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Abstract

Millions of Americans live with dementia. Caregivers of this population provide countless hours of multifaceted, complex care
that frequently cause unrelenting stress which can result in immense burden. However, it is not fully understood what efforts
can be made to reduce the stress among caregivers of persons with dementia (PWD). Therefore, the aim of this pretest—
posttest designed study was to evaluate changes in caregiver burden after providing an educational intervention to those
caring for PWD in Arkansas. Forty-one participants completed the Zarit Caregiver Burden Scale before and after attending a
4-hour dementia-focused caregiving workshop. The analysis of the means, standard deviations, and paired t tests showed that
there was an increase in the confidence and competence in caring for PWD 30 to 45 days after attending the workshop. Health
care providers need to understand both the vital role caregivers provide in managing a PWD and the importance of the

caregiver receiving education about their role as a caregiver. Utilizing caregiver educational programs is a first step.
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Introduction

Dementia is the sixth leading cause of death in the United
States and in Arkansas (1). Arkansas had over 58 000 citi-
zens living with dementia in 2020 and approximately 80% of
those were living at home. The Alzheimer’s Association
(2020) reported that about 452 000 family caregivers in
Arkansas provide unpaid care each year for a loved one and
most provide this care without adequate education. In addi-
tion, the support services for these individuals in Arkansas
are very minimal. Although short-term respite stays in senior
living facilities, nursing homes, and in-home are available,
they are very limited and most are private pay and not afford-
able for many families. Free Dementia Caregiver Work-
shops, offered by the research team and partnering
organizations, seek to fill a knowledge gap by providing
caregivers with tips that focus on how to maintain the
respect, dignity, and quality of life for the person living with
dementia (PWD), while helping to reduce the stress and
burden of the caregiver.

So what is caregiver burden? To understand caregiver
burden, it is important to understand the role of a family

(or informal) caregiver. Informal caregivers are the unpaid
family and friends who supervise, coordinate, assist with, or
provide direct care and services on a regular basis. This
includes tasks such as meal preparations, driving, bill pay-
ing, household and yard chores, care management, phone
contacts, personal hygiene, listening, and general compa-
nionship. In many scenarios, caregivers are providing these
care duties in addition to working full- or part-time and
having responsibilities for their own family.

Caregiver burden is an all-encompassing term used to
describe the physical, emotional, and financial toll of pro-
viding care (2). It is the subjective stress perceived by the
caregiver in his or her situation and no caregiver is immune
to the possibility of experiencing some form of burden.
When evaluating husbands and wives as caregivers, Zarit
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and his colleagues defined it as “The extent to which care-
givers perceive that caregiving has had an adverse effect on
their emotional, social, financial, physical and spiritual
function” (p. 261) (3). Gillick emphasized the multidimen-
sional toll caregiving can place on the care providers and
stressed that caregiving is a highly individualized experience
(4). Caregivers, just like all individuals, have different
thresholds for what constitutes an adverse stressor or burden.

Literature Review

As the population of Americans living with dementia
increases, the burden of caring for that population also
increases. According to the 2020 Alzheimer’s and Dementia
Report, the current 5.8 million Americans living with
dementia (1) is expected to increase to over 15 million by
2050 (5). Approximately 20% are living in nursing or
assisted-living homes (6) and almost 80% live in the com-
munity with care provided by family or friends. Therefore
caregivers of PWD are frequently forced to assume roles that
have considerable responsibility (6,7) often leading to heavy
burdens (5). The burnout impact can be psychological, phys-
ical, spiritual and/or financial and therefore, caregiver bur-
den is considered to be very complex and multidimensional
(8). The burden of caring for a PWD can carry significant
consequences for informal caregivers which thus also
impacts the individual with dementia and even society as a
whole (5,9). Furthermore, a PWD having behavioral issues
such as irritability, agitation, and wandering (5) can cause an
increased rate of morbidity and mortality for both the PWD
and the caregiver (7).

Community-dwelling PWDs are usually cared for by
informal caregivers. According to the National Academies
of Sciences, Engineering, and Medicine (10), at least 17.7
million individuals in the United States are caregivers of an
older adult, and according to the National Center on Care-
giving (11), women provide nearly 75% of caregiving sup-
port in the United States, most of whom are unpaid informal
caregivers. These are caregivers such as family members or
friends and they provide most of the assistance and super-
vision of care that are necessary to fulfil the basic needs of
the PWD (5) including bathing, dressing, and meal prepara-
tion (9). However, most caregivers lack caregiving knowl-
edge and have limited exposure to care-related training (1,5)
which can lead to more burden for the caregiver.

Caregiver burden can lead to exhaustion, loss of control,
stress, chronic disease, loss of self-identity, withdrawal from
family and friends, and substance abuse (11). Those caring
for someone with dementia have shown stress and burnout
with high prevalence of clinical depression and anxiety (7).
Furthermore, depressed caregivers are more likely to have
coexisting anxiety disorders, alcohol use disorder, and/or
chronic diseases such as diabetes, heart disease, and ulcers
(1,9,12). Studies also show caregivers who experience
chronic stress and frustration may be at greater risk for cog-
nitive decline themselves including short-term memory loss

and low verbal 1Q (7,6). For example, a woman providing at
least 9 hours of care to her spouse with dementia has a 2-fold
risk of heart disease (11), and those women who are aged 66
to 69 years who experience chronic caregiving stress have a
63% higher mortality rate than noncaregivers of the same
age (9,11,13).

Studies show evidence supporting that caregiver training
can reduce overall caregiver burden, yet according to the
Center for Disease Control (12) only 1 in 5 caregivers report
receiving training. Baharudin et al (7) found specific coping
strategies should be included in caregiver training including
self-distraction, active coping, planning, and acceptance, all
of which were demonstrated to have a mediation effect on
the relationship between the behavioral and psychological
symptoms of a PWD and caregiver burden. Baharudin et al
(7) also noted that caregiver burnout was reduced when
problem-focused and action-oriented coping skills were
emphasized within caregiver training sessions. Furthermore,
research and caregiver training priorities have been deter-
mined to include psychoeducation, training in psychological
strategies and skills, professional support with an online
forum, and discussions via support groups with others
(14,15). Access to educational resources related to caregiv-
ing of PWD is vital to a more efficient, healthy routine for
the caregiver and the PWD (5).

Caregiver Dementia Workshop

The Arkansas Geriatric Education Collaborative (AGEC)
recognizes this immense pressure and burden on caregivers
and the need for high-quality programs to improve their
interventions, skills, and coping strategies. One of the goals
of AGEC, a federally funded Health Resources and Services
Administration Geriatric Workforce Enhancement Program,
is to educate family caregivers about dementia and the best
practices involved in the care of their loved ones. The pro-
gram reaches this goal by teaching a free community pro-
gram that provides education and resources to family
caregivers.

The caregiver dementia workshop is a half-day workshop
offered throughout rural Arkansas and covers many facets of
dementia and caregiving. It begins with a review of dementia
and Alzheimer’s disease. It is critical that caregivers under-
stand dementia and the expected progression through stages.
They also need to understand how multifaceted caregiving is
and why it can be a hidden burden. Basic rules of caregiving
are reviewed and time is spent in assisting the participants to
understand the changes in physical functions and behaviors
that occur with a PWD. They are taught various techniques
about how to respond or adjust to the altered behaviors and
needs of the PWD with patience, care, and safety. Time is
spent role playing various verbal and physical communica-
tion approaches.

They are also given information about expectations
regarding how they may feel as a caregiver, details about
caregiver stress, and the importance of self-care. Caregivers
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must understand that they are not only a care provider, but a
care or case manager, a source for medical and financial
information, an advocate, an emotional supporter, the house-
keeper, the cook, the deliverer of medication, and a beha-
vioral analyst. They are provided with tips about how to
manage each of their roles, and how to care for themselves.
Ample time is also allowed to discuss alternative options for
caregiving such as respite, paid caregivers, residential
dementia specialty units, and nursing homes. They are pro-
vided with printed and virtual resources to refer to later.
Finally, the participants are encouraged to have important
health, personal, and financial papers available regarding the
PWD as well as their legal documents prepared such as
general and medical powers of attorney, a living will, and
any necessary estate plans.

Methods

This was an institutional review board approved (#228441)
pretest—posttest designed study completed by the AGEC at the
University of Arkansas for Medical Sciences. We wanted to
know if the tools and skills that were taught in the workshops
were effective in reducing the burden for the caregiver. Con-
venience sampling was used as participants were recruited
from regularly scheduled caregiver workshops throughout the
state of Arkansas. Individuals who registered for the work-
shops were informed about this study prior to attending the
workshop via verbal and written documents. The criteria for
inclusion were that participants age be >18 years, he or she
had to be a caregiver of an individual with dementia, had a
phone for follow-up contact, and had the ability to read and
write. Exclusion criteria included the inability to understand/
complete the informed consent form or did not attend
the entire workshop. Participants were excluded at the time
of the workshop if they did not meet the criteria after a review
of the criteria with them by the trained instructor. The parti-
cipants were recruited from clinical and community partners.
Flyers were posted in community centers, senior centers, and
clinic waiting rooms, emails announcing the workshops were
sent out from community partners to their listserv, and the
workshops and study opportunity were posted on the research
group’s website and Facebook page. Interested individuals
called the research group or their partner to register.

Participants were provided a verbal explanation of the
study and consent process along with a letter of explanation
and the informed consent form. After obtaining informed
consent, they were asked to complete the pretest which was
a 12-item questionnaire, the Zarit Burden Interview (ZBI).
The completed questionnaires were then coded for anonym-
ity and data were entered into SPSS by a trained research
assistant.

The data collection tool, the short ZBI (ZBI-12) consists of
12 questions in 2 main domains, personal strain and role strain
and 4 subscales of sacrifice/strain, inadequacy, embarrass-
ment/anger, and loss of control. Scoring of the item responses
are based on a 5-point Likert-type scale ranging from 0 =

never, 1 = rarely, 2 = sometimes, 3 = quite frequently, and 4
= nearly always. A cumulative score of 48 is possible and the
higher scores represent higher feelings of burden. The ZBI-12
classifies cumulative scores 0 to 10 as “no to mild burden,” 10
to 20 as “mild to moderate burden,” and scores above 20 as
“high burden.” The ZBI-12 has been validated in its use with
caregivers of those with cognitive impairment and the rela-
tions between the short and the full version showed that the
measure had good internal consistency reliability with a Cron-
bach’s o coefficient of 0.92 to 0.97, and a 2-way analysis of
variance found that the short version produced almost exact
results of the full version (16). Therefore, the ZBI-12 was
chosen for this study since it produces comparable results to
those of the full version and leads to easier administration and
completion of the questionnaire.

After the participants completed the pretest, they attended
the workshop as described in the “Caregiver Dementia
Workshop” section above. The initial participant question-
naires were assigned coded numbers when they were trans-
ferred from paper copies to the database. The follow-up
posttest, the exact same ZBI-12, was administered over the
phone by a trained research assistant 30 to 45 days after the
workshop and then entered into the database using the same
codes. The pretest and posttest responses were matched by
their assigned codes by the data analyst. The goal was to
evaluate changes in caregiver burden after the educational
intervention. The survey was anonymous but contact infor-
mation and basic demographic data on age, gender, race, and
ethnicity were collected.

Results

The matched pre- and posttest survey (ZBI) data from 41
respondents were used for the descriptive analysis. Eighty-
three percent were women, and the ages ranged from 30 to
79 years. Twenty-seven percent (n = 11) were 50 to 59 years
old and a few (12%, n = 5) were younger than 50 years. More
than a third of the respondents (68%, n = 28) identified as
white/Caucasian, 20% (n = 8) as African-American/black,
and 12% (n = 5) were of various ethnicities (Asian, American
Indian, Alaska Native, and more than one race).

Knowledge and confidence level: After attending the
workshop, the participants increased both their levels of
knowledge and confidence in caregiving. Comparisons of
the pretest versus posttest (mean + standard deviation) for
the knowledge level rose from 2.78 + 0.79 to 3.98 + 0.65
and for the confidence level from 3.02 + 0.91 to 4.02 +
0.72.

Likewise, the paired samples ¢ test showed a significant
increase in the posttest means for both the caregiver’s
knowledge level, #(40) = —7.61, P = .001, oo = 0.95, and
confidence level, #(40) = —5.845, P = 0.001, o = 0.95. The
Cohen’s d values indicated a large effect size in the 2 vari-
ables: knowledge (d = 1.656) and confidence (d = 1.218)
suggesting that participation in the workshop was beneficial
to the improvement of these 2 caregiving attributes.
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Table 1. Zarit Burden Interview survey results.>®

Question

Mean 4+ SD

Pre Post P < .05 Cohen’sd

Sacrifice/strain

Do you feel that because of the time you spend with your relative that you don’t have 1.79 + 1.00 2.05 + 1.02

enough time for yourself?

Do you feel stressed between caring for your relative and trying to meet other

responsibilities for your family or work?
Do you feel strained when you are around your relative?

Do you feel that your health has suffered because of your involvement with your relative?
Do you feel that you don’t have as much privacy as you would like because of your

relative?

Do you feel that your social life has suffered because you are caring for your relative?

Inadequacy

Do you feel you should be doing more for your relative?

Do you feel you could do a better job in caring for your relative?
Embarrassment/anger

Do you feel angry when you are around the relative?

Do you feel that your relative currently affects your relationships with other family

members or friends in a negative way?
Loss of control

Do you feel that you have lost control of your life since your relative’s illness?

Do you feel uncertain about what to do about your relative?

.040° 0.257
221 + 083 215 + .14 744 0.060
1.58 + 098 1.18 + 1.04 .005° 0.397
113 £ 1.17 133 + 120 .198 0.168
124 + 1.24 111 + 127 360 0.104
I.51 + 1.23 1.56 + 1.29 .762 0.039
231 + 089 2.03 + .18 .054° 0.267
2.38 + 091 2.00 + 1.00 .017¢ 0.398
1.29 + 0.96 0.89 + 092 .020° 0.425
123 + .01 1.31 + 1.00 .696 0.079
144 + 1.29 1.51 + 1.32 653 0.053
223 + 1.0l 1.77 + 1.09 .009° 0.438

Abbreviation: SD, standard deviation.

?Pre- and posttest means + SD, and P < .05 of the Zarit Burden Interview questions (n = 39).
®Scale: 0 = never, | = rarely, 2 = sometimes, 3 = quite frequently, and 4 = nearly always.

“Statistically significant at the 95% significance level.

For the pretest, the ZBI total scores (refer to Table 1)
ranged from 7 to 47, while the posttest scores ranged from
4 to 31. The higher ZBI total scores in the pretest suggested
the participants’ higher family caregiver burden perception.
In contrast, the lower posttest scores after the workshop
indicated an improvement and a positive effect on the parti-
cipant’s family caregiver burden perception. Similarly, the
paired samples ¢ test scores showed a statistically significant
change between the pretest and posttest values, #(38) = 6.97,
P = .0001, o = 0.95, of the ZBI total perception score
means. This change was also evident in the large effect size
of the Cohen’s d = 0.78.

In 6 of the 12 statements asked in the ZBI-12 survey,
participants indicated statistically significant improvements
on the following subscales: 2 each for the sacrifice/strain and
inadequacy subscale and 1 each for the embarrassment/anger
and loss of control subscale. Figure 1 indicates the improve-
ments in 6 of the 12 ZBI measures, pretest versus posttest. In
order of significance relative to the paired # test results at the
95% significance level, Figure 1 displays the statements that
showed the best improvements for the participants. The
Cohen’s d values ranged from 0.257 to 0.438, indicating a
small to medium effect size for these 6 questions.

Discussion

Caregiver burden is described in many ways, but in summary
it is the mental, emotional, and physical state of exhaustion

when caring for someone else. A caregiver can begin the day
or week being positive and upbeat but after a while, they can
become depressed and even apathetic not just about their
own personal health but the health of their loved one as well.
The work is hard and seemingly never ending. The stress of
spending their time, energy, and money providing care takes
a monumental toll on the most dedicated caregiver. They
need help. As has been previously demonstrated in studies
of those individuals caring for a PWD, interventions includ-
ing educating the caregivers have been shown to increase
caregiver knowledge, decrease depression and improve their
moods, reduce stress, and even delaying nursing home pla-
cement for the PWD (8,17,18).

The results from this study support the idea that provid-
ing appropriate information in a manner that is easily
understood and translated to their everyday tasks of care-
giving can make a big difference. Most caregivers do not
understand the basics of dementia such as memory loss that
disrupts daily life and causes problems and confusion such
as when a PWD tries to brush his teeth without first apply-
ing toothpaste to the toothbrush. Caregivers also do not
know how to deal with some of the nuances that come with
an individual with dementia. Providing them with informa-
tion and simple, yet effective tools and tips, was shown to
not only improve their knowledge about caregiving, but
also improve their confidence in caring for their loved one.
Knowing why their loved one may seem to be acting out,
have a significant change in personality, or suddenly start
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Figure |. Improved ZBl measures, pretest versus posttest mean + SD. SD indicates standard deviation; ZBI, Zarit Burden Interview.

using curse words or not caring how they look or smell
means that the caregiver is usually more tolerant and looks
for ways to adapt rather than becoming stressed or angry.
Just the simple skill of knowing to agree with their loved
one versus trying to correct them or to orient them can be
huge. It can mean the difference between a pleasant or a
belligerent evening. Seeking to understand the reality and
feelings of their loved one, keeping a normal-toned,
respectful voice and avoiding embarrassing their loved one
are all skills that can help to avoid unpleasant situations and
allow reduced overall caregiver stress.

Becoming overwhelmed while caregiving happens
quickly and often the family ends up in a crisis mode. Skills
learned in these workshops have been shown to help the
caregiver know what to do and when to do it. Knowing how
to respond in certain situations can mean the difference
between the PWD being able to remain at home or having
to live in a residential facility or between having a pleasant
bath time or a battle during a bath thus creating more oppor-
tunities for stress, anger, or even a devastating fall. This is
consistent with the findings of a meta-analysis completed by
Brodaty et al almost 20 years ago when they found a signif-
icant effect of interventions, including education, on care-
giver burden, knowledge/abilities, psychological, and
subjective well-being of the health of caregivers of those
with dementia (17).

Instilling in caregivers the importance of taking a respite
break, the importance of maintaining their own personal
health and educating caregivers about how their good health
equates to providing the best possible care for the PWD is
essential. Note that the participants in the study were not
tested on their baseline dementia knowledge or knowledge
gained after the educational intervention. However, the sig-
nificant improvement in caregiver stress burden after

attending the workshop clearly indicates that the practical
caregiving skills and key educational information provided
about dementia were very beneficial for the caregivers.

Besides the mental, emotional, and physical toll caregiving
has on the caregiver, caregiving can also impact the health of
the caregiver, and they need to know when to ask for help.
Knowing the warning signs like feeling betrayed, anxious, or
even physical body aches from frequent exhaustion allows the
caregiver to recognize when additional help is needed. In the
caregiver workshop, the value of taking a respite from care-
giving is emphasized and they are provided information about
various respite grants that might be available to them. Know-
ing that they are not alone in this journey of caregiving and
that there are numerous resources available might also have
provided greater reassurance and security.

Although not part of the formal study, participants’ verbal
comments made after the workshop and during the follow-up
phone calls were very positive. Many stated how they
enjoyed the class, learned new information, and how they
incorporated the new information into daily caregiving.
They also shared about how they were using their new skills
to have positive conversations and interactions with other
caregivers, thus further increasing their knowledge and con-
fidence of caring for their loved one.

Limitations

A limitation to this study was the use of a single group
pretest—posttest design which resulted in a small sample size
of matched participants. Not all participants who initially
consented to be in the study were available or willing for a
follow-up posttest within the 15-day period (30-45 days after
the workshop) as outlined in the study protocol. Therefore,
there were only 41 participants. The use of self-report
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questionnaires was also a limitation. It is never known how
honest participants are in reporting or understanding of the
questions asked.

Conclusions

The half-day workshops in this study were successful and
demonstrated that caregivers of patients with dementia can
be empowered through education which can reduce their
caregiver burden. The ZBI-12 questionnaire results sug-
gested the positive contribution of the workshop in helping
ease the caregivers’ burden in 6 of the 12 variables in the
survey. The burden of stress associated with caregiving is
often underappreciated by health care providers. If care-
givers are equipped with core dementia knowledge and are
skilled in nonpharmacological management, it could go a
long way toward improving the care of the PWD at home
and could potentially reduce unnecessary trips to the clinic,
emergency room, and premature admission to a long-term
care facility. It is also noted that more research in this area
could better inform health care providers and educators
about how to further reduce the burden of caregivers of
PWD. Clinical programs and communities should therefore
give serious consideration to investing in more research and
caregiver education to promote a healthier caregiver work-
force and to ensure a better quality of life for both the PWD
and their caregivers.
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