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Caregivers, mostly family and friends, play an important role in the complex care of
persons with Alzheimer disease and other dementias. Primary care providers are uniquely
positioned to assess for the negative consequences of caregiving, including depression,
anxiety, and caregivers' failure to care for their own health needs. This article provides you
with reliable, valid screening tools and recommendations for evidence-based interventions
to increase the caregiver's and patient’s quality of life and care.
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LEARNING OBJECTIVES

e Describe the adverse consequences that
caregivers of persons with Alzheimer disease or
other dementias commonly experience.

e Identify reliable and validated tools in the
public domain available for use in primary care
settings to assess a caregiver’s well-being.

e List interventions that are known to support
and improve the lives of caregivers seeking care.

e Discuss the impact of support groups on
depression and burden of care experienced by
caregivers.

¢ Define the role of primary care providers in
reducing the negative aspects of caregiving.
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Henry, a retired health care administrator, received a di-
agnosis of Alzheimer disease in his early 80s. Given his
career experience, he knew where this disease might
take him. His wife, Joann, worked in admissions in a nurs-
ing home prior to retirement and was equally informed of
the course of the disease. They were among the more for-
tunate ones struggling with this life-changing diagnosis,
in that they had a great primary care provider, access to
some of the best neuropsychologists and neurologists in
the country, financial stability, and adult children nearby.

aregivers are a rapidly growing segment of the

system of care in the United States, with more

than 15 million providing care for those with

Alzheimer disease (AD) and other dementias,

according to the Alzheimer’s Association.' Lack of train-

ing and support puts caregivers at risk for depression,
anxiety, and failure to take care of their own health.?

The incidence and prevalence of dementia continue

to increase as the population ages, placing an enor-

mous emotional, physical, and economic burden on

caregivers as well as families and society. Given our

rapidly growing elderly population and the important
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role caregivers play, providing evidence-
based care and support for caregivers of
dementia patients should be a priority for
primary care providers.® Progress in this
area requires primary care practitioners
to take a lead role in addressing the com-
plex issues that adversely affect caregivers
and their loved ones.® Nurse practitioners
(NPs) and physician assistants (PAs) are
in a pivotal position to implement care-
giver screening and provide referrals to
evidence-based interventions.

WHO ARE THE CAREGIVERS?

Caregivers in the US are predominantly
women, and they provide 75% to 80% of
long-term care in the community.* They
are largely untrained, unsupervised, un-
paid, and undersupported in our society.
There are many faces of caregivers: elderly
spouses who themselves have health care
challenges; adult children, often referred
to as the “sandwich generation” as they
care for their own families as well as their
aging parents; nieces, nephews, and other
relatives who find themselves in the posi-
tion of being the only family left to care for
a loved one; and paid caregivers, who also
experience the stress of caregiving. Care-
givers face many challenges that create
both psychological and physical stress, as
they are increasingly expected to provide more de-
manding and complex care, including medication
management.*

The MetLife Mature Market Institute reports that
20% of working female caregivers older than 50 expe-
rience depression, compared to 8% of peers who are
not caregivers.’ Depression among caregivers is well
documented, with evidence showing that clinically
significant symptoms of depression occur in 40% to
70% of caregivers and that 25% to 50% of these care-
givers meet criteria for major depression.®

ASSESSMENT TOOLS

Assessment tools are commonly used to screen for
known negative effects of caregiving and to monitor
these effects following targeted interventions. Many
caregiver assessment tools exist. According to the
Family Caregiver Alliance’s Selected Caregiver As-
sessment Measures, recent efforts have focused on
revising available tools to make them shorter and
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easier to use.” Newer assessment models attempted
to blend content areas (depression, burden, health
behaviors, and quality of life) to establish a single
screening instrument, in contrast to the stand-alone
tools that measure only one domain.®

It is important to select an assessment tool that
is easy to administer, reliable and valid, and in the
public domain.’!” In its 2002 consensus project, the
Family Caregiver Alliance recommended that assess-
ments be multidimensional in approach, periodi-
cally updated, and reflective of culturally competent
practice.'® In addition, they believe that those doing
the assessments should have relevant training on the
role of caregivers and the impact of caregiving.

The Caregiver Assessment Grid was developed by
the Michigan Dementia Coalition following a review
of 19 scales that measure caregiver burden, stress,
quality of life, memory, behavior, and perceptions
of caregiving tasks (among others).!”” Tools range
from simple to complex, with some having Yes or No
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Caregiving Resources

The American Geriatrics Society

www.americangeriatrics.org/publications/shop_publications/

Family Caregiver Alliance/National Center on Caregiving
www.caregiver.org

Family Practice Notebook

www.fpnotebook.com/Geri/Prevent/CmntySrvcsFrThEldrly.htm

Info.com search engine
Info.com/caregiving

National Alliance for Caregiving
www.caregiving.org

Prepare to Care: A Caregiving Planning Guide for Families
www.aarp.org/home-family/caregiving/info-07-2012/prepare-to-care-

planning-guide.html

Rosalynn Carter Institute for Caregiving
www.rosalynncarter.org

Selected Caregiver Assessment Measures: A Resource Inventory for Practitioners
www.caregiver.org/selected-caregiver-assessment-measures-resource-inventory-

practitioners-2012

TIME: Toolkit of Instruments to Measure End of Life Care
https://nts122.chcr.brown.edu/pcod/resourceguide/resourceguide.pdf

answers and others using four- or five-point Likert
scales. Tools listed in the Caregiver Assessment Grid
that meet the criteria for brevity and are in the public
domain are discussed here.

The Zarit Burden Interview (ZBI) was initially a
29-item tool that was reduced first to 22 items and
then further to 12 items, with a brief screening ver-
sion containing only four items.!*?® Correlations be-
tween the reduced-length versions were .92 to .97
for the short version and .83 to .93 for the screening
version.” The Zarit screening version has a sensitivity
of 98.5% and a specificity of 94.7%.'° The ZBI is fre-
quently applied to assess burden, has been cited in
many studies, and has been validated for use in other
languages.* This interview tool measures subjective
burden, distress, perceptions of social and physical
health, financial and emotional burden, and rela-
tionship with care recipient. The ZBI has been em-
bedded in other blended assessment tools; for ex-
ample, it is part of the California Caregiver Resource
Centers Uniform Assessment Tool.'

The Pearlin Caregivers’ Stress Scales are based
on a conceptual model of the Alzheimer’s Caregiv-
er Stress tool, an eight-item scale developed by the
Alzheimer’s Association that links “yes” answers
to helpful websites.?? This 15-item instrument ad-
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dresses cognitive status,
problem behaviors, over-
load, relational depriva-
tion, family conflict, job/
caregiving conflict, and
economic strain, among
others.?

The American Medical
Association (AMA) pub-
lished an 18-item caregiver
assessment tool for health
care professionals in 2002,
encouraging them to iden-
tify the needs of caregivers.
This tool includes 16 Yes
or No questions and two
global scale items.'?

The Risk Appraisal
Measure (RAM) devel-
oped by Czaja et al is a
16-item assessment that
takes 5 to 7 minutes to ad-
minister and identifies risk
areas for caregivers. This
instrument explores six
domains of caregiver risk that are potentially ame-
nable to intervention: depression, burden, self-care
and health behaviors, social support, safety, and pa-
tient problem behaviors. The RAM was developed
and validated using data from REACH II (Resources
for Enhancing Alzheimer’s Caregiver Health)" in
a study involving 642 participants (219 white; 211
black; 212 Hispanic).!! The authors reported accept-
able concurrent validity and internal consistency for
the entire scale for the overall sample (Cronbach al-
pha = .65) and across racial and ethnic groups.!! The
authors acknowledge that the Cronbach alpha (a
measure of internal consistency, or how closely re-
lated a set of items are as a group) is relatively low
but explain that this is expected due to the six dis-
tinct domains the instrument attempts to measure.
The findings from this study highlight the challenge
of maintaining reliability and validity in blended
screening tools.

The Geriatric Depression Scale (GDS) is a broad-
ly used, well-known tool that has been used exten-
sively with the elderly population.?* The GDS has
both a long (30 questions) and short (15 questions)
version. In the shorter version, five of the Yes or No
questions indicate depression if answered negatively
and 10 indicate depression if answered positively.
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The long and short forms were compared in a valida-
tion study and found to be successful in differenti-
ating depressed from nondepressed adults (r = .84,
P<.001).%

The Center for Epidemiology Studies Depres-
sion Scale (CES-D) is a 20-item self-report scale that
takes 5 minutes to administer and measures depres-
sive feelings and behaviors over the previous week.'®
It is commonly used to assess depression in caregiv-
ers.” Matschinger and colleagues have expressed
concerns about the CES-D being administered to
caregivers, many of whom are elderly, because the
questions in this instrument are oppositely worded:
One part asserts and the other denies the content to
avoid a tendency for respondents to give positive an-
swers to questions (known as acquiescence).”” These
researchers raise the concern that opposite wording
may affect the reliability of the scale and recommend
against its use in elderly persons.

The Caregiver Burden Scale, adapted version
from the Family Practice Notebook, is a 22-item ver-
sion of the Caregiver Burden Interview.?® A 12-item
version was developed by Bedard et al, along with a
four-question screening version.'

There are several easily accessible online self-as-
sessment tools. The AMA Caregiver Self-Assessment
is self-scored and offers help interpreting the scores,
suggestions for next steps, and resource informa-
tion.” The Caregiver Stress Self-assessment offered
by Mass.gov is a modified version of Dr. Steven Zarit’s
work and is also self-scored.” The Veterans Admin-
istration (VA) has a more complex Self-Assessment
Worksheet that focuses on roles and responsibilities
as well as stress; a list of “next step” actions is offered,
along with information about VA resources.** While
these tools allow users to assess their well-being in
privacy, they do not offer the support and interven-
tions that face-to-face screening can include.

Following Henry's confirmed diagnosis of AD, his NP
screened him for depression using the Geriatric De-
pression Scale and prescribed an antidepressant. She
recommended that he take donepezil in the hope of
slowing the progression of memory loss in the early
to middle stages of the disease. She also screened his
wife for her level of caregiver stress using the Zarit
Burden Interview, shortened version, and referred her
to a caregiver support group, informing her of respite
services, including a supportive day program offered
at the local Council on Aging. She also referred Henry
to a memory loss support group in the community. De-
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spite the available support, the stress in their life was
palpable.

INTERVENTIONS

Assessing caregiver challenges is only half the task of
seeking to improve their lives. The next step is to pro-
vide advice and referral for supportive services in-
cluding structured, valid, and reliable interventions.
Structured support groups have been studied locally,
nationally, and internationally.?*3'2 Burns and col-
leagues developed a study to test two 24-month pri-
mary care interventions for caregivers of those with
AD, focused on alleviating caregivers' distress.®® In
this randomized clinical trial, subjects were assigned
to one of two groups: one received behavior man-
agement alone and the other added stress coping to
the behavior management. Those who received only
behavior management had worse outcomes for gen-
eral well-being and depression. The researchers con-
cluded that “brief primary care interventions may be
effective in reducing caregiver distress and burden in
the long-term.” This study underscores the need for
a multifaceted approach to supporting caregivers in
their complex and demanding role.

For depression

Depression is a common caregiver complaint; how-
ever, measuring incidence and prevalence of mental
health issuesis a challenge. Studies evaluating the ef-
fectiveness of interventions have had mixed results.
The REACH II study showed that although caregivers
do not usually meet criteria for clinical depression,
they nonetheless experience depressive symptoms.**
But, although depression is the most widely studied
health consequence of being a caregiver for some-
one with AD,* experts report that there is little con-
sistent evidence about the effectiveness of caregiver
interventions.

A prospective single-blind randomized con-
trolled trial with a three-month follow-up evaluated
whether a cognitive-behavioral family intervention,
consisting of education, stress management, and
coping skills training, was effective in reducing the
burden of care among caregivers of persons with
AD.¢ Caregiver burden was assessed at pretreat-
ment, posttreatment (nine months after trial entry),
and three-month follow-up (12 months after trial
entry), using measures of psychological distress and
depression and general health. The results showed
that the intervention resulted in a significant reduc-
tion in distress and depression for caregivers and
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had a positive effect on modifying patient behaviors.
Unfortunately, the intervention is lengthy and re-
quires special training for the interventionist.

A study by Chu and colleagues explored provid-
ing a 12-week structured support group to Taiwanese
caregivers of those with dementia and found that the
support group reduced caregivers’ depression but
did not have an effect on burden of care.*” Two other
studies showed that support groups have a significant
effect on depression and decrease caregiver burden
and bother.3®%* Another study of spouses of persons
with AD (n = 406) randomly assigned them to either
asupport and counseling intervention (comprised of
six counseling sessions followed by a support group)
or to a control group that received routine care.*
The authors assessed all participants before and af-
ter the intervention using the Geriatric Depression
Scale and found significantly fewer symptoms of
depression in the intervention group; these effects
were sustained for 3.1 years postintervention. They
also found that only group interventions based on
psychoeducational theory had a positive effect on
depression of caregivers. In a subsequent analysis,
the researchers concluded that additional studies
of psychosocial interventions for caregivers are war-
ranted and should incorporate biological measures
of physical health outcomes.*

Lavretsky, Siddarth, and Irwin conducted the first
randomized placebo-controlled double-blind trial
of the use of an antidepressant to reduce depression
and improve resilience and quality of life among
caregivers of persons with dementia.** Their study
demonstrated the efficacy of antidepressant therapy
for caregiver depression: 86% of caregivers in the in-
tervention group achieved remission, compared to
44% in the placebo group. Caregivers treated with
antidepressants reported reduced anxiety, improved
resilience, and decreased burden and stress. The
authors also found that the level of depression and
burden correlate to the severity of the care recipient’s
dementia, related disability, and behavioral prob-
lems.*> However, these findings are limited due to the
study’s small sample size (n = 28).

Elliott and colleagues report that depression
serves a mediating function between the health of
caregivers and their experience of burden.*® Medi-
ating variables play an important role in governing
the relationship between caregiver burden and the
health of the caregiver, while moderating variables
change the effect between them when increased
or decreased. In the first case, caregiver education
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would likely mediate burden of care; in the second,
caregiver sleep (or lack thereof) would moderate the
impact of caregiving on depression.

For caregiver burden

Three areas that cause burden for caregivers are ac-
tivities of daily living, such as eating, bathing, and
toileting; instrumental activities of daily living, en-
compassing shopping, food preparation, and finan-
cial management; and behavior and safety, includ-
ing falls, fires, and driving.** Caregivers experience
physical symptoms, depression, and feelings of
burden when faced with a greater number of tasks,
more problematic behaviors, and/or more family
disagreements.*

The concept of caregiver burden is the focus of
many studies, all of them seeking answers for how
best to support caregivers caring for a loved one with
AD.37434546In a multicenter prospective randomized
study conducted in 11 hospital and nonhospital psy-
chiatric outpatient clinics in southern Europe (N =
115), the intervention group participated in eight in-
dividual sessions over four months that focused on
learning strategies for managing AD patient care.*
Data were collected on caregiver stress, quality of
life, and perceived health to determine the impact
on caregiver burden. The intervention was found to
minimize caregiver burden as measured by the ZBI.

Lai and Thomson evaluated a random sample of
family caregivers (n = 340) and concluded that pro-
viding tangible services and resources should be the
first step in reducing burden of care. They report that
caregivers’ perceived adequacy of support services
predicts caregiver burden. They noted that emotion-
al support results in only marginal benefits.** Other
studies have concurred with the finding that support
groups provide emotional support, information, and
problem-solving skills to caregivers but do not re-
duce caregiver burden.®

For caregivers of those with dementia, the stron-
gest predictor of distress is care recipients’ problem
behaviors.?® Some theorize that the distress that
caregivers experience has multiple components,
including belligerence, lack of cooperation, opposi-
tional behaviors, and disruption of sleep patterns of
the care recipient.'® Support groups should address
behavioral interventions that caregivers can use
when faced with the challenging behaviors that of-
ten concur with neurocognitive disorders, including
confusion, wandering, agitation, crying, swearing,
and combativeness.
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Caregivers may experience increased stress as
their loved one’s dementia progresses. The New York
University (NYU) Caregiver Intervention is a long-
running randomized controlled study of counseling
and support interventions for caregivers of spouses
with dementia, conducted by the NYU School of
Medicine. Among the array of published analyses of
data from this study was a trial reporting that coun-
seling and support interventions reduced the rate of
nursing home placement by 28.3%, compared with
usual care, and delayed nursing home placement;
61.2% of this delay was attributed to social support,
response to patient behaviors, and reduced depres-
sion.*” Comprehensive counseling and support pro-
vided during the progression of AD patients transi-
tioning to institutionalization can be beneficial to
spouses and may translate more broadly to caregiv-
ers in general.*®

Equipping caregivers to manage the most difficult
aspect of their role should be a priority. Many towns
and cities offer day programs for those with memory
disorders, allowing for respite for caregivers. Coun-
cils on aging are a great resource for service informa-
tion and specialized programs. For those who meet
the income guidelines, there may even be financial
support for family caregivers. To seek out services,
contact the national Alzheimer’s Association (Alz.
org) or alocal branch. For information on behavioral
interventions, Caregiver.org has many available re-
sources on a variety of topics. (Additional resources
are listed in “Caregiving Resources,” page 44.)

CAREGIVER STRESS AND SELF-CARE

Primary care providers can be instrumental in not
only offering referral to services to reduce caregiver
stress but also encouraging self-care behaviors for
caregivers. They have the opportunity, early on, to
anticipate the stresses that caregivers may experi-
ence as their loved one’s disease progresses and to
provide helpful referral for services (including psy-
chotherapy and support groups), information, and
support to preventively address functional ability
and self-care behaviors.

The relationship between caregiver stress and
self-care behavior has been widely studied. Using
the Caregiving Hassles Scale, Kinney and Stephens
examined the mediating function of the relation-
ship between caregiving stress and self-care behav-
ior. They found caregiver stress to correlate to self-
rated health at a statistically significant level (r = .30,
P =.003)."® On a positive note, the investigators also
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found that the more symptoms family members re-
ported (depression, poor health), the more self-care
behaviors they used.

Lu and Wykle also used the Caregiving Hassles
Scale in their correlational crossfunctional study.
Caregivers (n = 99) were assessed for the mediat-
ing function of the relationship between caregiving
stress and self-care behavior in response to symp-
toms.* Those who reported higher levels of care-
giving stress also reported poorer self-rated health,
poorer physical function, high levels of depressed
mood, and more self-care behaviors at a statistically
significant level (r =.30, P = .003, Cronbach’s alpha
= .95). The researchers determined that depressed
mood was a strong mediator between caregiver
stress and response to the symptoms with self-care
behaviors.

Unsteady on his feet, Henry became a fall risk. His
growing confusion and cognitive decline led to in-
creased depression and agitation, which reduced his
socialization and physical activity. Over time, this re-
sulted in a disturbing chain of events, including urinary
tract infections, hospitalization, and behavior changes
that were upsetting to his wife and children as well as
to Henry. Joann was not sleeping well and contracted a
cold that turned into pneumonia, leading to a hospital-
ization. Through all of this, Joann knew that she could
call Henry's NP for advice and support. She found sol-
ace in knowing that the caregiver support group she
attended regularly would always be there to encour-
age and inform her and that Henry's support group
would not only give her respite as a caregiver but also
provide Henry with cognitive stimulation shown to en-
hance the well-being of those experiencing memory
loss. These groups soon became her lifeline. Without
vital early screenings, this family would not have ade-
quately managed the difficulties brought on by Henry's
unexpected diagnosis.

SUMMARY AND CONCLUSIONS
Extensive research on caregivers has focused on de-
pression, burden of care, and self-care issues, with
mixed findings. Gottlieb and colleagues report that
caregivers struggle with the “apparent sadness, list-
lessness, and vegetative behavior” of their loved one
struggling with AD.* Primary care providers are in a
pivotal position to improve caregivers’ health status
using reliable and valid assessment tools and offer-
ring referral to services that have been shown to help
caregivers in their complex and challenging role.
continued on next page >>
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>> continued from previous page

Support groups, assistance with behavioral in-
terventions, information about the disease process
and effective interventions, medication for clinical
depression, respite and day programs for persons
with neurocognitive disorders, and encouragement
of self-care all reduce caregiver stress. Offering ef-
fective interventions can improve the physical and
mental health of burdened caregivers and positively
impact the lives of their loved ones.

Given the growing number of caregivers and the
significant effect of caregiving on their health, stay-
ing alert should be a priority in all practices. Simply
adding two questions to those we regularly ask—Do
you care for aloved one struggling with memoryloss?
How many hours a week do you provide care?—can
illuminate the challenges caregivers face, so we can
monitor their health status appropriately. CR

Find the posttest for this activity at
www.clinicianreviews.com/cecme/
cecme-activities.html
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