
attended. Thus, the greater likelihood of treatment effects on
stress, coping, and competence levels of the caregivers.

Although the Family Series Workshop included an interac-
tive question and answer forum at the end of the lecture, this
study did not formally evaluate ways in which participants
applied newly acquired knowledge such as role playing or
homework assignments. Past studies have shown that activities
such as role play or homework can be effective and enhance the
experience of participants partaking in psychoeducational
interventions.’”>® However, due to time, costs, and logistical
issues, these cognitive-behavioral activities were not formally
evaluated in this intervention.

Recruiting participants for this study was a challenge con-
sidering that each caregiver came with unique needs to the
intervention and had time constraints. The sample size was
small, and a convenience sampling technique was utilized.
Additionally, there were few males and persons of color who
participated in this study. Past research has shown that low
numbers of males participate in caregiving interventions and
they often drop out of studies and do not show the same evi-
dence outcomes as females.>*!

It is predicted that the ADRD population will be more eth-
nically and racially diverse in the next 35 years, given the
increased risk of acquiring ADRD in African Americans and
Hispanics older adults.! Efforts to recruit a more diverse care-
giver sample should be considered in future studies. Measures
used in this study were self-report. Future studies, if practical,
could use more objective assessments such as using biomarkers
(eg, CRP, IL, TNF, and cortisol levels) to evaluate not only the
immediate stress levels but also whether allostasis itself has
been compromised.

Given that this intervention was implemented in groups,
the authors did not evaluate the effects of social support on
participants. Interventions conducted in a group setting are
effective in increasing caregivers’ social network, which in
turn could have a positive effect on social support.”**? Social
support, in relation to the Stress Process Model of Alzhei-
mer’s Caregiving,'! is considered a mediator. Hence measur-
ing social support could have provided additional insight in
evaluating the success of this intervention.

Conclusion

Caregiving competence increased in participants who parti-
cipated in this psychoeducational intervention, the Family
Series workshop, with as little as 4 sessions. Caregiver stress
was not statistically significant from baseline to postinterven-
tion. However, caregivers’ use of humor as a coping strategy
was shown to have improved in terms of statistical signifi-
cance, despite the small change in coping with humor scores
from pre- to postintervention. The clinical significance of this
result may be minute as this result may not explain existing
information about the participants or provide useful direction
for improving the intervention in future studies. In spite of
this, other findings suggest that a community-based psychoe-
ducational intervention framed by the Stress Process Model of
Alzheimer’s Caregiving'' has the potential to positively
impact caregiver’s competence in their role as a caregiver.
Such an intervention provides a resource for AD caregivers
at various stages of the disease process.
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Future studies should enlist a research design with added
rigor and could include an additional qualitative methodologi-
cal component, as well a broader model of chronic stress and its
health consequences. This design could provide a better under-
standing of the impact of the Family Series workshop interven-
tion and a more in-depth perspective from both the caregiver
and the person with dementia. Broadening of these concepts
and their understanding, together with the biological validation
through the use of biomarkers, could potentially lead to more
effective interventions. Furthermore, a larger sample size that
is diverse and inclusive of individuals from minority and under-
represented populations is needed to strengthen the study.

There is something to be said about examining interventions
that currently “work‘ in the community. This study is novel in
that it evaluated an on-going community-based psychoeduca-
tional program that had been implemented, since 2006, by a
nonprofit Alzheimer’s agency and targeted family caregivers
of persons with ADRD. This program was not formally evalu-
ated using rigorous research methods due to time constraints
and lack of research support. The first author (PI) was a doc-
toral student with a clinical background in the nursing care of
older adults with ADRD and their caregivers. After hearing
positive comments from caregivers regarding the program and
talking with Alzheimer’s professionals, it was mutually agreed
upon to evaluate the effects of the Family Series program on
caregiver’s health. However for purposes of this study, the
authors were unable to gather follow-up data and assess the
existing agency’s resources to support the continued efforts.

Community agencies are a major stakeholder in the deliv-
ery of caregiving programs and providing services to
community-dwelling persons with dementia and their family
caregivers. Partnering with an Alzheimer’s community-
based agency to evaluate this psychoeducational intervention
has provided a unique way to evaluate and disseminate what
“works” in the field. Although there have been a number of
psychoeducation interventions targeting caregivers of persons
with ADRD,?-20-21:23:26 the literature is scant with studies that
have evaluated “grassroots” community-based psychoeduca-
tional interventions. Few evidenced-based programs have
been translated into the community setting.®*** This study
provides insights into the implementation and evaluation of
a community-based psychoeducational intervention. The PI
and the Alzheimer’s nonprofit organization are planning on
disseminating this intervention via a web site to make it avail-
able to other community-based organizations working with
caregivers of persons of persons with ADRD.
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